


From the foreword and the preface to the end of chapter 44 this is a fascinating and thought provoking (if very 
occasionally to this particular reviewer just provoking!) collection of articles. Although the book is about pri-
mary care ethics anyone interested in health care ethics-including those who work in hospitals- will find in it 
interesting and intellectually nourishing material. Whether you dip or devour, you won’t regret. 

Raanan Gillon

Faculty of Medicine, School of Public Health

Emeritus Professor of Medical Ethics

This book is an excellent mix of ethical theories and exposition combined with practical examples. Written by 
many of the thought leaders of the collective primary care conscience the chapters cover the reality of the breadth 
of modern general practice. It is a valuable and accessible resource for everyday GP ethical dilemmas, for educa-
tors and for those developing policy.

Simon Gregory

Chair of RCGP Committee on Medical Ethics

Director and Dean of Education and Quality, Midlands and East

Health Education England

This enterprising collection spans the breadth of primary care in multiple ways. Contributions from general 
practitioners, philosophers, nurses, physiotherapists, dentists, health economists, educationalists, patients and 
others reflect the rich variety that makes up primary care. Authors do not shy away from the messy complex-
ity of primary care. Instead, they embrace the uncertainty inherent in the day-to-day reality of primary care. 
Numerous stakeholder perspectives are used to identify and analyse ethical issues, using a diversity of frame-
works and models. The theoretical perspectives represented in the book (ranging from Hippocrates to postmod-
ernism) mirror the eclecticism of primary care itself. Practical advice sits alongside heartfelt accounts of issues 
that challenge practitioners. The book is helpfully organised into four sections, on the primary care interaction, 
vulnerable patients, teaching and learning, and justice and resources. The section on teaching and learning 
is particularly valuable, with its strong focus on reflective practice and the practical challenges of combining 
service delivery with educational goals. The section on the primary care encounter is wide-ranging, including 
discursive explorations of important concepts as well as discussion of the specific features of primary care that 
warrant its own ethical analysis. Case studies provide tantalising glimpses into the consultation, thereby show-
casing the richness of the primary care environment. Chapters in the section on justice and resources do not shy 
away from political topics such as funding models and workforce issues.

The Handbook focuses on general practice as delivered within the National Health Service, which may limit 
its appeal to other members of the primary care team. However, there is something here for everyone, whether 
the reader is looking for guidance on duties in primary care, a framework for analysing a difficult consultation, 
insights into the voice of the patient, or an understanding of the economics of primary care. Throughout there is 
a welcome focus on ‘ethics of the ordinary’ or ‘everyday ethics’, reflecting the ethical nuances of the millions of 
interactions that occur each day in primary care.

Wendy Rogers

Professor of Clinical Ethics

Macquarie University
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Foreword

From a traditional clinical point of view, community or general practice may not seem to be 
easy. Where tasks are defined, and challenges have known causes, researched treatments and 
objective outcomes, it might be said that everyone knows where they are, and problems are 
largely professional ones. In community practice, however, very few of these descriptions apply. 
Here, a patient’s complaints may be poorly defined and hard to grasp, or multiple, disparate and 
overwhelming. Whether speaking to a nurse, a physiotherapist, a public health practitioner or 
any other specialist, the way in which a patient or his/her relative explains the condition may be 
unfamiliar to the professional, and the key issue may be tangential, unexpressed or even delib-
erately hidden. Patient’s lifestyle or culture may be very different from that of clinician’s life-
style and has different preoccupations or aims from those with which she is familiar. Arriving 
from the security of hospital practice, the newcomer may feel deprived of skills, in a fog, as if 
she had suddenly been dropped into a boundary zone, the badlands, where every move seems 
to provoke more problems. Leaning on such insecure foundations, community public health 
can seem to share some of these structural faults. As to generalising in terms of planning or 
politics, well, some might say, best not to try.

In such a situation, many would feel that they have enough to cope with without the addi-
tional stress of asking a moral question, such as what is best, what might be better and what is 
right and wrong? But, the very reverse is the case. Without those questions, confusion is further 
confounded. Once they begin to be asked, the fog begins at last to clear. Medical ethics started 
as a discipline over half a century ago when specialist treatments like transplants and dialysis 
were new, but this book turns the searchlight towards the place where moral issues actually 
arise. It brings its focus sharply onto what should be done there in the making of ordinary 
everyday decisions.

Yet here again, if we are not careful, a similar difficulty as we started with above can arise. 
Ethical issues have come to be described and categorised under clear phrases or labels that are 
linked to an ill-considered action or (conversely) to an ideal aim. Many of these derive from 
the struggles in a hospital or teaching context to cope with the bizarre or the impossibly chal-
lenging. But, in the press of professional life in primary care, the issues are different; and many 
decisions simply do not come with familiar headings or indeed with moral headings at all. For 
instance, where medical practice meets people’s ordinary lives, the question in mind may often 
be less what to do about ‘this illness’ than whether there is an ‘illness’ here to be attended to at 
all. Where health as a concept has various interpretations, the good outcomes desired may not 
even be expressed in terms of improved health.

Thus, the issues that a person could discuss or encounter with a primary care clinician are 
both hard to predict and at the same time theoretically almost limitless. A professional in com-
munity practice, therefore, should think clearly, discuss with all involved and make good deci-
sions about topics that may be surprising and may well not have any easy labels. And his or her 
authority will largely reside in being able not just to reach a decision but also explain and justify 
in terms that satisfy the patient as to why she has reached the conclusions that she has. Both 
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the boundaries and the conclusions will have to be clear, even in a fuzzy field – if only for the 
sake of the rest of the work that day!

How should we learn to do this? Paul Freeling, an early pioneer in academic practice, was 
fond of asking ‘Give me a case and I’ll give you a research project’. The same could very pro-
ductively be said for thinking in ethics. I would maintain that almost every encounter between 
individuals or groups in primary care would productively raise a small handful of issues whose 
discussion would improve that care. But in this rich profusion, where should one start? There 
are many possibilities, not the least of which is simply realising when on reflection what you 
are doing or being asked to do is simply wrong, or could have been done a lot better. Also, one 
of my own surprises as a (relatively!) calm individual was, having often been anxious but never 
angered as a hospital doctor, how frequently in general practice I had to control my temper. So it 
has come to be my view that passion of any sort – anger, say, or extreme enthusiasm, disdain or 
disgust – indicates something that needs urgent ethical examination (as well as management). 
Therefore, we might also say ‘give me a strong emotion (expressed or repressed) in a medical 
encounter and I’ll give you an ethical issue’. Whether we are working as an individual or in 
a team, in treatment or prevention, in research, teaching, management, advocacy or politics, 
the resulting analysis should always be cool and clear, but should never deny its origin in a 
‘hot’ topic. Moral medical practice is made for man, not, as sometimes seems to be the attitude 
within professions, the other way round.

We shall all need the insights of a wide range of disciplines to help us, both in the formula-
tion and in the processing of such work, even though this field of applied ethics may need to 
start and finish at different points from those disciplines. The challenges are many: somehow 
we have to bring clear thinking to bear on a charged debate, to make the discussion, whether 
with others or in our own heads, wider by consciously addressing the arguments against our 
own cherished opinions as well as for them, and, where medical ethics often parts company 
with its philosophical advisers, reaching a conclusion which could actually and immediately be 
put into practice. We shall need to keep a close eye on what we are there to do, and how best to 
work with others: as one might put it, a good sense of ‘self’, of ‘other’ and of ‘together’.

At this point, it should be clear how important this book is, perhaps even raising the ques-
tion about how we have managed without it before. You will find it does not flinch from explor-
ing possible issues, and more. It covers the meeting between patients and their advisers in 
community care from the beginning of the encounter to the end. It examines the way in which 
problems come to community practice as well as the minutiae of the doctor’s response: and 
goes out from clinical behaviour to wider issues in public health and community politics. It 
not only asks what is right but also how to find what is better in the midst of so much demand 
on the resources of time and energy. Nobody wants the dogmatic or moralistic, and what will 
always be important in every area will be to lay out clearly the thinking and reasoning that will 
help us to reach conclusions, the ‘why’ as well as the ‘what’.

Read it carefully but critically: your day may be a bit longer, but I can assure you your nights 
will be very much more peaceful.

Roger Higgs
Institute of Medical Ethics

St Helens, England
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Preface

Handbooks tend to be light on grand concepts. I’ll put forth only one.
‘The danger of isolation, and the healing power of good connection’.
What I will describe here I would call ‘A relational ethics’.

Since 1978, when my first novel, The House of God, appeared1, I have been asked to speak all 
over the world, and from the start, in a less refined way, this concept has always been what 
I say, putting it in terms of ‘Staying Human in Medicine’. I’m delighted to use it here, in this 
remarkable scholarly and pragmatic volume put together by my dear and remarkable friends 
Andrew and John.2 Note that this guiding phrase is central not just to medicine but also to our 
lives. My attempt to write about American primary care is a novel, The Spirit of the Place, about 
a doctor going back to his home town to join the old doc who steered him into medicine when 
he was a lost teenager.3

Hints of this concept were present in The House, in rudimentary form. Over and over, there 
is the phrase, ‘Being with (x)’ – sometime ‘x’ is the patient, or a family member, or a colleague, 
or, even oneself. As The Fat Man, the hero of the novel who deftly conceals his deep care for 
patients, docs, and life itself: ‘I make them feel that they’re still part of life, part of some grand 
nutty scheme instead of alone with their diseases. With me, they still feel part of the human 
race’. And at the end of the novel, the African-American intern chuck sums up the main reason 
that the year in The House has been horrific: ‘How can we care for patients, if nobody cares 
for us?’.4 The tone of any institution comes from the top; the top of the House was unwise and 
abusive in the way that almost all big power-over systems are such. In my new institution-
alisation, New York University Medical School, run by three of my generation who trained at 
‘The House of God’ hospital, there is an aura of ‘We were treated badly, and now that we are 
in a position of power, we will not treat the ‘lower-downs’ badly’. The institution reflects this 
kindness from the top, all the way through.

What is a good connection? (See We have to talk: Healing Dialogues between Women and Men, 

the novel Mount Misery and the play Bill W. and Dr. Bob).5,6,7

Think of going to lunch with a friend. If the lunch goes well, by the end each of you feels an 
increase of ‘five good things’: more energy or zest, more sense of self-worth and worth of the 
other, more self-knowledge and knowledge of the other, more empowered to take action, and, 
last, a desire for more connection – ‘Hey let’s do this again soon!’ Note, especially the issue of 
‘power’. This is not the traditional model of the dominant culture, where ‘power’ resides in a 
person. Rather, the power here arises in connecting. You may have felt burnt out, unable to act, 
disempowered, when you went to lunch, but in the mutual connecting there is an arising of 
power in both of you. (The gerund is as close as our language gets to describing this.) This is 
especially helpful for doctors: it means that good connection helps you to take action in your job 
and your life! It helps you to be a better clinician and person. Note that in this ‘relational model’, 
the measure of a person’s psychological health and growth does not reside in the ‘self’. Rather 
it resides in the quality of that person’s relationships.
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THREE NEW LAWS OF MEDICINE*

A good connection is a mutual connection; a good relationship is a mutual relationship. If it 
ain’t mutual, it ain’t good; if it is, it is. A mutual connection is when each person sees the other 
clearly, and each person senses the other ‘feeling seen’. There’s a ‘click’ – like, well, what we call 
love. We know it when know it.

This leads to three new Laws of Medicine, crucial to primary care – and – do see this – to our 
lives:

 1. The Shift to the ‘We’, ‘The Connection’, ‘The Relationship’: We live in an ‘I’/’You’ world, 
which implies adversarial relationships, the kind that makes lawyers rich. It is quite easy 
to introduce the word ‘We’ into conversations with patients and others in your life. Way 
back when I was a psychiatrist, I found that if I said to a patient, ‘Tell me about your 
mother’, I would hear about the mother, usually in narrowly ‘self’ terms; if I asked ‘tell me 
about the relationship with your mother’, all of a sudden the aperture opened up, and the 
patient would say, ‘Well, in the relationship with my mother, there’s x, y, z’ – which were 
in fact, the ‘qualities of the relationship with the mother’, which opened things up for our 
understanding, and, frankly, healing. Here’s the key: if you as a doctor (and person) use 
the word ‘We’, the patient will answer using the word ‘We’ – and the word concretises the 
fact that there is a relationship here! Old time patriarchal surgeons used to say, ‘I did 
the tests, and I’m going to operate on you’. Now surgeons might say, ‘I did the tests, and 
I suggest operating, but you can get a second opinion’. Both statements are ‘I’/‘You’. But 
if the surgeon says, ‘I did the tests. Let’s talk about what we can do’. The patient will say, 
‘Well I think we can…’ Try it. Oh, and the main reason surgeons get sued is if the patient 
doesn’t feel there is a good relationship there.

 2. Connection Comes First: With a patient (or, e.g., a spouse or friend), if you are in good 
connection, you can talk about anything; if you’re not in good connection, you can’t talk 
about anything. Connection comes first. And connection with a patient is not really a 
matter of the time it takes: the good docs can do it quickly, with a look, a hand in a hand 
or on a shoulder, an attentive listening (most doctors interrupt within 17 seconds and talk 
80% of the time thereafter).

 3. It’s Not Just What We Do, It’s What We Do Next: In relationships – again, with patients and 
others – nobody gets it right all the time – it’s what you do after you get it wrong that 
matters. The challenge is, when you are in a disconnect, if you can ‘hold the idea that 
there is a relationship here, with a past and present, you can walk the other through it to 
a better connection’. In fact, just to say, at that crucial fractious angry or sullen moment: 
‘We’re in a disconnect’ – is a connecting statement. Differences can be used in dialogue 
to turn disconnections into better connections. We describe this work of moving from 
disconnects to connection in terms of gender difference in We Have to Talk: Haling 

Dialogues between Women and Men.5

* In 1978, Samuel Shem’s novel The House of God offered a set of rules of thumb (the ‘Laws’) that were essen-
tial to newly qualified doctors’ survival. The ‘Laws’ of The House of God, as espoused by the all-knowing 
fictional resident The Fat Man, were the key to survival for both interns and patients. The novel was recently 
named on Publishers Weekly as the second in the Ten Best Satires of all Time, after Don Quixote.
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WHAT’S ALL THIS GOT TO DO WITH PRIMARY CARE?

Well, since this admirable specialty is the closest to living your job, in community, all this is 
central to every aspect: from individual patients to when you turn out the light and go home and 
in your centrality in your community, your country – hey, your world. And boy does the world 
need us to know how to connect, and create community and live with others, now. Clinicians 
are in a great position, through the job we have taken on – not for money or fame or any other 
of the ‘craving’ jobs where the process and the product is the same – making money – but for 
providing care for those who suffer: to be with others at the crucial moments of their lives, the 
three Buddhist ‘heavenly messengers’ of ‘illness, old age and death’, and helping to walk them 
through. It’s a great job – despite the epidemic of all the admin-shit by the financiers.

In my novel The Spirit of the Place, about primary care in a small town, at one point the young 
doctor has to make a decision. He is surprised to hear the words, ‘Don’t spread more suffering 
around. Whatever you do, don’t spread more suffering around’. And he makes his decision. We 
clinicians, especially in your specialty, are lucky: we are present at the most crucial moments of 
our patient’s lives – and their families’ lives. As we all know, everyone suffers – big suffering, 
little suffering, it’s not optional. If any of us, clinicians or patients, try to walk through it alone, 
tough it out – we will suffer more and spread more suffering around. But if we walk through the 
crucible of suffering with others – and that’s where we clinicians come in, that’s our job, that’s 
why we went into this specialty, not or the big bucks or the fame – if we walk with them through 
their suffering, we and they will not suffer as much, and will not spread more suffering around, 
and we will come through it with awareness, and even joy.8

Samuel Shem
NYU Langone Medical Center, NY
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ASSERTIONS

The editors (hereinafter the first person plural – we) of this book are both active general medi-
cal practitioners in the UK, both possessed of an academic ‘genome’ and both passionate about 
primary care (wherever and by whoever it is practiced).

We both have been involved in various ways with the development of an ethical discourse 
particular to the practice of primary healthcare. While the term ‘primary care’ is often taken to 
mean community medicine or public health,1 our scope is more interdisciplinary and interpro-
fessional. Therefore, this book is offered as a means of pushing that discourse on, in an acces-
sible and robust fashion. To that end, we have selected chapter authors for their writing facility 
and their experience in the field, covering a range of topics that is as wide as primary care itself. 
All have a particular style and preferred methods, which we have valued and have not sought 
to necessarily streamline into uniformity.

The chapters are grouped thematically into four sections:

 1. The primary care interaction
 2. On vulnerable patients
 3. Teaching and learning
 4. On justice and resources

We start with the place where patients and clinicians first come together: a place where the 
transaction is convened to address the suffering, or perceived suffering, that drives that inter-
action. It is important to note the key ethical importance of that suffering. It not only underlies 
the meaning of the word ‘patient’ but represents a distinctive feature of the meeting of moral 
agents, both at point of first access and beyond.

Vulnerability is at the root of ethical discussions in many healthcare contexts. While some 
patients may be conceptualised as of special (or unusual) need, others’ needs are more usual 
but overlooked. In the second theme, we deal with some of those groups of patients:  children, 
the elderly, the dying, among others. The ethics literature is full of texts considering the par-
ticular issues of these groups of persons (or more specifically, the philosophy arising from 
 consideration of their situations). Here we seek to apply such philosophy to primary care, where 
it may be considered differently. Vulnerability implies that someone can be in a position of rela-
tive power. It implies a duty to advocate for those who are vulnerable – for example, to act in 
their interests or to empower them to act in their own.

The third section of this book concerns ethics in the context of teaching and learning in 
primary healthcare. The original meaning of doctor is ‘teacher’, and we endorse that ancient 
meaning. We also apply such an understanding to the many professions that have come to 
work within a modern primary care team. Moreover, we recognise that primary healthcare 
is not necessarily a physician-led and increasingly rarely a uniprofessional enterprise. Where 
the chapters of this book appear primarily to concern general practice (family medicine) or 
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any other particular healthcare profession, we ask the reader to treat this as a case study and 
consider how the insights apply in the reader’s milieu. We similarly ask our readers in different 
parts of the world to consider similarity and difference, as well as what ethical issues and learn-
ing can span geographical and cultural boundaries.

As may be evident, we are not slow to assert the value of primary care to the health and 
well-being of populations, and further claim that this value is under recognised in the fair 
distribution of healthcare resources. Such an assertion is shot through with ethical importance 
and justifies the inclusion of a suite of chapters in this area. In this section, we have explicitly 
included many of the non-clinical or para-clinical aspects of primary healthcare, such as busi-
ness ethics, rationales for particular types of healthcare system and a discussion of the ethics 
of practice administration. In this last section, we have considered clinician self-care, integrity 
and conscience as well as the meaning of ‘professionalism’.

ASSUMPTIONS

If a reader has got this far into the book, it is reasonable to assume that he or she is interested 
in, as a minimum, primary care, ethics, philosophy or any of the chapter headings on offer. 
We take a fairly broad interpretation of the title and include much material which may be con-
sidered ‘standard’ clinical ethics, springing as it does from its roots in Western philosophy, as 
well as some of the newer related issues such as the humanities, clinical empirical research, 
management theory and much else besides.

We assume that the reader is interested in these connections, as are we, and that the natural 
home of modern philosophy is the community, the clinic or the patient’s home rather than the 
slightly abstracted, protected environment of the Higher Education (HE) Institution. Many of 
our authors have a role in HE bodies – a necessary function – but at root we take these essays 
to be of the real world, and drawn from it.

We suggest that the power relations in healthcare, as elsewhere, are not equal: between cli-
nician and patient, between doctors and other healthcare professionals, between primary and 
secondary care, by way of example. Therefore, to determine what is the ‘right’ way of determin-
ing consequences of actions in a moral sense must take account of these power relations and 
the effect they have on decision-making.

As hinted at above, a modern primary healthcare team is just that – a team gathered 
together to deliver care of a quality better than if it had been delivered by one profession 
alone. Historically, it has been doctors who have led that delivery: our assumption is that as 
time goes on, multi-professional primary care will expand to patients’ benefit. Nonetheless, 
some of the chapters do have a mainly medical content, recognising the historical context 
already mentioned.

While this book has global reach and authorship, there is a predominant reference to 
primary healthcare in the National Health Service of the United Kingdom. This is a feature 
because it is where the editors and many of the authors originate, but also because the pri-
mary care system is highly developed in the UK, in common with many other countries. 
Nonetheless, the themes identified in this volume are ethically universalisable and thus of 
potential relevance to the practice of primary care anywhere in the world. The reader is invited 
to consider, wherever they sit to read the book, whether that is the case. Furthermore, we 
invite the reader to reflect on similarities and differences of context throughout this book, 
both in terms of geography (what might Finnish and British clinicians in the community learn 
from each other?), or profession (what might physiotherapists, dentists and general medical 
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practitioners have to teach one another?). This diversity of context affords the reader consider-
able insight into how primary care could be, or may yet be, depending on when and where 
they explore the essays in this volume.

APPARATUS

At this stage, for those readers not previously engaged in the fascinating world of moral theory, 
we offer something of an introduction. Philosophers, amateur or professional, can potentially 
leap over this section to the red meat of the text. However, as clinicians and ethicists, we have 
noticed colleagues occasionally struggle with the area, so offer a brief introduction to the sub-
ject, a toolbox if you will, as it will be useful in navigating the rest of this book.

In healthcare generally, clinical and non-clinical work are complicated because practice is 
characterised by a potentially confusing and conflicting array of philosophies. A clinician may 
have a Hippocratic duty to treat the patient in front of them as their first and only concern, or 
be mindful of general duties for professional conduct laid down by a professional body such 
as the UK’s General Medical Council or the Nursing and Midwifery Council. Simultaneously, 
clinicians are expected to decide which patient should have priority, whether in terms of time or 
of healthcare resources and maximise the welfare of their patient-list, the community or indeed 
the country. Welfare maximisation measures can be described as utilitarian and include public 
health initiatives such as vaccination, or the incentivised prophylactic treatment of groups who 
are at risk of chronic disease. Services are judged on their ability to deliver measurable targets 
at the lowest possible unit-cost. Utilitarian philosophy is often implicit in ‘best’ or ‘evidence-
based’ practice.

Overlaid on duty and utility is a rhetoric of, ‘Excellence and flourishing’, as a practitioner. 
This may be connected with Aristotelian virtue ethics, and virtues are sometimes an explicit 
component of medical education – especially clinical postgraduate education, where the char-
acteristics of an ‘excellent’ general practitioner (GP) or a ‘Compassionate’ nurse are at issue. 
Clinicians are enjoined to encourage patients to flourish, with illness models based on ideas of 
disability rather than pathology.2 A ‘Contractarian’ discourse of patient, civic or human rights is 
ever-present in from the mid- to late-twentieth century onwards. To enlarge slightly:

 1. Deontology (duty-based ethics)

  There are many examples of explicit duties in society. Many are codified in law and take 
the form of prohibitions, such as a duty to refrain from committing murder. Historical 
examples include the 10 commandments of the Judeo-Christian tradition. A more medical 
set of commandments that are often quoted without much reflection are those in the 
Oath of Hippocrates. As a school of philosophy, contemporary deontology stems from 
the writings of Immanuel Kant (1724–1804). There are two core ideas that can be put 
very simply: Firstly, there are categorical duties – moral duties that are right in and of 
themselves without appeal to a higher authority such as a deity or the law. Secondly, the 
way of spotting such duties is that they are universalisable – they should be true for all 
people at all times, for example, we might consider truth-telling to be a universal moral 
duty – even lying relies on people generally telling the truth! One categorical imperative 
that might resonate more with readers of this book is the duty to respect persons, treating 
them always an ends in themselves and never purely as a means. This has immediate 
relevance for healthcare workers in primary care in that patients are represented as an 
ethical ‘ends’, and there is much celebrated duty to respect patient autonomy. However, as 
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well as being an ethical ‘ends’, patients are a means to being paid, healthcare education, 
healthcare research and even practitioner job satisfaction. The explicit nature of duties 
can be linked to their rightness, and their codification in law can be seen as a way of 
incentivising healthcare workers to do the right thing; however, rules can also be born 
out of other philosophical approaches – for example, a rule may be produced which 
aims to maximise welfare. Problems with deontological theories include the difficulty of 
conflicting duties, a common problem in medicine today when many different demands 
are made of doctors. They also struggle with the problem of bad outcomes arising from 
medical actions performed with good intentions

 2. Utilitarianism (consequences)

  Consequentialist theories are based on the idea that the right action in any situation 
should be based on the consequences of that action. Most influential of these approaches 
is ‘Utilitarianism ’: maximising utility (the good) or happiness. The right action in any 
situation is therefore that which produces the greatest good for the greatest number. 
This theoretical approach stems from the work of Jeremy Bentham and John Stuart 
Mill. Bentham advocated ‘Act utilitarianism’: we should act to maximise predicted 
overall benefit/pleasure in each situation. His intellectual successor Mill, however, 
advocated ‘Rule Utilitarianism’: We should enact rules to maximise benefit overall. As a 
contemporary example explored in this volume by Shale, a duty of candour healthcare 
could be based on consequentialist justifications – such a rule might help patients and 
relatives recover from a severe medical mistake and could contribute to valuable learning 
to promote patient safety. Mill also suggested that utility (good) was more complex than 
pleasure and pain in their simplest forms. ‘Maximising welfare’ is explicit in public health 
initiatives such as vaccination, or the incentivised prophylactic treatment of groups who 
are at risk of chronic disease. Utilitarian thinking is often implicit in ‘best’ or ‘evidence-
based’ practice and where services are judged on their ability to deliver measurable 
targets at the lowest possible unit-cost.

 3. Virtues

  The Royal College of Physicians of London (RCP) lists the following as necessary for 
professionalism in the twenty-first century3:

 a. Integrity
 b. Compassion
 c. Altruism
 d. Commitment to continuous improvement
 e. Excellence
 f. Commitment to teamwork
   What the RCP is doing here is defining aspects of professional practice that are, or 

should be, intrinsic to clinicians’ work. Therefore, the ‘answers’ to ethical dilemmas in 
everyday work are defined not by a numerical outcome, as in utilitarianism, or a fixed 
rule, as in deontology, but by the inner personality attributes of the practitioner. What, 
it may be asked, would the person of these six attributes do in a given situation? Such a 
way of looking at ethics goes back to Aristotle and has been developed by later thinkers 
such as MacIntyre4 and Toon.5,6 It seems to be having a resurgence in recent years. In 
this book, this area is described in some depth in Chapter 15, in a discussion of the 
ethics of migrant care. In the context of a mainly primary care discipline, but with a more 
regulatory mien, the UK Chartered Society of Physiotherapy define some key attributes of 
professional practice.7 This includes integrity, honesty and openness among other things. 
We suggest that the professional attributes described by these and other professional 
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bodies’ despite their differences are all representing virtues in a similar way, common to 
the clinicians of primary care.

 4. Rights theory

  A more recent exhibition of moral theory, rights are, again, about the relationships 
between persons; and how there may be entitlements between those persons. Therefore, 
in a clinical context, a patient might require something of his clinician because that 
entitlement could be described as a right. It could be treatment for a particular illness 
perhaps. If we agree that such an entitlement is real, then clearly a duty is created on 
the clinician to provide the service. For obvious reasons, this is termed a correlative 
duty. Rights as a moral driver are associated with younger nations around the world, 
particularly including the United States, whose legal system is built on a scaffolding of 
rights. In a clinical sphere, we are dealing more with moral rights than necessarily legally 
enforceable rights.

   Therefore, the patient claiming, for example, a right to a particular treatment – when 
access to it is constrained for financial reasons – is asserting a moral right.

 5. Other moral approaches and epistemic positions

  These first four moral ‘spanners’ in the toolbox are not the only ones on offer: the keen 
reader will note references to other ethical tools throughout the book. It is hard to 
ignore the four principles of Beauchamp and Childress,8 adapted in the UK by Raanan 
Gillon.9 The ethical ‘Esperanto’ of beneficence, non-maleficence, respect for autonomy 
and justice is recognised by many who have received a clinical qualification at an 
British or American HE institution in the last three decades – and is used by some of 
our authors. Contractarian ethics, care ethics10 and feminist ethics11 all are examples of 
more recent ways of looking at the moral world, which can and do impinge on primary 
care. Overarching all of them is the issue of moral relativism: the comparison of moral 
positions around the world. It is not difficult to see how this matters to the primary care 
clinician: what may count for acceptable practice in one country may not in another. 
Therefore, for example, a termination of pregnancy has been legally acceptable in the UK 
since 1967 (and in rare cases before that), but the legal change was founded on a moral 
shift among the public and healthcare practitioners at the time. Such a moral shift is not 
evident in other countries, and may even be going backward in yet more. Numerous other 
examples abound, and the salient point is that what defines moral primary care is more 
than anything else about the contextual moral climate, as well as professional standards 
and the law.

  A serendipitous outcome of bringing together the authors for this book has been a 
clear demonstration that ethics is only a part of the philosophy of primary care. Despite 
its title, the book veers into what practitioners, patients and other moral agents believe, 
what a person is, what shapes the subsequent moral debates, and what can make them 
intractable. Several chapters then discuss evidence-based medicine and its role in 
moral decision-making, whether on an individual basis or in commissioning healthcare 
services.

ASPIRATIONS

We hope that this book will be a useful resource for anyone who is seeking a better apprecia-
tion and understanding of the ethics ‘in’, ‘of’ and ‘for’ primary healthcare. We recommend that 
readers look beyond their index chapter: for example, someone interested in complementary 
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and alternative medicine is invited to read the chapters on the ethics of placebo, on commis-
sioning and on conscience. Similarly, someone who is interested in how belief and clinical 
background might shape ethical approaches to practice might find new insights from the chap-
ters on interprofessional ethics, commissioning, omnipractice and physiotherapy. This is a 
book to be explored, critiqued, agreed and disagreed with. The authors’ views are their own 
but reflect a community of scholars, educators and practitioners who are tapping into a body 
of literature – we invite readers to look up references and judge their interest and coherence for 
themselves. With this collection of essays, we hope to inform, educate and occasionally inspire. 
We hope that the reader will get as much from exploring this book as we have from editing it.
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IONA HEATH AND JAY BOWDEN

DEFINING AUTONOMY

The word ‘autonomy’ has its origins in Greek (auto meaning ‘self’ and nomos meaning ‘law’). 
Whilst the philosophical concept of autonomy is often traced back to Kant, there have been 
many important contemporary contributors, each of whom brings their own particular per-
spective. Perhaps as a result, there is no uniformly agreed definition.

For Kant, autonomy was a moral concern, relating to the ability to govern one’s actions 
through rational judgement.1 As such an autonomous person would be able to behave in  
a morally correct manner without the need of external laws. More recently, others such as 
Lévinas have argued that autonomy is selfishly grounded entirely in one’s own personal 
interests and the contemporary dialogue has moved towards consideration of ‘personal 
autonomy’, that is, our ability to pursue the direction of our choosing in life, without such 
moral obligation.2

Dworkin defined ‘autonomy’ as an ability to make decisions that are grounded in our over-
all objectives and aspirations in life.3 He separated our desires into first-order (our desire to 
commit an act, e.g. smoking during pregnancy) and second-order desires (our overall pref-
erences, goals and values, e.g. to be a good parent). According to Dworkin, an autonomous 
individual would be able to critically reflect on his/her first-order desires and only choose to act 
if they were in agreement with his/her second-order desires. Ekstrom took a similar position, 
but instead of considering each second-order desire in isolation, he theorised that an autono-
mous individual would have a coherent position across all desires, which reflects his/her sense 
of ‘self’.4 Whilst this is more difficult for an external agent (such as a clinician or a lawyer) to 
determine, the concept is helpful when we consider the preservation of the autonomy of indi-
viduals who have lost the ability to express it, for example, when making decisions on behalf of 
patients with cognitive decline.

Substantive accounts of autonomy, such as that proposed by Wolf, build on theories of 
personal autonomy by revisiting Kant’s concern with moral responsibility. For Wolf, an 
autonomous individual must be able to revise his/her actions based upon an ability to identify 
what is morally correct.5 Within a resource-constrained health system, one could argue that 
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this includes individuals taking responsibility for their own proportionate use of resources. 
However, accounts in biomedical ethics are usually less bold and are guided by the intimate 
relationship between autonomy and the ability to provide valid consent.

Beauchamp and Childress are prominent biomedical ethical theorists, whose principle-
based approach has been firmly embedded within healthcare education. They suggest that 
even an autonomous individual can fail to self-govern in certain situations, for example, 
if they are depressed, coerced or even if they place a high level of trust in others.6 They 
therefore focus on the autonomy of individual choices and propose that an autonomous 
decision is:

 1. Intentional
 2. Based upon ‘adequate’ understanding
 3. Without controlling influences

Each of these points poses a myriad of challenges in modern-day primary care, particularly 
in the context of the current sociopolitical climate, which we will explore in detail.

One of the problems with a principle-based approach is the tendency to present auton-
omy as a self-evident good irrespective of context and other competing goods. Definitions 
of autonomy that include moral responsibility are very different from those that do not, and 
arguably the use of a definition within healthcare that excludes a moral perspective is poten-
tially detrimental. The danger is that the idea of autonomy is used instrumentally merely to 
negotiate consent.

INFLUENCES IN THE PRIMARY CARE CONSULTATION

To develop a comprehensive view of autonomy in the primary care consultation, we must 
first consider its influences and stakeholders. Elwyn identified the potential voices in what he 
described as the ‘postmodern consultation’ (see Table 1.1).7

Thus, we can see that clinical decisions are not only influenced by patients and their 
clinicians but also by the people and organisations that inform them. The contribution of 
evidence- based medicine and guidelines deserves some elaboration. In resource-constrained 
health systems, such guidelines are not only concerned with clinical effectiveness but also 
cost-effectiveness. The socio-democratic nature of healthcare in many western societies 
(e.g. the National Health Service (NHS) in the UK and Medicare in the USA) has resulted in 
governments becoming huge stakeholders in healthcare and thus guidelines may also reflect 
political motivations.8

Table 1.1 A selection of the potential voices in the postmodern consultation

The patient The pharmaceutical industry

The patient’s family Patient groups

The clinician The internet

The clinician’s social network Media (TV, magazines, newspapers)

The continuing medical education system Direct to consumer advertising

Evidence-based medicine and guidelines Medical technology industry: investigations, 

procedures and ‘screening’ lobby

Independent consumer organisations

Source: Modified from Elwyn, G., Eur. J. Gen. Pract., 10, 93–97, 2004.
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POLITICAL INFLUENCE ON AUTONOMY IN THE UK

Kant maintained that the protection of autonomy from political subversion was through the 
determination of rights.1 In the UK this has been enacted through the creation of the NHS 
constitution, which aims to set out the rights of patients to certain treatments, to choose 
services and to complain and obtain redress.9 In parallel with this, an internal market has 
been set up within the NHS in England, with services competing for ‘business’ in a drive to 
increase efficiency, responsiveness, quality of services10 and, many would argue, to facilitate 
the privatisation of services. General practitioners’ income has become linked to performance 
against specific clinical and organisational indicators. The government has also set out to fur-
ther empower patients by enabling them to write ‘trip advisor’ style reviews of primary care 
services. The combination of factors has resulted in patients increasingly adopting the role of 
consumers of healthcare, entitled to certain rights.

However, rights are only valid so long as they do not conflict with the rights of others.1 
In a resource-constrained health system, the rights of one individual to avail, for example, 
an expensive cancer treatment may compromise the affordability of treatments and services 
for other patients. Whilst (Kantian) citizens have rights and responsibilities, consumers only 
have rights and the political response has been to create heteronomous rationing systems.11 In 
England, this is the role of the National Institute for Health and Care Excellence (NICE) and 
Clinical Commissioning Groups (CCGs), whose guidelines recommend and limit treatments 
not only on the basis of clinical evidence but also on the basis of cost.

The consequence has been the replacement of clinical paternalism with bureaucratic and 
political paternalism, which compromises the autonomy of both clinicians and patients. Such 
paternalism is unresponsive to the individual circumstances and best interests of the patient 
and may therefore be even more detrimental to their autonomy. Patients may be confused with 
and frustrated by the conflicting messages, which may undermine the clinician–patient rela-
tionship, further challenging the expression of either party’s autonomy.

With this in mind, the extent to which political interventions have enhanced patient auton-
omy remains unclear.

Immediately, we can identify multiple voices that could affect the autonomy of both Abdul’s 
parents and his GP:

• NICE and CCG guidelines
• Opinions of religious leaders and family
• The clinicians involved in Abdul’s care, their information sources and social network

We will explore the case further as the chapter progresses.

CASE STUDY

Baby Abdul has 

recently moved to 

Abdul came to the UK from Pakistan with his parents. His parents speak little English and a relative acts 

as an interpreter. Abdul is diagnosed with a serious medical condition and his consultant recommends 

and prescribes a course of treatment. The next week the family present to their general practitioner (GP), 

having attended the pharmacy and discovered that the only available preparation contains pork gelatine. 

His parents are Muslims and are very concerned about the prospect of giving him a non-halal medication. 

They have spoken to family members and their Imam, who advised them to seek an alternative medica-

tion. The GP reads the specialist letter, does some research and identifies that there are three possible 

treatments. Of the two remaining options, one is not approved by NICE and the other is not recom-

mended for prescribing by the CCG medicines management team (due to poor efficacy and high cost).
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POWER RELATIONSHIPS AND CONSULTATION STYLE

Power relationships in the consultation can be broadly divided into three groups.12

 1. Clinician centred (paternalism), where the healthcare practitioner makes decisions 
without patient input, or clinician-as-agent, where decisions are based on the patients’ 
perceived preferences

 2. Patient centred (informed decision-making), where the patient is provided with the 
available options and relevant information, but makes the decision independently

 3. Patient centred (shared decision-making), where the patient is provided with relevant 
information, their individual situation is explored and, ideally, both the patient and the 
practitioner agree on the best course of action13,14

In Abdul’s case, it could be tempting for the GP to make a further paternalistic ‘clinician-
as-agent’-type decision, for example, assuming that initial treatment is unacceptable and 
switching to the alternative less efficacious treatment. However, this medical approach is not 
in Abdul’s best interests and makes a number of assumptions about his parents’ preferences 
and values.

Taking the other extreme, an ‘informed decision-making’ approach could be taken. The GP 
could organise a professional interpreter and provide them with the details of the available 
options, their side effects, efficacy and the implications of treatment failure and allow Abdul’s 
parents to select which course of action to pursue. The GP can thus discharge his or her duty-
based ethical responsibility to ensure that Abdul’s parents are informed, to listen to their con-
cerns and to respect their right to reach decisions about their treatment, but remain completely 
neutral with respect to the decision itself.

Informed decision-making may reduce the chance of the practitioner’s own values influ-
encing the decision, but how much autonomy does this approach truly promote? We have 
learnt that autonomous decisions must be ‘rational’, ‘in keeping with patient’s (parents) 
second-order desires’ and ‘free from controlling influences’. In this particular situation, 
Abdul’s parents may well have conflicting second-order desires, such as promoting their 
child’s physical well-being versus being good Muslims or good children (i.e. respecting 
their own parents’ views). They may find it difficult to make a ‘rational’ decision. Leaving 
patients to choose in such situations can leave them feeling abandoned rather than autono-
mous.15 We are also assuming an adequate degree of health literacy, a subject to which we 
will return later.

Thus, whilst models that maximise patient power may satisfy a politically driven con-
sumerist model of healthcare, they have been criticised for resulting in an abdication of 
doctor responsibility.8 With the most recent generation of clinicians training in a culture of 
consent forms and defensive medicine, promoted by the threat of rising medical litigation, 
care is needed to ensure that decision-making responsibility is not excessively deferred to 
patients. Yet, although the sharing of decision-making responsibility may feel protective 
to healthcare practitioners, there is currently insufficient evidence to determine whether 
shared decisions actually reduce medical litigation.16 Conversely, some have argued that 
litigation hinders collaborative decision-making by promoting ‘neo, paternalism’ that 
encourages practitioners to be responsible ‘for’ rather than ‘to’ patients, hence making 
them anxious to relinquish any decision-making power.12 In either case, the fear of litiga-
tion presents a potential threat to patient autonomy, and we must be mindful to minimise 
its impact.
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RELATIONAL ACCOUNTS OF AUTONOMY

Relational accounts of autonomy offer an alternative approach to patient-centred care. 
From a relational perspective, the empowerment of patient autonomy is achieved not only 
by enabling informed decisions but also by promoting a sense of self-identity. It is argued 
that our identity is constructed through our social environment (e.g. family, work, religion, 
culture, politics and economics) and the vast web of relationships within it. However, these 
relationships may support or limit the development of our own sense of self, and thus our 
ability to act autonomously.17 To be autonomous, we must also trust ourselves to make the 
right judgements/decisions and to have the ability to act on these, even if those around us 
may disagree.15 Yet, these ‘skills’ can only be developed if we are given opportunities to 
express our autonomy. In an environment with strict obedience to others (e.g. elders, hus-
bands and religious guidance), autonomy may be much harder to achieve. Abdul’s parents 
may have had little opportunity to consider their own position, beliefs and values in relation 
to those around them. The new relationships that they have developed since moving to UK 
may also have changed their perspective or made it uncertain.

As clinicians, we can facilitate relational autonomy by developing respectful adult–adult 
relationships with patients.15 Whilst relational accounts tend to focus on the personal auton-
omy of the patient, we would argue that such relationships should also promote mutual moral 
commitment within the consultation. This may be achieved by:

• Careful listening and enquiry, to both their description of the situation and the opinions 
of others around them

• Inviting them to consider alternative perspectives, to determine their own position and 
think through the potential consequences, including the deliberation of any moral issues

• Providing honest, meaningful explanations, but enabling them to question what they 
are told15

• Making recommendations, clearly identifying how their personal circumstances have 
been considered, but inviting personal assessments of appropriateness and being clear 
about the scope to choose an alternative15

• Being honest about the external factors that contribute to your recommendations or that 
may limit their choice, for example, cost, efficacy, guidelines and policy, including any 
scope to appeal or circumnavigate these, but inviting consideration of their personal 
proportionate use of resources

The development of the trusting clinician–patient relationship required for patients to enact 
relational autonomy may take time, and continuity of care is therefore an important potential 
enabler. In primary care, we are fortunate to have the opportunity to develop longitudinal 
relationships with patients; however, recent changes to primary care in the UK appear to have 
adversely affected continuity and as clinicians we may need to argue its benefits with more 
determination and conviction.18

HEALTH LITERACY

Let us first assume that Abdul’s parents are recent immigrants to the UK with poor English 
language skills. They have a limited social network within the UK and limited understanding 



8

Autonomy and consent in family medicine

of the health system. They may have had a limited education and be used to paternalistic mod-
els of care. Secondly, let us consider that Abdul’s parents were born in the UK, are university 
educated and work as researchers. They follow the health media and research about their health 
online. They are aware of the NICE guidelines and have heard of cases where these guidelines 
have been challenged. They wonder whether Abdul’s case may represent a loophole in the 
guidelines and ask the doctor to prescribe the medication that has been restricted by NICE.

It is not hard to imagine that a different decision could be made in these two situations, a key 
factor being the differential health literacy, that is, the

“cognitive and social skills which determine the motivation and ability of individuals to 
gain access to, understand and use information in ways which promote and maintain good 
health”.19

From this definition, we can see that health literacy is not only limited by access to infor-
mation and intellect but is also socially and relationally defined. As clinicians we may seek to 
improve patients’ health literacy by providing health advocates and information leaflets in mul-
tiple languages, by allowing time for explanations, using decision aids, eliciting understanding 
and addressing health beliefs. However, in some cases, the layers of educational, social and 
cultural determinants of health literacy may make meaningful change unrealistic even in the 
presence of the most skilled consulter and wider social and educational interventions may be 
required.

Patient empowerment groups call to ‘move beyond participatory medicine and focus on 
educating patients with the tools necessary to master autonomy and the art of self-care’.20 In 
an increasingly stretched health system, this concept may be sociopolitically seductive; how-
ever, in the presence of such variable health literacy, this approach may differentially enhance 
autonomy and exacerbate health inequalities. It is also possible to argue that the aspiration to 
self-care is being used to enable the state to abdicate its responsibility to provide care for the 
weakest and the most vulnerable.

Yet, although knowledge and information undoubtedly help to promote the autonomy and 
agency of patients, the experience of sick healthcare professionals suggests that knowledge and 
information only go so far and can be all too easily undermined by the effects of fear which saps 
autonomy and paralyses the exercise of choice. The challenge for the practitioner is to provide 
information without exacerbating fear. Furthermore, it is important to remember the extent 
to which language determines the understanding and presentation of symptoms. Healthcare 
professionals can promote autonomy if they

“notice the subtle ways in which language orders perceptions and how language 
constructs social interaction. Symptoms are situated in culture and context, and trends 
in modern everyday life modify symptom understanding continuously. ... a symptom can 
only be understood by attention to the social context in which the symptom emerges and 
the dialogue through which it is negotiated”.21

TENSIONS IN THE PRIMARY CARE CONSULTATION

As Sumner describes, the increasing concern of our society with its rights produces tensions, 
such as ‘consumers against producers’ and ‘everyone against the state’.22 It is not difficult to feel 
this in the consultation room, as health-literate patients feel that their rights (set out in the NHS 
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constitution9) are being oppressed by clinicians and external regulation. The consultation is 
becoming an increasingly contested interaction, with trust sometimes eroded by the perception 
of healthcare practitioners as double agents, working not only for their patients’ interests but 
also as agents of distributive justice and potentially for their own financial interests.7,12

Some argue that respect for autonomy represents a ‘moral trump’ for patients, creat-
ing a power imbalance and potentially resulting in healthcare practitioners acting outside of 
their professional judgement.17 Practitioners may feel threatened by patients who behave as 
informed, empowered consumers of healthcare, a matter which has recently caused open con-
flict between doctors and patient empowerment groups on social media, prompted by the sale 
of a mug labelled ‘Don’t confuse your Google search with my medical degree’.23 They may also feel 
both intellectually and morally compromised by the increasingly rule-bound context within 
which they are supposed to provide care and by politically imposed priorities with which they 
do not agree.

Regrettably, much of the rhetoric, which portrays medical paternalism as bad and patient 
autonomy as an unequivocal good, seems to interpret the distribution of power within the 
 clinician–patient relationship as a zero sum. Anything which increases the practitioner’s power 
must necessarily reduce that of the patient, and vice versa. However, it is important to remem-
ber that human relationships always have the potential to augment the power of both parties. 
Facing the challenges of illness and suffering brought on by the inevitable heteronomy of the 
body, both patients and healthcare practitioners have the capacity to combine and so enhance 
their separate powers. In Abdul’s case, his parents’ ‘refusal’ to give him the non-halal medica-
tion may have loosened the doctor’s bureaucratic shackles, enabling him or her to act against 
the NICE guidelines and prescribe a more effective and acceptable treatment. The autonomy 
of both parties is thus enhanced. Yet, primary care is being delivered by an increasingly multi-
professional team, with ever greater overlap in roles and responsibilities. In comparison with 
doctors, the practice of nurses and allied health professionals is traditionally more confined by 
protocols and guidelines, and the ethical dimensions of these must be considered pragmatically 
if we are to empower all professionals to promote patient autonomy.

Finally, we consider that the quality of the clinician–patient relationship remains the key to 
the promotion of patient autonomy.
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Benefits, harms and evidence – 

Reflections from UK primary 

healthcare

MARGARET McCARTNEY

INTRODUCTION

Benefits and harms are wedded like horses and carriages, or bows and arrows. Interventions 
we (clinicians) offer often give us some of something useful, but rarely include none of some-
thing either useless or harmful. In primary care, these qualities are immutably tied together. 
Naturally, to make decisions as good as possible, we need to know, ‘What is the benefit relative 
to harm?’

Firstly, I will examine: ‘What is a benefit and what is a harm?’ Secondly, what should we 
know about where the balance of risk and benefit appear to lie? Thirdly, what should we do 
with this knowledge, particularly in the context of the biopsychosocial gaze of primary care?

WHAT IS A BENEFIT AND WHAT IS A HARM?

Many studies have examined the harm of treatments, and death as a comparative measurement 
in particular. This is an obvious, binary outcome to measure, and is naturally of great impor-
tance. It is particularly important in screening studies, where the harm caused by treatment 
of overdiagnosed conditions can result in death – for example, the surgery for a screening-
detected aortic aneurysm incurs a mortality rate – however, the aneurysm being operated on 
may have been destined never to rupture. When we talk of using statins to reduce the risk of 
future heart disease or stroke, we can compare the expected numbers of heart attacks and 
strokes in statin-treated against untreated groups.

Then there are other benefits and harms which may be less obvious. For people considering 
a statin for primary prevention, reasons for not wishing to take it can range from a feeling that 
one is already consuming too many tablets; that friends or neighbours have had problems; that 
one would prefer to avoid side effects, visits to the doctor or pharmacist, or, as one person as 
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put it to me ‘I’d rather die of a heart attack than cancer’. Or, in choosing between two antico-
agulants, one requiring regular blood tests at a clinic and the other needing no monitoring, the 
latter would seem more convenient and therefore obviously preferred. However, some people 
prefer the former, often because regular contact with a health professional and the social inter-
action of a clinic visit is viewed as an advantage. Some people may have beliefs about inter-
ventions that are changed after a discussion about evidence (e.g. the purpose and evidence for 
preventative vaccination). However, many other people have views on interventions that are 
essentially clashes of competing values and priorities: a guideline whose purpose is to reduce 
future strokes using tablets is of little value when the person’s stated aim is to avoid tablets.

WHAT SHOULD WE KNOW ABOUT WHERE THE BALANCE OF 
RISK AND BENEFIT APPEAR TO LIE?

However, what should that evidence which the doctor presents, and which is capable of chang-
ing minds, consist of? Judging what is a benefit and what is a harm requires the opinion of 
the individual to whom the intervention is being offered. Benefits and harms are, in the eye 
of the doctor, often medico-legal tabulations that must be cited correctly, in purpose to ensure 
informed consent and legal protection. In practice, our reckonings may be mere inexact gam-
bles, and benefits and harms of the interventions we propose may be more subtle and unquan-
tified. The problem, as we will come to see, is that professionals may present risks and benefits 
in such ways as to make doing more elaborate or invasive medical interventions seem like the 
more appealing option. Further, unequivocal harms – such as death or damage from needless 
surgery – are often framed by using a toxic combination of misleading or incomplete statistics 
and emotion, making it hard for contemplative citizens to make choices on the basis of clean 
facts and personal priorities.

In order to place the values held by individuals about risks and benefits, we therefore need 
to know what outcomes, and in what quantity, we can reasonably expect from medical inter-
ventions on offer. These outcomes need to include things that patients would like to know 
about. In the UK, the General Medical Council (GMC) says that doctors should ‘not make 
assumptions’ about ‘(1) the information a patient might want or need, (2) the clinical or other 
factors a patient might consider significant or (3) a patient’s level of knowledge or understand-
ing of what is proposed’. They go on to say that patients should be given information they 
want or need about ‘the potential benefits, risks and burdens, and the likelihood of success, 
for each option’.1

This is where the problems really start to accumulate. Firstly, we know that not all the evi-
dence gathered in clinical trials are published, meaning that even the most thorough systematic 
reviews are capable of reaching misleading conclusions.2,3 This is not the only bias, but may 
be ethically challenging. If ethical decisions should be fully informed, selective publication, 
for example, may prejudice a fully informed state of knowledge. When data are independently 
analysed, rather than by the drug company sponsoring, very different conclusions may be 
reached. Initial trials of antidepressants in teenagers found them to be ‘generally well tolerated 
and effective’,4 but independent scrutiny found them to be not effective and overall harmful.5 
Publication bias means that more trials are published which find benefit than harm.6 All of 
these issues would point towards medical interventions being perhaps not as good in reality as 
they might appear in research papers.

One might therefore expect some caution when translated into real world practice. Yet, 
when asked about some of these binary outcomes, doctors tend to not only overestimate the 
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cardiovascular risk patients have,7 and overestimate the benefits of treatment.8 Doctors over-
estimate the lifespan of people with type 2 diabetes and overestimate the effect of treatments.9 
No wonder that citizens, too, overestimate the benefits of screening tests and underestimate 
the harms.10 The biases in how we interpret research continue. If we don’t know about lead-
time bias, we assume that finding more occurrences of cancer in screened populations is always 
a good and useful thing. And of course, doctors are very good at using another form of bias, 
confirmation bias, to justify what we do by seeing only what suits the internal narrative we 
construct. Naturally, we think that what we offer does more good than harm; we underplay 
risk, we exaggerate benefits: it’s easier all round if we continue to believe in the medicine, and 
don’t examine the nasty underbelly of unpublished trials, our own and other biases, and bad 
statistics. But, of course, we must not.

There are ways to do it better. It is here, in how we reckon with benefit and harm, that we 
can make useful differences to how we perceive them. When we are told that we can reduce 
our risk of disease by 50%, a treatment might seem very useful. When we are told that a 
treatment can reduce our risk of disease from 0.05% to 0.025%, it seems less impressive. This 
is the difference between the relative and the absolute risk, and is the cause of recurrent irri-
tability on my behalf when listening to media reports about alleged medical breakthroughs. 
This – framing – does not necessarily lie, but may mislead. There is evidence that presenting 
the same data in more favourable ways results in people overestimating treatment effects – 
with doctors and patients getting it wrong in very similar ways.11 Not surprisingly, present-
ing data using absolute numbers makes it more likely for doctors to report risk and benefit 
accurately.12 Similarly, decision aids – often computer-aided – can help people gain greater 
knowledge about the choices they have – and notably reduce the numbers of people wishing 
elective surgery.13

This of course takes time, and our rapid appointment systems, with emphasis on throughput 
rather than the quality of decision-making, make for a poor starting point.

And even then, what about our unknown unknowns? What about the things we didn’t 
ask to begin with: my second question. If we want to help people make good decisions about 
healthcare options, we need to ensure that we have information about benefits and harms 
that matter. For example, researchers want to do more drug trials; patients are more interested 
in better information about non-drug treatments.14 When people with arthritis were asked 
about their priorities for research, they were not so keen on knowing the impact of treatments 
on pain, but on fatigue – yet, this was not something that researchers were routinely asking 
about.15 When patients are not involved in setting up research trials, the benefits and harms 
we end up knowing about are the ones that doctors identified as being important, not patients. 
This means that when the findings of the research (which need patients to take part in, or 
else it is not done) are made known, they do not give the answers patients wanted. This is 
 wasteful  – and essentially unethical. Certainly, there are outcomes in trials which doctors 
should be keen to study (not least, harms), but until researchers and patients work together to 
find the valuable unknown unknowns, we will guddle around in the dark when we could have 
turned the lights on.

Or take, for example, the risk of negative psychological effects following screening tests. This 
was hardly examined in the research evidence leading up to the beginning of many screening 
programmes in the UK.16 Who would have thought that the steep rise in early breast ‘cancer’ 
of the type ‘DICS’ (ductal carcinoma, detected by screening) would be mainly due to overdiag-
nosis?17 Overdiagnosis is a harm, because the associated sequelae – surgery or radio or chemo-
therapy – can never benefit the individual, because the underlying problem was not destined 
to ever do damage to the person. Yet, unless the person has the knowledge that overdiagnosis 
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is possible or likely, the medical experience is likely to be seen as overall beneficial. There may 
have been painful, time-consuming, difficult treatments – but these harms are balanced by the 
benefit of being alive. If we knew that our life was not under threat, we would be more likely to 
view the treatments as harmful. Women activists have eloquently reminded doctors that this 
is not about more information, but better information – and the opportunity to exercise real 
autonomy.18,19

WHAT SHOULD WE DO WITH THIS KNOWLEDGE? A KEY 
CONTRIBUTION OF THE PRIMARY HEALTHCARE SETTING

Being able to present benefits and harms accurately and with as little bias as possible is not 
the end of the story. Medical decision-making is not simply to do with weighing up one 
against the other, but about the burdens of healthcare, the priority it has, ones’ family, work 
and interests, philosophy of life, view of death, quality of living, purpose, spirituality and 
mental health. Decisions can unfold over time, and a discussion of benefit and harm for 
most doctors will not involve the exchange of digested numbers needed to treat or harm 
for a binary yes or no deal. General practice is richer and more subtle than this. At the pin-
nacle of general practice, it realises a mutual regard and appreciation for values. A study in a 
journal explained that for 100,000 women being screened for breast cancer, every year from 
age 40 to 75 (more frequent than in the UK), 11 deaths due to radiation would be expected. 
However, because they felt more deaths would be stopped through breast cancer, they con-
cluded, ‘The risk of radiation-induced breast cancer should not be a deterrent from mam-
mographic screening of women’.20 Another study about how to control blood sugar strictly 
in people with diabetes found that lower sugar levels result in less later complications from 
the diabetes. However, there was a bigger risk of hypoglycaemia. Nevertheless, the authors 
wrote that ‘Although we are mindful of the potential for severe injury, we believe that the 
risk of severe hypoglycemia… is greatly outweighed by the reduction in microvascular and 
neurologic complications’.21 Each of these conclusions is unhelpful because it denies both the 
values and autonomy of the person at the receiving end. It is not for the researchers to say 
which of these outcomes is a benefit relative to harm and which intervention is worthwhile 
to accept. Even perfect knowledge about benefits and harms requires to be translated in the 
context of the individual patient: it also requires to be interpreted according to what those 
persons’ wishes are.

How do we get there? Much work is underway in articulating patient views and values in 
research and decision aids. This is welcome, but we need more. Clearly, systematic imperatives 
that push compliance with targets to treat patients rather than offering considerate discussion 
on options must go. In the real, messy frontline world of general practice, we will always have 
uncertainty about where the balance of risk and benefit might lie. By reiterating again and 
again how biases are stacked in favour of recommending treatments and interventions well 
beyond their rational evidence, my hope is that more honest medicine will result in less but 
higher value medicine. Stopping doing things that don’t work, or work rarely or come with 
an unacceptable burden of side effects or appointments should make room for the pleasure of 
practicing medicine. As I wrote, in 2016, that joy has been buried under nearly two decades of 
tedious target culture. By shifting our focus away from the computer, and back onto the person, 
talking about risks and harms, sharing uncertainties and talking about priorities – the reason 
that general practitioners like me consider that general practice is the best job in the world 
which will surely re-emerge.
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Why it can be ethical to use 

placebos in clinical practice

JEREMY HOWICK 

INTRODUCTION

Placebo treatments are often prescribed by clinicians.1,2 Widespread use, of course, does not 
imply that such use is ethical, but merely that clinicians appear to be willing to prescribe them 
in spite of any potential ethical concerns. Placebo treatments are claimed to be  unethical for 
two reasons. Firstly, they are supposedly ineffective (or less effective than ‘real’ treatments), 
so the  ethical requirement of beneficence (and ‘relative’ non-maleficence) makes their use 
 unethical. Secondly, they allegedly require deception for their use, which violates patient 
autonomy. Here, I will argue that in cases where placebos are effective options and do not 
require deception, they are arguably ethical. Importantly, questions about the magnitude of 
placebo effects and about whether placebos require deception are empirical questions with 
 ethical implications rather than purely ethical ones.

The arguments for the ethics of placebos are also intertwined with at least two other 
issues: alternative medicine and the rationality of science. One of the reasons so many 
patients choose to visit alternative practitioners is that many alternative practices spend more 
time with patients and thus could be better than conventional medicine at eliciting placebo 
effects.3 This relates arguments about the ethics of placebos to arguments about the ethics of 
alternative medicine. Although the relationship between the ethics of placebos and the eth-
ics of alternative medicine is interesting, it is beyond the scope of this chapter to consider in 
any detail. Secondly, placebos seem to question the rationality of science. If, as many seem to 
believe implicitly or explicitly since Descartes, the body is a complex machine, then it is dif-
ficult to see how placebo effects (e.g. thinking positively) could benefit anyone. According to 
David Morris’: ‘this way of  thinking … makes as much sense as filling up the gas tank with 
Earl Grey tea’.4 To many  people, therefore, acknowledging placebo effects puts on a slippery 
slope whereby irrational forms of healing ranging from remote prayer to spiritual healing 
could be considered acceptable. However, it is possible to avoid the slippery slope and use the 
tools of evidence-based medicine to separate effective therapies from ineffective ones.5 And 
besides, the fact that the body and mind can be separated is not currently accepted by the 
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current scientists, with neurological mechanisms of placebo effects becoming increasingly 
well understood.6 The thoughts of good food, a negative past event or sex are all ‘mental’ phe-
nomena, yet they cannot be separated from their physiological correlates. Hence, Moerman’s 
reply to the Earl Grey tea quip is: ‘Does this mean that we might double our gas mileage if 
we wished for it hard enough? Well, no. But people are not machines, and we shouldn’t treat 
them as such’.7

WHAT IS A PLACEBO?

Before we delve into the debate about whether placebos are ethical, it is useful to say a 
few  words about what placebos are. Many people have claimed that placebos are ‘inac-
tive’, ‘inert’ or ‘nonspecific’, which is false. Assuming for the moment that placebos are 
 effective – somewhat effective at least for some ailments – then they cannot be inactive or 
inert. Inert and inactive things do not have effects. Similarly, placebo analgesia seems to 
work by activating the brain’s reward system, releasing endogenous opioids into the blood-
stream.6 This seems just as specific as, say, taking an analgesic drug. Others claim that 
placebos are ‘psychological’, which is partly true but inadequate; antipsychotic drugs and 
psychotherapy are also ‘psychological’, yet are not necessarily placebos. For the purposes 
of this chapter, I will assume, following recent philosophical research,8 that if a treatment 
is a placebo, it is relative to a disorder. So, a sugar pill might be a placebo for some things 
like pain, but not necessarily for a diabetic patient. The placebo should also work because 
the patient expects it to work (either consciously or, as we shall see below, subconsciously). 
On this view, an  antibiotic is not a placebo for treating bacterial pneumonia, but is a placebo 
for treating a viral cold.

HOW EFFECTIVE ARE PLACEBOS?

Three factors are of major importance in the suffering of badly wounded men [during 
World War II]: pain; mental distress; and thirst. Therapy has been almost entirely 
directed to pain, and this usually limited to the administration of morphine in large 
dosage.

The requirement of beneficence bounds clinicians to provide the best available treatment 
for a given disorder. If placebos are not effective, and there are other effective treatments 
available, then it would appear that placebos are unethical. On the contrary, if placebos are 
effective, and they have a superior cost–benefit profile than other options, then it seems a 
barrier to their ethical use has been removed. In fact, the effectiveness of placebos is the 
subject of ongoing controversy. Henry Knowles Beecher was one of the first investigators to 
attempt to quantify placebo effects. Beecher was a Harvard Medical School graduate who 
was a doctor in Europe during World War II. Morphine was sometimes in short supply, 
and he noticed that some soldiers did not require any painkillers, even if they had seri-
ous wounds. After the war was over, he conducted one of the first ‘systematic reviews’ by 
examining 15 studies (with over 1000 patients) that compared ‘real’ drugs with placebos 
together. He found that a third of the patients who had only received placebos got better 
a third of the time, and concluded that placebos were as effective as ‘real’ treatments in a 
third of cases.9
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However, in the 1990s, researchers began to question Beecher’s results. After all, most peo-
ple suffering from most diseases get better whether or not they are treated. So, the people who 
got better after taking the placebos might have recovered even if they had not taken the pla-
cebo. In medical-research-speak, the fact that most people recover with or without medication 
is called natural history. In philosophy-speak, the possibly mistaken inference that the placebo 
caused the cure is called the post hoc ergo procter hoc (after, therefore, because of) fallacy.10 To test 
whether placebos really make people get better, we have to compare people who take placebos 
with people who take no treatment at all.

Taking up the task, Peter Gøtzsche and Asbjorn Hróbjartsson conducted a systematic review 
and ‘meta-analysis’ of trials that comprised three groups of patients (see Figure 3.1):

 1. One group of patients was not treated at all (often people in these groups were placed on 
waiting lists).

 2. One group of patients was given a placebo.
 3. One group of patients was given a ‘real’ treatment.

They then compared what happened to patients who received the placebo with patients in 
the untreated groups (groups 2 and 3 in Figure 3.1). They found that on average, placebos only 
have small effects. For a few conditions (especially pain, but also anxiety and depression), they 
found that placebos had small effects. Based on what they found, they recommend that doctors 
should not use placebos unless they were part of a clinical trial. (As we saw in the introduction, 
doctors commonly prescribe placebo interventions.)

Unfortunately, Hróbjartsson and Gøtzsche’s sceptical conclusions about placebo effects 
are mistaken. Irving Kirsch asks us to imagine a systematic review not of placebos, but of 
all treatments for any condition ranging from the common cold, alcohol abuse, smoking, 
poor  oral  hygiene, herpes simplex infection, infertility, mental retardation, marital discord, 
 faecal soiling, Alzheimer’s disease, carpal tunnel syndrome and ‘undiagnosed’ ailments. 

Group 1. Treatment Group 2. Placebo

Placebo effect
(which includes
natural history
and placebo
effect)

Effect of being left
untreated

Overall treatment
effect (which
includes natural
history, placebo
effect and
treatment effect)

Group 3. No

treament

Treatment effect

Placebo effect

Natural history

Placebo effect

Natural history Natural history

Figure 3.1 Treatment, placebo and no-treatment groups.
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Imagine further that medical treatment ‘is difficult to define satisfactorily’, so the authors of this 
fictitious study ‘defined medical treatment practically as an intervention labelled as such in the 
report of a clinical trial’. This led to a diverse range of medical treatments included in the review 
such as psychotherapy, homeopathy, acupuncture, meditation, chiropractic and faith healing. 
The fictitious review then found that medicine overall has no significant benefit. Kirsch claims, 
correctly, that such a trial would not be accepted by a reputable journal. Yet, that is just what 
Hróbjartsson and Gøtzsche did. Their hodge-podge of placebos included relaxation (classified 
as a treatment in some of the studies and as a placebo in others); leisure reading; answering 
questions about hobbies, newspapers, magazines, favourite foods, and favourite sports teams; 
and talking about daily events, family activities, football, vacation activities, pets, hobbies, 
books, movies, and television shows (finding a small but significant ‘placebo effect’). The main 
problem with the Hróbjartsson and Gøtzsche study is that it is unfair to lump all placebos into 
the same group, because the placebos were too different (the fancy medical term for difference 
is ‘heterogeneous’).

I recently turned Kirsch’s imaginary example into a real study. To accomplish this, I exam-
ined the same trials Hróbjartsson and Gøtzsche did. However, instead of measuring the dif-
ference between placebo and untreated control groups, I compared average treatment effects 
(from group 1 in Figure 3.1) with the average placebo effects (from group 2 in Figure 3.1). 
This analysis yielded the average treatment effect size in the same trials used by Hróbjartsson 
and Gøtzsche. I then compared the treatment effect estimate with the placebo effect estimate. 
The study had two interesting outcomes. Firstly, the average effect of treatments wasn’t very 
big either. Secondly, the size of the placebo effect was sometimes bigger than the size of the 
treatment effect.

What can we conclude about the power of placebos from these studies? The first thing is 
to acknowledge the obvious fact that placebos won’t work for everything. If someone has a 
leg amputated, believing it will grow back is unlikely to have any effect. The second thing 
is that many ailments, especially the most common ones people visit their primary care 
clinicians for such as mild to moderate pain, depression, anxiety, flu, colds, and so on, will 
go away on their own. The body usually heals itself without medication, or we remain ill 
no matter what they give us despite of the medication. Thirdly, just as ‘real’ treatments are 
exceptionally powerful for treating some conditions (e.g. antibiotics for meningitis), placebo 
treatments can be highly effective for treating some conditions, especially mild to moder-
ate pain and depression, anxiety and smoking cessation, and they can generally improve 
quality of life.

Yet, even if placebos are effective, using them still could violate the principle of benefi-
cence if there is a more effective option. A practitioner should not prescribe a placebo, even 
if the placebo is effective, if there is a more effective option. However, in some cases, there 
is no more effective option. For example, until recently, there was no accepted treatment for 
irritable bowel syndrome (IBS). Hence, some researchers have prescribed placebos within the 
context of a clinical trial and found it to be effective.11 Some patients who found the placebos 
to be effective in the trial allegedly asked for the placebos to be prescribed in routine practice, 
but have been denied on ethical grounds even though no other treatment is available! In 
other cases such as non-steroidal anti-inflammatory drugs, they may be more effective than 
placebos; however, they also carry the risk of serious side effects, causing an estimated 16,000 
deaths in the United States alone each year.12 So, although placebos may not be as effective, 
they may carry a more favourable benefit/harm ratio. Moreover, the question of whether there 
is a more effective treatment applies if we have to choose either a placebo or another treatment. 
However, this is not always the case. Placebo treatments, broadly construed, can be delivered 
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alongside ‘real’ treatments in order to reduce the dose (and hence the risk of adverse events) 
or simply to boost effectiveness.

However, even if placebos turn out to be the most effective or beneficial option in some 
cases, one might claim that they remain unethical because they require deception. Whether 
placebo treatments are, in fact, an acceptable effective option will depend on the ailment and 
the individual patient.

DO PLACEBOS REQUIRE DECEPTION?

If a doctor must lie to a patient about the nature of a placebo (telling the patient that it is a 
‘real’ treatment when it is not), then this arguably violates the principle of autonomy. While 
Bennett Foddy makes what might be a good argument that deception is sometimes legitimate,13 
deception remains controversial and I will take it as given here that it is generally not a good 
thing to lie to patients. However, numerous trials have shown that placebos still work in spite 
of patients being told they are placebos.14–20 These ‘open label’ placebos typically demonstrate 
similar effects to standard (deceptive) placebos.

In one of these interesting trials, Ted Kaptchuk et al. at Harvard randomised patients suf-
fering from IBS into two groups. One group was assigned to a waiting list, whereas the other 
group was given placebo pills presented as ‘placebo pills made of an inert substance, like 
sugar pills, that have been shown in clinical studies to produce significant improvement in 
IBS symptoms through mind–body self-healing processes’. The symptoms among patients 
receiving the open-label placebos reduced by 20% compared with the control patients.

The mechanisms of action of open-label placebos are becoming increasingly well under-
stood, but are currently speculative. Classical conditioning, a ‘bottom-up’ mechanism, is 
perhaps supported by the most evidence: the conditioned expectation of a reward has been 
shown to activate the brain’s conditioning mechanism.6 Supporting the conditioning hypoth-
esis, a recent study of open-label placebos for treating pain showed that the open-label pla-
cebo effect persisted in patients who had been conditioned for longer periods (4 days) but 
not shorter (1 day) durations.21 If the open-label placebo is accompanied by a suggestion that 
the placebo is or might be effective, then conscious expectancy – a ‘top-down’ mechanism – 
could also play a role. Clinical studies have shown that the expectation of a positive outcome 
may cause pain relief, lowered anxiety and reduction in Parkinson’s disease symptoms.17 
Conversely, negative expectations have been shown to adversely affect health, most notably 
by increasing pain.22 An expectation of pain relief has been found to activate neurological 
systems involved in regulating pain such as the dopamine reward system and the endoge-
nous opioid system.23 Prescription for repeated consumption of open-label placebos acts as a 
daily positive auto-suggestion, and positive expectations have benefits for the ailment being 
treated. It is also possible that the social interaction with a healthcare practitioner plays a 
role in explaining the effects of open-label placebos. Social support – of which healthcare 
practitioner support could be considered a component – is a well-established determinant 
of health. Not only can social networks provide support in the form of care and advice,24 but 
social networks have also been shown to influence the neuroendocrine response.25 Since 
encounters with a healthcare practitioner are social events, we might expect such encounters 
to enhance the benefits of social networks and to mitigate the negative effects associated 
with a lack of social networks. While the hypothetical mechanisms could all work indepen-
dently, they are more likely to operate together, producing variable effects depending on the 
individual and the condition.
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CONCLUSIONS

The ethical principles of beneficence and autonomy suggest that if placebos are not effective or 
if they require deception, they are unethical. However, since they are sometimes effective and 
they do not always require deception, it is not the case that they are always unethical. For treat-
ing some ailments such as IBS, they could be the best available treatment, and for other ail-
ments such as pain, they might have the most desirable benefit–harm ratio. Therefore, placebo 
use in clinical practice can be ethical and any regulatory restrictions against their use should 
be revised. Finally, belief that placebo treatments can be ethical in some cases does not imply a 
commitment to the effectiveness of alternative medicine or any irrational practice.
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Compassion in primary and 

community healthcare

JOSHUA HORDERN

COMPASSION IN PRIMARY AND COMMUNITY HEALTHCARE

Compassion is an attribute of a person’s affective understanding, which aims to enable, so far 
as possible, shared experiences of the world’s ills and some alleviation of those ills’ effects. 
Such an attribute is thus of great value within healthcare institutions such as general prac-
tices and other primary and community healthcare settings. It may characterise the people 
who participate in those institutions; or, it may not so characterise them. The appearance 
of compassion, under certain conditions and even in fragile and incomplete forms, is a kind 
of human excellence, a way of being for the good in community.* Compassion is not, there-
fore, a commodity, to be bought, sold and traded. Although time can be costed, there is no 
line for compassion in any budget. Were compassion to be thought a commodity, one could 
imagine trading it off against some more measurable factor (efficiency, cost-effectiveness, etc.). 
However, our human capacity for compassion, though fragile, tends to resist such marginali-
sation and reductionism.

As an attribute of human affective understanding aiming at shared experience amidst life’s 
illness, compassion is cognitive, participative and alleviative. As an affection, compassion is not 
reducible to mere sensation, although it may coincide with physical expressions such as weeping 
or reassuring touch. Rather, compassion is centrally an affective attitude towards someone’s 
suffering, a core dimension of the ‘partnership-working’ crucial to patient– practitioner rela-
tionships in the ‘new professionalism’ of health and social care.1 The affectivity of compas-
sion does not entail that it is somehow non-rational or anti-rational. Rather, compassion is 
directed towards situations, people or things with which it is concerned. This directedness 
or ‘aboutness’ of compassion indicates that we can ask questions about its intelligibility and 
reasonableness  – whether understanding of an individual’s suffering is being appropriately 
grasped and communicated in this case. This ability to assess compassion strongly suggests 

* For this account of fragile virtue, see Ref. 2. 
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that it is in some way cognitive, involving a kind of belief or mental attitude. Precisely as cogni-
tive, it can initiate reasoning towards action which will constitute the alleviation of suffering.

If this is so, compassion cannot be reserved or detached. Compassion alleviates suffering 
by participating in it. As an essentially alleviative affection, it reaches out in understanding 
and embodied service to engage with persons in need. In compassion, one person relates their 
self to the other, seeking to share in understanding of that other’s experience of the suffering 
human condition.* Just because of its quality as a kind of intelligent understanding rather than 
an inscrutable sensation, compassion may constitute an experience which is intelligibly shared 
by both sufferer and carer, leading to shared decision and action. However, this participative, 
alleviative sharing in suffering is not automatic. It is a goal to be achieved in the everyday 
encounters of healthcare.

Since compassion is like this, its content is not fixed but filtered through the circumstances 
and beliefs of those concerned. Accordingly, compassion is quite different from a healthcare 
professional’s self-indulgent emoting, which signals his or her own self-regard instead of 
aiming at shared experience. More emotion does not equate to better compassion; ill-focussed 
emoting is worse than detached but efficient practice. However, intelligent, well-directed affec-
tion can enable practice that is humane and effective.

This description of compassion focusses compassion not chiefly on specific practical mani-
festations of concern important though they are – the accessibility of an elderly person’s home, 
the practicability of contacting a general practitioner (GP) out of hours and the glass of water 
within reach – but on persons’ deeper experiences of illness, disease and care. Participation by 
compassion in that deeper level is cognitive and affective, and only thus can it be alleviative. 
For the logic of compassion is that suffering involves loss of some goodness in human life. In 
healthcare, alleviation of suffering might not involve action beyond kindly presence aimed at 
reassurance of solidarity and relief of fear: the health visitor or GP having that second cup of tea 
with the lonely person so that their story is properly heard. Or, it may involve extensive activity 
aimed at diagnosis and healing of disease. However, both of these forms of alleviation are initi-
ated by an affective, cognitive participation in suffering, aiming at the shared experience both 
of suffering and of some goodness by the one who has lost or never known it.

Compassion is, therefore, not an optional extra but a necessary and in some fashion ever-
present quality of healthcare, central to its goals. To construe the term ‘concordance’, a term 
which complements ‘compliance’ or ‘adherence’, in terms of the moral psychology of shared 
decision-making, compassion involves being united affectively with another in their experience 
of the world’s ills, in their suffering.† As a systematic review of evidence has shown (Box 4.1), 
such ‘emotional rapport and support [are] … associated with improvements in emotional health, 

* For this account of affectivity in more detail, see Refs. 3 and 4.
† For a brief introduction to these terms, see Ref. 5.

BOX 4.1: Elements of compassion

 ▪ Cognitive – We understand each person’s experience of suffering, listening and loving.

 ▪ Participative – We seek, so far as possible, to share that experience, working alongside.

 ▪ Alleviative – We think about how to make things better, looking forward in hope.

 ▪ Civic – We encounter each other as citizens, meeting with respect and solidarity.

 ▪ Persuasive – We talk with each other, helping one another understand suffering differently and 

better.
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symptom resolution, physical functioning and quality of life assessments, as well as  … 
measures … such as physiological indicators of disease management … and pain control’.6

Primary and community healthcare’s practices such as listening, visiting, discussing, 
advising, comforting, recommending, prescribing and referring concern encounters between 
persons amidst life’s drudgery, drama and hypochondria. Persons engaging in such every-
day practices encounter one another in ways which bear witness to their profound human 
unity amidst vulnerability and suffering. For these practices enflesh human solidarity as some-
body inclines ear, mind and whole person towards somebody else in time of need. Through 
these practices, primary and community healthcare (hereafter ‘primary care’) workers often act 
as ‘gatekeepers’ to healthcare services: as district nurses identifying medical needs among the 
housebound, occupational therapists enabling someone to access help needed for daily tasks 
and GPs discerning whether specialist care is appropriate.

Primary care, characterised by its generalism and by these specific practices of encounter, 
is the beginning of a road down which patients may travel, a hospitable entry point on a jour-
ney towards specialist avenues of care they may require.7 The task of primary care is then a 
demanding one, requiring clinical understanding leavened with compassion so that ‘the vast 
undifferentiated mass of human distress and suffering’8 may be ordered, personalised and then 
alleviated. To continue welcoming sufferers’ faces in the all-too-brief encounters of counte-
nances that embody compassion requires perseverance, not only through each long day but 
also, where continuity of care is maintained, over the long years during which trust may grow 
amidst the sometimes frightening but often fertile trials of life.

COMPASSION FOR PATIENTS IN PLURAL POLITIES

In practice, the character of encounters between primary care workers and patients cannot 
be generalised beyond a certain level because compassion is for this person at this time and 
because forms of primary care vary. Nonetheless thinking about compassion can be disci-
plined by understanding its nature as irreducibly concerned with personal subjects seeking 
shared experience and understanding. In many present-day societies, a complication arises. 
Although in traditional societies, a relative homogeneity of culture was common, in modern 
nation-states, this has been widely, though not universally, replaced with overlapping, inter-
secting networks of diverse, heterogeneous cultures. These multiple cultures nonetheless share 
a common political identity and, in many European contexts at least, a socialised healthcare 
system, albeit to varying degrees. Health, being ‘a basic socio-personal good’,9 valued variously 
by all cultures, therefore provides a point of reference in political life, in which the beliefs and 
practices of plural societies can meet in disciplined conversation.

Since health is both social and personal, compassion is necessarily a civic matter as an 
individual’s suffering becomes a matter of public concern, mediated through the persons of 
primary care workers. However, since present-day civic life is plural, a new understanding 
of compassion in primary care is needed. Those who seek to exercise compassion, as a form 
of affective, cognitive, participative understanding aimed at alleviating subjective suffering and 
attentive to cultural factors, must grasp the diverse ways that individual and community values 
concerning health and illness shape people’s outlook. Sharing experience involves ‘the ability 
to identify imaginatively’10 with the way that a particular patient perceives their condition and 
its significance.

Patient perception will of course include expectations about what should be done, 
if   anything, about their condition, a trend entrenched by access to medical information 
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online and ‘shared decision-making’.* More generally, personalisation of healthcare 
 relating to

a patient with respect, at least ideally, means treating their experiences, perceptions and 
preferences not just as relevant data for professional decision-making but as matters worth 
taking seriously in their own right including within decision-making partnerships.11

However, taking patient perceptions seriously does not mean that compassion involves uncrit-

ical affirmation of such perceptions. One might be tempted to think this if one failed to grasp 
compassion’s affective, cognitive, participative, alleviative nature and role in decision-making. 
Such a failure would make it harder to say ‘no’ to a patient for it allows compassion to become 
mere acquiescence not only to a patient’s perception but also to that patient’s demands. However, 
for two reasons, this uncritical notion of compassion as acquiescence should be resisted.

Firstly, while a person’s condition is their condition and they are in an important sense an 
expert in it – it is their experience and no one else’s† – conditions are not absolutely unique 
because persons are not absolutely unique. Persons are members of the species of persons, 
characterised by observable regularities of health and disease. Those who have knowledge of 
such regularities, formulated as evidence which then informs the cognitive understanding that 
constitutes compassion, are better placed than those who do not to assess diagnoses, interpre-
tations and expectations regarding health conditions and so to resist, kindly and respectfully, 
certain patient perceptions and demands.

Secondly, a patient’s perception of their condition and best interests may be challenged, 
gently and transparently, in order for the alleviative dimension of compassion to be realised. 
Compassion’s cognitive quality is ordered to seeking all patients’ good, from those patients 
who are demanding and confident about their wishes to those who do not grasp or care about 
their interests to those who, for example, feel that nicotine or alcohol use is all that makes 
life bearable but are afraid to clash with the official view, represented by the doctor, that such 
behaviour is in some way wrong. In short, how a patient perceives their circumstances may 
have much to do with culturally mediated or individually constructed values and beliefs which 
may require open, if tender, challenge.

While the paternalistic ‘doctor/nurse knows best’, presupposition is rightly no longer preva-
lent partly due to a diminution of unstudied deference in society, it is also right that primary 
care provides a context in which patient perceptions of their situation can be kindly, respectfully, 
gently and transparently but critically discussed. Inasmuch as compassion involves a cognitive 
participation in the feelings of another – in particular their experience of suffering  – then, 
compassion must incorporate this element of critical analysis and even persuasion, whereby 
suffering may be interpreted by both patient and healthcare practitioner differently and  better. 
Primary healthcare workers’ ‘power to do good’ and ‘relational expertise’ amount to social 
authority to know and pursue goodness even amidst the flat landscape of liberal political life 
that tends to discourage others’ ‘interference’ in the lives individuals are building or destroying 
for themselves.12 Such a landscape may, without the wise mediation of primary care workers, 
end up populated by people abandoned to loneliness and ill health.‡

* For a multi-perspectival analysis of this trend, see Ref. 13. For discussion of how technology will and 
perhaps should displace the face-to-face encounter in parts of healthcare, see Ref. 14.

† For weaknesses in the idea of the ‘expert patient’, see Ref. 15. 
‡ As one commentator on Edmund Pelligrino’s work puts it, ‘One cannot abandon persons to their auton-

omy when they are in difficult straits’.16 
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POWER, CRITIQUE AND THIS ‘SECULAR’ TIME

Yet, there is a dark side to compassion’s critical dimension in which persuasion or encour-
agement becomes domination and oppression and in which professional power under-
mines the patient’s own reasoning and ignores their interests. Beware the idealisation of 
the doctor as moral saint! Humanities disciplines, such as theology, have been at pains to 
analyse the fragility of individuals’ moral quality and unmask the self-deceptiveness which 
attends status and power.

Moreover, cultural wisdom garnered through engagement with patients and their cultures 
may itself function to critique a professional’s own prejudice or vice and improve the way he or 
she understands suffering and compassion. However, far from diminishing the social author-
ity of healthcare professionals, this two-way street in compassion actually reinforces their role 
as mediators in between and advocates for the individuals and cultures they serve and indeed 
between those cultures and professional, regional or government policy. This is a position of 
influence in which primary care workers are called to moral discernment in critical service of 
the population among whom they practice. Cribb and Gewirtz note this critical edge and its 
relation to justice when they comment that healthcare practitioners:

… will need an awareness that respecting the autonomy of individuals, by trying to 
respond to their needs and preferences, is not only potentially in conflict with beneficence 
to that individual, but may also exact some ‘cost’ on wider groups or populations – and 
thus may be in tension with other important concerns such as social justice or population 
effectiveness.17

The possibility of critique signals a continuing professional development need for those in 
primary care. For while the individual encounter is basic to general practice, wider cultural 
factors require primary care workers’ critically compassionate understanding. Culture is of 
course not simply local, especially in the digital age where beliefs and communities are formed 
online in dispersed networks. Nonetheless, local cultural practice remains a decisive influence 
on the lives of many. GP practices and community healthcare teams, such as church ministers, 
local authority councillors and national politicians, typically have some sense of defined geo-
graphical responsibility. Just so, primary healthcare workers must mediate between local and 
cultural expectations regarding health and what is practically possible, bearing in mind regional 
and national factors. On this point at least, there is a similarity between the account here and 
‘values-based practice’ as ‘a less prescriptive and more local approach [which] aims to introduce 
a greater variability of viewpoints and greater recognition for individually specific values.’18

To deploy a term in its traditional rather than its contemporary usage, this culturally astute 
compassion may be best dubbed ‘secular’, not at all in the sense of being ‘anti-religious’ but 
rather in its native theological sense in which ‘secular’ is a word for a Christian idea – that of 
the quality of the time in this age, when ultimate questions of the meaning of human life have 
not been finally answered and when cultures live side by side in shared ‘penultimate’ civic 
life. The ‘secular’, on this view, is the time in which diverse philosophies, theologies, religions, 
values and moral outlooks contribute respectfully and critically to a plural society’s public good. 
Inasmuch as time allows space for conversation, the secular may be thought of as the forum for 
differing forms of thought to meet in sometimes critical conversation.* Compassion,  understood 

 * See e.g. Ref. 19.
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as a cognitive, affective, critical, alleviative participation in suffering, is the proper beginning 
of the moral understanding of suffering, shaping discourse, deliberation and policy, a basic 
feature of this secular time in plural polities.

Thus, what is required is a morally substantial, affectively rich notion of ‘secular’ citizen-
ship and discourse, embedded within professional training and development and benefitting 
society at large. Primary and community healthcare services, rooted in locality and conversant 
with that locality’s cultures, are well placed to cultivate such civic discourse as the context in 
which compassion may be richly practised and experienced. A primary healthcare worker’s 
understanding of and participation in local cultural life are key to the realisation of compas-
sion in practice and so a proper focus for ongoing professional education. Inasmuch as deep 
understanding of multiple cultures is not itself a cultural norm, primary care workers must be 
countercultural if they are to be compassionate. They must be places of resistance to ways of 
perceiving cultural difference which are characterised by either impatient ignorance or uncriti-
cal acquiescence.

TIME, COMPASSION AND JUSTICE

Compassion has now been considered in terms of time in the sense of the secularity of the 
age in which political identity is now constituted. However, compassion also concerns time in 
the equally down to earth but more intuitive sense that time available to participate compas-
sionately in suffering is scarce as primary care workers move from patient to patient and home 
to home. Time is often too pressured to engage in depth with each person encountered, share 
properly in decisions or pursue ‘the search for meaning’.20

An important factor shaping this experience is the way that time and compassion are bound 
up with justice. One attitude to their interrelation is ‘to perceive healthcare rationing problems 
as involving an explicit opposition between justice and caring’.21 GPs in particular increasingly 
have responsibilities for considering how the needs of each one should be justly related to the 
needs of the very many.* The daily challenge appears in the widely attested experience of ‘no 
time’ or ‘very little time’ for compassion. Ten-minute (or briefer) appointments seem inadequate 
to create shared experience between patients and practitioners, the goal towards which com-
passion aims: a man with heart disease and depression, the teenager only needing a prescrip-
tion and the domiciliary visit which is just ‘social’. Although continuity of care may mitigate this 
problem, the dearth of time is a constant challenge which requires transparency in dialogue so 
that issues which the patient wants to address come into the open. The primary care worker can 
aid this transparency by honestly specifying how few minutes are available, thus focussing the 
conversation supportively rather than foreclosing it and avoiding difficult dialogue by handing 
out a prescription or by some other means.

However, filling the day to capacity militates against the kind of care which is required 
and leads to an ‘appointment book that lies to us about the properties of time’, precisely in its 

* Carlsen and Norheim suggest that this resource allocation responsibility involves significant chal-
lenges to maintaining a compassionate practice, as patients become ‘demanding consumers’ or ‘shared 
decision- makers’, thus reshaping – perhaps unhelpfully – societal respect for healthcare workers’ profes-
sional standing (Ref. 22). Over against the changing nature of general practice, Iona Heath mounted a 
passionate argument in favour of general practitioners’ ‘partisan’ advocacy for patients and against such 
doctors taking financial responsibility for allocation of scarce resources. For, so Heath argued, the doc-
tor’s very responsibility for allocation will be understood by patients as a threat and so undermine the 
trust necessary for his or her relationship with the doctor (Ref. 23). 
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deceptive ‘visual representation of time, setting out the day in appointment-sized chunks’,24 
which do not measure up to patient needs. That which is visible, the schedule of appoint-
ments, attempts to give structure to the underlying shared purpose upon which the patient– 
practitioner relationship is premised, that purpose of making space for compassionate shared 
experience. However, a lack of or misuse of time may result in failing to reach the goal of shared 
experience and so do injustice to some in favour of others. In this situation, time spent which is 
not answerable to a metric or budget, is the time which it may feel harder to justify.

This scarcity paradigm regarding compassion bears witness to important truths: that time is 
limited and that the GP’s appointment book and its equivalents in other forms of primary care 
are full of a weight of human need that stretches the capacities and waking hours of health-
care workers to breaking point. And yet, the paradigm may occlude the way that compassion 
is a participative, cognitive, alleviative affection. Compassion is not a 90-second feature of a 
10-minute appointment in which one asks an ‘extra’ question about the patient’s experience or 
family situation. Such a question is important in enabling shared understanding but compas-
sion is not hermetically sealed within that segment of an appointment or visit. Rather, as an 
attribute of understanding, compassion may infuse the whole encounter, focussing attention 
in listening, assessment and diagnosis, consideration of the proper use of time and resources 
and engagement in underlying personal or cultural factors. Compassion also properly includes 
a justice consideration which can grasp that another patient further down the list will suffer if 
the current appointment goes on too long. Thus, compassion is not in opposition to justice – a 
thoughtless implication of the scarcity paradigm – but rather a constitutive feature of the reali-
sation of justice. For compassion, as a cognitive, alleviative affection, is competent to under-
stand not only suffering but also any injustice which may cause further suffering.

CONCLUSION: FOSTERING COMPASSION

For compassion to be realised in practice requires a supportive organisational ethos. Compassion 
is certainly basic to the shared experiences of patients and healthcare workers in primary care 
settings. However, such experiences should be supported by compassion between primary care 
colleagues. For those who care for the suffering are themselves vulnerable members of the 
human community. The GP who provides continuous long-term care to a local community may 
journey with the population through the challenges which life inevitably throws up, sharing 
something of his or her own life and suffering in a way which benefits patients.25 Similarly, the 
experience of sharing vulnerability prudently with those with whom one works can support 
compassionate practice. Endurance in compassion towards patients will be enabled by a shared 
concern for colleagues, which is intelligent, participative and alleviative, renewing and refresh-
ing collegiality on a regular basis.

Such supportive workplace cultures rarely happen by accident and are easily endangered 
by the commodification of one’s colleagues as units of production – efficient and lauded or 
inefficient and stigmatised. Teams in general practices, district nursing or health visiting, for 
example, need to sustain a compassionate ethos if people are to see colleagues in depth, build-
ing long-term, stable, working relationships. Each primary care worker needs regular personal 
refreshment, deep drinking from some well of meaning and purpose to be sustained for the 
next stage of the journey.

Offered as one such source of refreshment in a plural polity, the motto of the Royal College 
of General Practitioners, cum scientia caritas, emphasises the greatest of the ‘three theologi-
cal virtues’, love. It stands as a reminder to those in primary care of what Health Education 
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England’s Simon Gregory called the need ‘to regain, or not be afraid to admit to, our love 
of our patients’.26 Caritas, in its theological sense, speaks of the participative, merciful and 
hopeful love of God as revealed in Jesus Christ, enabling humanity’s peaceful friendship with 
God and others. Such love serves sick and lonely persons that they might be accompanied in 
suffering and made better. Such love seeks this mercifully, never allowing the ascription of 
fault, however just, to stand in the way of that care and company. Informed by this caritas, the 
real knowledge of primary care may become true wisdom. This is love which deploys up-to-
date clinical evidence, seeks justice, rejoices in mercy and shows critical sensitivity to local-
ity and culture. It is a love which, participating in the suffering human condition, becomes 
that intelligent compassion that unites in solidarity patients, professionals, managers and 
policymakers, fellow travellers all on the journey through the world’s real sorrows, deep fears, 
enduring hopes and great joys.
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The ethics of the family in 

primary care

MICHAEL WEINGARTEN

For centuries, individual autonomy has been deeply ingrained in western culture and in bioethics 
in particular. The autonomous patient needs to know all about his or her medical problems and 
their management in order to decide themself whether to consent or not. To prevent undue inter-
ference in the exercise of autonomous choice, the patient needs privacy and confidentiality.

In primary care, it is often difficult to claim that all patients always benefit from autonomy, 
understood in this way. Beyond issues of reduced competency for one reason or another, there 
is often a family that seeks to intrude into the moral space of the patient that autonomy so 
respects. At least, that is how the family’s presence is often perceived by the practitioner or 
even the patient, as a challenge to autonomy, misconstruing concerned interest as interference. 
The family’s search for involvement often comes from a laudable position of offering support 
to the patient.1 This then is the basic tension, between the independence of autonomy and the 
intimacy of family. Autonomy can be a lonely place, and the family can be suffocating. As ever, 
in primary care, it is not always clear to the practitioner, and often not even to the patient, how 
to resolve this tension in any particular case or at any particular time. In this chapter, I will 
present the components of this predicament, hoping to help the practitioner to think through 
the various issues at stake and to consider the various philosophical positions that the litera-
ture offers us. Firstly, I will discuss what we mean when we speak of ‘the family’. Then I will 
propose a simple ethical framework for dilemmas in family care, and continue to consider in 
some detail the rights and duties of families. There follows a discussion of family relationships 
and of coping styles, before returning to the patient’s rights and concluding with the family 
doctor’s predicament.

DEFINITION OF FAMILY

I will use Levine’s definition, which is appropriately flexible for our use:

Family members are those who by birth, adoption, marriage, or declared commitment 
share deep, personal connections and are mutually entitled to receive and obligated to 
provide support of various kinds, to the extent possible, especially in times of need.2
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Or, as Robert Frost puts it, in ‘The death of the hired man’,

Home is the place where, when you have to go there, They have to take you in.

This definition begs the question of the families whose personal connections are not deep. 
Sometimes they are frankly dysfunctional or even destructive, but more of this later.

For the purposes of the present discussion, we should highlight a few frequent family con-
stellations. Babies and children brought to the clinic by their parents are the most straightfor-
ward case; the child patient is deemed incompetent and the parents are charged with the duty to 
act in their children’s best interests.* Adolescents are a different matter as they gradually sepa-
rate from their parents, eventually attaining their independence as they mature into adulthood.3 
At the other end of life, when adult children become involved in the care of their old parents, 
the decline of a parent into incompetence, though not inevitable, may be just as difficult for the 
child as adolescence was agonising for the parent. Then, there are spouses or other partners who 
may agree on the limits of privacy within the relationship, or not. Adult siblings are yet another 
group who may see themselves as legitimately involved in one another’s medical care, more so 
in traditional cultures. Each of these family situations needs consideration in order to identify 
the potential for resolution of the tensions between the patient and the family, that is, the ten-
sion between individual and relational autonomy, a distinction that I will discuss. My discussion 
here centres on adult patients with other adult family members involved in their care.

ETHICAL FRAMEWORKS

For everyday clinical use for someone who has to make immediate ethical decisions, in real 
time and alone, an accessible ethical frame of reference is needed. For use in daily clinical 
work with patients and their families, I propose a set of ethical domains which together aim 
to preserve and promote the dignity† of everyone involved, including the practitioner’s justice, 
compassion and humility.

Dealing justly with patients, broadly defined, requires the healthcare practitioner’s due 
attention to their rights and duties, and his or her own, as well as concern for the well-being 
of others who may be involved and affected by his or her actions – the family, the healthcare 
system, the community and the society at large. By the nature of the work, he or she will more 
often than not be faced with competing interests and rights, and the function of justice is to 
weigh them fairly against each other. Other than the directives of the law, which cover only a 
minority of contingencies, there are no guidelines exactly on how to do this, but it is imperative 
that we are conscious of all the competing claims.‡

Compassion enables us to respond supportively and therapeutically to the human suffer-
ing of our patients as sensitive human beings ourselves, using both our emotional and our 

* Modified models have been proposed: the ‘constrained parental autonomy’ model, which I do not 
 discuss, is presented in Friedman Ross4; the ‘relationship goods’ model, based on the balanced rights of 
children and their parents as described below, is presented in Brighouse and Swift.5

† Dignity-based accounts of medical ethics offer ways of solving complex problems where autonomy-
based accounts fail. Respect for persons goes beyond respect for the rights of persons, see Ref. 6. Recent 
full-length discussions include Barilan7 and Foster.8

‡ An ethic of justice is at the core of a liberal philosophy of life and has been applied to the family by 
Brighouse and Swift.9
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cognitive professional skills.10 As compassionate practitioners, we act to protect and sustain 
the dignity of our patients, treating them no worse than we would like to be treated ourselves.*

Humility implies that we remain aware of the limits of our knowledge of medical science11,12 
and of the patient’s inner and social lives. In particular, humility requires us to respect and take 
into consideration the diversity of cultures that our patients represent. A western ethnocentric 
stance is a sure way of distancing ourselves from the patient and the family.

Our task, then is to check for ourselves that we are caring humanely for patients and their 
families, taking due consideration of their rights and interests, and of the wider context of our 
interactions with them. What we decide to do will be an idiosyncratic balance, for no two situa-
tions are the same and no two doctors are the same. We can justify our actions only insofar as we 
can claim to have taken everything into account and that we truly care about what happens next.

RIGHTS AND DUTIES OF FAMILIES

Insofar as the family has any moral right at all to be involved, this right has been derived from 
their function in supporting the patient. This support may be physical and technical, nursing 
care, financial, and not least, emotional. Parents of small children are required to do this by 
law, reflecting a seemingly natural duty of parents to protect and nurture their children. In 
face of the dramatic changes in the structure of families, such as second marriages, adoptions 
and surrogacy, parenthood, etc., we have seen proposals to revise the justification for parents’ 
rights to decide about the welfare of their children.13 Rather than seeing this right as natural, 
the parents must earn it, in return for what they invest materially and emotionally in the family 
(Brighouse and Swift call these ‘relationship goods’). The corollary is that where this invest-
ment is deemed unsatisfactory, the state will and should step in to protect the best interests of 
the child. Perhaps, this approach invites and justifies primary care practitioners too to chal-
lenge some parents over their medical choices.

As for filial duties, the duties of children towards their parents, a similar mechanism has 
been suggested, derived from ‘the special respects in which the parent–child relationship 
makes lives go better’.14 Others have seen filial duties as arising from indebtedness or gratitude 
for the parenting the child received earlier in life, or from simple friendship.

Even if we take the position that children do not have a positive duty to do so, sometimes 
they, or other family members, have to support the patient even if they really do not want to do 
so, and that is where there are no other available sources of support. Siblings may become sup-
porters, but their duty to provide it is weaker than for parents or children, hence, also their rights 
to become involved in sharing of information and in decision-making is that much weaker. 
Often, these rights simply do not exist. The situation with spouses is perhaps clearer; the right 
of a spouse to be involved is totally dependent on the assent of the patient. Partnerships and 
marriages come from outside the genetic or nuclear family, with its a priori duties, and the 
arrangements in each individual case are a matter of negotiation, agreement and reassessment.

Duty or not, legislators often assume they may depend on a certain amount of family support 
when allocating public resources to medical, especially nursing care. The family may indeed be 
motivated by emotional attachment, or more cynically, by expectation of a cut of the inheri-
tance. Whatever the motives, when families assume responsibility, they do need to be involved 
in the management of the patient – access to necessary information, discussion of options 
and decisions regarding action. They earn this involvement by contributing to supporting the 

* An ethic of care is at the core of a feminist philosophy of life and has been applied to the family by 
Mackenzie and Stoljar.15
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patient; it is not an unconditional right.16* It is also limited to what is necessary for the patient’s 
care. Furthermore, it is contingent on the patient’s expressed or implied consent that this is the 
way it should be. The patient retains the right of veto at any stage over the family’s involvement, 
or the extent of it.

This, at least, is how it looks to a secular western liberal culture and law that strives to pro-
tect individual autonomy and to restrict incursions into it.17 This is not the way it looks to other 
cultures where individual identity is indivisible from family membership, as is discussed else-
where in this book.18–21 This account of individual autonomy has also been challenged by femi-
nist ethicists, who urge a more relational approach to autonomy. Their understanding is that 
we are not atomised individuals but we are constituted by the family and the nexus of social 
relations within which we exist. Our thoughts, judgements and feelings, hence our choices and 
our actions, are formed in relation to other people. It has been argued most compellingly that 
the family even in contemporary western culture, is the critical arena for personal growth; it 
realises a particular structure of human goodness and sustains the necessary conditions for 
core areas of human flourishing, as Mark Cherry puts it.22 The Lindemann Nelson lists some 
specific features that make it important to take families into consideration. Parents who caused 
their children to exist bear responsibilities and are therefore ethically involved even after their 
children grow up. Virtues are learned at our mother’s and father’s knees, and this intimacy also 
produces special responsibilities. In families, motives matter a lot, and not just actions, again 
providing grounds for involvement. At a purely pragmatic level, family members are stuck with 
each other, and family members are not replaceable by similarly, or better, qualified people. As 
an ongoing story, the family has an intrinsic moral identity independent of specific nomination 
by the patient, and family opinions should therefore be taken seriously a priori in medical deci-
sions.23 Another view is that patients are vulnerable and need to trust their families to care for 
them. This trust is based partly in shared interests, but often simply in love.24 Seen like this, it 
is difficult to isolate the patient’s autonomy from his or her family relations.

A theoretical structure that has been proposed to take account of these aspects of the ethics 
of family is ‘relational autonomy’, which in its most general form encompasses the political, 
social and intersubjective influences on the way we formulate our ideas, on how we want to live 
our lives.25 We do not make our decisions in a rationalistic vacuum, but rather in relational con-
texts that foster our competency to develop and exercise our autonomy.26 The Nuffield Council 
for Bioethics subscribes to this approach:

[Autonomy] should not be equated simply with the individual’s ability to make and 
communicate rational decisions. Rather, [...] a person’s autonomy is found also in how 
they express their sense of self, in their relationships with those important to them, 
and in their values and preferences.27

It has recently been well summarised and applied in the field of family law.28 In the moderate 
form of the theory, family relationships are seen as highly significant influences on personal 
choice, which remain the basic feature of autonomy,29 but in a more extreme version the family 
is seen as an entity in its own right, as an end in itself and not merely as a means to support its 
individual members. Subscribing to this version, the philosopher John Hardwig envisages situ-
ations where the wishes of the family rightly prevail over the wishes of the patient, when the 
other family members are affected particularly severely by the decision.30 He sees the family as 
an end in itself and not merely a means to support the patient.

* Friedman Ross31 calls this ‘proportionate respect’.
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The general consensus of contemporary philosophical and legal literature is that there is an 
expectation of support that rests on families in general, and that it is their collaborative and 
reciprocal actions that give them the moral right to become partners in medical decision pro-
cesses.32 The primary care practitioner will have to decide how far to acknowledge and realise 
these rights depending on the individual case. To deal justly will be to recognise the legitimate 
rights of all the parties involved, even when it is impossible to fulfil them all. Although in this 
act of balancing one set of rights against another, the practitioner cannot be non-judgemental, 
he/she can strive to take them all into account, rather than rejecting the family out of hand.

PATIENT–FAMILY RELATIONS

Family practitioners are not starry-eyed about family relations. We understand only too well 
the psychological mesh, the ambivalences, the repressed unfinished businesses, the expecta-
tions and the disappointments, the pride and the frustrations, the altruism and the egoism 
and the love and the hatred that go into making most families into a creative and reproductive 
environment, recognising too that some degenerate into a destructive and dispersive mess.33 
The family is always present in the consultation, whether in person or in the inner world of the 
patient.34 Patients come to us with an internalised version of their families, forged out of their 
emotional experience with them. The full array of psychological mechanisms becomes appar-
ent in looking after patients and their families: coalitions, projection, transference, repression 
and suppression. Much of this is unconscious, and many practitioners too are not consciously 
aware of what is going on beneath the surface. Balint has shown us the path to understanding 
by analysis of our own reactions to patients and the various members of the family: in technical 
terms, the analysis of counter-transference.35 However, even the most skilled and experienced 
practitioners cannot give a full account of the patient-in-family, and what they does understand 
is only a personal account from their particular perspective, and reflects only those parts of 
themselves the family choses to reveal. There is no objective account, no view from nowhere. 
Hence the need for humility.

A particularly tough challenge is posed by families whom the primary care practitioner per-
ceives as dysfunctional in one way or another. Children who were treated badly by a parent in 
early life might not have resolved their relationships by adulthood, and may not be best placed 
to make critical medical decisions for the parent. Brothers and sisters may have old rivalry 
scores to settle. Another common example would be discussions around the end-of-life care 
of an elderly parent. Pressure to keep the parent alive as long as possible may come from one 
child, while the other may express more concern not to extend the length of the suffering life. 
Is the latter truly altruistic when the will stipulates an unequal distribution of the estate among 
the children, and is he or she the one who stands to benefit most who does not want to lengthen 
the process? Second marriages sometimes create similar challenges, where the children of the 
first marriage may feel deprived by the diversion of property to the step-parent and family. The 
primary care team is unlikely to know much of this information, so that any claims of dealing 
justly with the family must be tempered by doubt.

FAMILY COPING

Whatever its biography, the family is exposed to the psychological and material stresses of 
coping with the illness of one of their members, depending on the severity, chronicity and 
the prognosis of the medical condition. We know a fair amount about the different coping 
styles of families, and attention to them will help the practitioner to maintain his compassion 
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and empathise even with some quite unlikeable families. One useful schema is known as the 
Circumplex Model.36 Families are considered on three dimensions: cohesion, flexibility and 
communication. On each dimension, there is a spectrum of recognised styles. Looked at for 
cohesion, the family may be too low on the scale, that is, ‘disengaged’, or too high, that is, 
‘enmeshed’, or somewhere more functional in the middle. Similarly for flexibility, the spectrum 
runs from chaotic, through flexible, structured, to rigid. Family communications are observed 
for listening skills, self-disclosure and respect. Combinations of extremes of behaviour on these 
scales predict a poor capacity for coping, and these families will pose particular challenges to 
the practitioner. Thus, a rigid but highly enmeshed family with poor listening skills will find it 
very difficult to reorganise around a medical catastrophe of one of its members.

Over and above the family’s resilience, coping with illness calls upon their resources, includ-
ing finance, available time, intelligence, literacy, social support and language skills. In these 
aspects, the practitioner is faced not so much with a challenge to his/her sense of justice, but 
with the need to work with the family with greater understanding and compassion. In selected 
cases, the doctor might consider offering the family the help of a professional social worker or 
a family counsellor. This would not seem to be the remit of the doctor, whose responsibility 
is clearly towards the patient, but in the long run it is in the patient’s interest that the family 
should function as well as it can in the circumstances. It is the doctor’s compassionate concern 
that gives him/her the right to offer intervention at the family level.

BACK TO THE PATIENT’S RIGHTS

What if the patient, say, does not want to know his diagnosis but the adult children think he 
ought to know, in order to make reasoned decisions about his future, for example? Although 
lawyers and philosophers may define the patient’s rights, it is the patient who chooses how 
far to exercise these rights and it is not the primary care practitioner’s task to impose them on 
him or her. We have already mentioned the cross-cultural situations where the patient defines 
his/her rights vis-a-vis the family quite differently from the dominant culture. In any culture, 
however, medical need implies increased dependency. Patients who find themselves thrown 
back on the support of their family may often regress psychologically into earlier dependency 
patterns and behave in a more child-like way. Alongside the dilution of autonomy that this 
regression implies, it also redefines the patient’s expectations of the family. He or she may 
simply ask too much from the family, placing on them a burden too great for them to bear. Or 
he or she may prefer one family member over another, and make this preference contingent on 
receiving help and support from them. These expectations may be welcome or unwelcome to 
the family, but it is not for the practitioner to adjudicate even if it looks as if some demands are 
unreasonable, unnecessary or unjustified. The practitioner must always act in the patient’s best 
interest, but this should not extend beyond the boundaries of immediate medical management, 
and there is no reason to become involved in family power struggles that are extraneous to the 
medical context. The practitioner has to act to the best of his or her ability in the context that 
the patient provides.

Life is easiest if the patient simply and clearly devolves medical decisions on a nominated 
and consenting member of the family, for then the patient’s rights are preserved and the 
family’s rights derive from the patient’s free will. Life is rarely that easy and patients may 
legitimately change their minds at some point, leading us back to all the considerations we 
have discussed.

The concept of relational autonomy may help us practitioners navigate these difficult 
situations, positively welcoming the family into the deliberations around the patient’s care. 
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This approach preserves the dignity of our patients, advances their best interests and is 
consistent with the social reality of family relationships.37

THE FAMILY DOCTOR

There are a number of special professional implications in the care of families in the specific con-
text of general practice.* Where the GP is a family doctor, in that several members of the family 
share the same doctor, the model of the designated patient inside the professional relationship, 
and the family outside, does not work. The doctor is just as committed to the well-being, the 
interests and the rights of those other members of the family as to those of the present patient. 
Although that makes the theoretical analysis just too complex to cope with, in reality it has the 
potential to make real-life resolutions much easier. The doctor may already have considerable 
tacit knowledge about the family and its dynamics, as well as an existing relationship, hopefully 
a trusting one, with the people involved. This is a very different setting from that where the fam-
ily descends out-of-the-blue with its demands, anxieties and opinions. The family who shares 
a doctor lends itself quite naturally to collaborative and open conversations. Indeed, choosing 
not to share a doctor where this is possible, all things being equal may be interpreted as a sign 
of family difficulties, where they are concerned not to expose themselves as a family unit to 
professional scrutiny.

In the other direction, the intrusion of the family on the dyadic therapeutic space of practitio-
ner and patient may well be perceived as a threat to the professional authority of the practitio-
ner. Sometimes this is precisely what is happening. The approach, I suggest, should be similar 
to that when a patient presents with a sheaf of internet print-outs. This is another case where 
we have to come to terms with the fact that we no longer work in an authoritative vacuum, but 
we are part of a nexus of information and advice.38 As long as we retain the trust of the patient, 
this should not be seen as a challenge but as an opportunity – to learn from the family and to 
improve the patient’s care.39 In many cases, the perceived threat is simply an erroneous inter-
pretation imposed on the situation by an insecure practitioner. I am hopeful that the analysis in 
this chapter will help reduce that insecurity.
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6
Culture and ethics in healthcare

DAVID MISSELBROOK

Culture and ethics are inextricably bound to each other. Culture provides the moral 
presuppositions and ethics the normative framework, for our moral choices … there is also 
in every culture an admixture of the ethnocentric and the universal.

Edmund Pellegrino1

What is truth on one side of the Pyrenees is error on the other.

Blaise Pascal2

INTRODUCTION

Culture and ethics are as closely bound together as matter and energy. It is difficult to disentan-
gle their effects, indeed it often seems difficult to distinguish between them. We mainly notice 
such issues when we look across cultures. We may fail to see the effects of our own culture just 
as fish are said to be unaware of water.

Humans are social beings. Not just because we live together, but more importantly because we 
are defined by what Martin Buber sees as ‘I – Thou’ relationships.3 We are capable of recognising 
others as the same sorts of beings as ourselves, and this creates complex networks of relationships 
and duties between us. These are fundamentally different from the ‘I – It’ relationships we have 
with the rest of the outside world. In relating to others, we ourselves become truly human. Buber 
states, ‘A person makes his appearance by entering into relation with other persons’.

But just as humans come in all shapes, sizes and colours, we also have many ways of living 
together. The way we live expresses the meaning and relationships that we see in our lives 
together. Viktor Frankl saw our need for meaning to be even more fundamental than our need 
for mere survival.4 Althusser argues that our cultures are the places where individual meanings 
are produced and experienced; thus, to analyse a culture is to analyse our meaning systems.5 
It is these cultural contexts that determine much of our behaviour.

This chapter examines what we mean by ‘ethics’ and its relationship with moral theory. 
Might moral theory apply across cultures? How does the culture of both the doctor and the 
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patient determine the social and behavioural assumptions within which ethical decisions are 
made? This chapter examines the uneasy symbiosis between culture and ethics.

This chapter looks at cross-cultural ethics, taking western and Islamic ethics as an example. 
It compares moral theory including notions of autonomy between these cultures.

THE MEDICAL CULTURE

I have argued elsewhere that doctors and patients have their own distinct cultures.6 Indeed, 
doctors and patients behave as distinct tribes within our broader cultures. Sinclair describes 
the social transition from laity to doctor.7 Ironically, our better understanding of scientific 
epistemology (an excellent way of managing matter/energy entities within the world) argu-
ably disadvantages us from understanding interpersonal meanings. Doctors risk being clever 
about things and dumb about people. Ratzan dramatically describes this transition as a process 
of proving our worthiness to be admitted into a different tribe.8 Doctors may only realise the 
cultural distance if they are suddenly swapped into the role of patient. There is an epiphany; it 
is different there! There are too many accounts of this journey to reference, but classics such as 
Howard Brody’s Stories of Sickness would be a good place to start.9 All such accounts however 
echo Felicity Reynolds’ plaintive cry: ‘are … patients fellow human beings?’10

For Michel Foucault, the key dynamic was the power relationship between doctor and patient. 
Foucault characterises doctor’s culture as one of domination, enforcing their worldview on 
patients via a narrow biomedical gaze.11 One hopes this may be less the case than when Foucault 
first wrote this in 1963, but we would be naïve to believe that he is wrong. This then is the picture 
of doctor/patient culture that is our starting point. Note that we have not talked about ‘different 
cultures’ in the conventional sense. This is one axis of our gaze. To add an ethical analysis is to 
add a second axis. To then consider different worldwide cultures is to add a further twist.

TROUBLE WITH MORALS

Differentiating between moral demands and the effects of culture is a challenge. Is normativity – 
how things ought to be – a property of the world itself or is it just constructed by us? Clearly, mor-
als are not physical objects like atoms or apples. But is morality a fundamental ingredient of the 
human world, like joy and pain and seeing red? Is morality part of what Bertrand Russell refers to 
as ‘the furniture of the world’, a human given?12 Or, is morality nothing more than a formalisa-
tion of social convention, as suggested by contractarianism? We might be Vikings or vegetarians 
depending on the date.

Mackie points out that

Disagreement about moral codes seems to reflect people’s adherence to and participation 
in different ways of life. The causal connection seems to be mainly that way round: it is 
that people approve of monogamy because they participate in a monogamous way of life 
rather than that they participate in a monogamous way of life because they approve of 
monogamy.13

It may therefore appear that morality is relative – it is constructed to fit the environment and 
culture of specific societies. What appears to us as instinct or a matter of conscience is social 
and cultural programming.14
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However, this argument is less convincing than it seems. Far from a random mix of moral 
values between cultures, there is in fact convergence of basic moral principles. One could 
think of the similarities between the Ten Commandments and the Code of Hammurabi, or the 
general concordance of both codes with the world’s current legal systems. While some cultures 
tolerate torture, is there a culture that sees the practice of torture as a virtue? Who proposed that 
gratuitous cruelty to children was a virtue? What cultures propose random killing or stealing as 
virtues? In reality, virtually all cultures hold that there are moral categories of right and wrong, 
and the major virtues in one culture will never constitute the major vices in another. While the 
expression of social power and meaning varies between cultures, morality tends overall to take 
a common form.

The main variances are where common moral principles have a contrasting effect in contin-
gent culturally related behaviours, particularly where these involve disputed facts. For example, 
both pro- and anti-abortionists may have a strong belief in the value of persons; their argument 
is about what constitutes a person. Singer points out that many of the apparent differences 
between moral systems are in fact differences in emphasis, or variations in the relative value 
put on different common goods, often changing with time according to the historical envi-
ronment of the culture.15 Developments in value systems often reflect a development towards 
higher goods such as love or autonomy, as opposed to the following of basic rules.

This therefore gives a picture of a complex system that is dynamic and developing, and yet, 
tends towards a commonly held intuition that perceives the moral good. This points towards 
a morality which is part of the ‘furniture of our world’, relating to hardwired properties of the 
human condition. As Singer also points out, those few cultures that do form real exceptions to 
this rule tend to be dysfunctional societies in the process of decay or self-destruction.

WHAT SORT OF MORAL REALISM?

Realism is the claim that our knowledge to some degree tracks the state of affairs in the world 
as it is in itself. Anti-realism is the claim that our knowledge merely informs us about the state 
of affairs as constructed in our minds. However, realism is not the claim that we have a compre-
hensive account of the world itself. Neither is it the claim that all of our current representations 
of the world must be true. Realism does not have to be either exhaustive or infallible. I would 
advocate a falibilist realist epistemology. Falibilist realism sees all models that claim to structure 
knowledge as provisional hypotheses. Thus, models serve an instrumental function. (This is 
distinct from any commitment to philosophical instrumentalism.) When we nest individual 
observations or sense perceptions within interpretive models, then we have systems of knowl-
edge that are capable of engaging with the world and that enable us to manipulate parts of it.

Might moral knowledge be realist in this sense? If we accept the failure of relativism to 
explain the general convergence of morality across cultures, then we are left with different 
moral realist options. The enlightenment models of duty-based morality (deontology) and 
consequence- oriented morality (consequentialism, e.g. utilitarianism) both have obvious 
downsides. Deontology does not help me when duties conflict, such as triage or the balance 
between my obligations to my patients, my family and myself. Consequentialism cares little 
for justice or the interests of minorities. However, to correct for deficiencies in a theory does 
not give one confidence in one’s theory. In recent years, virtue theory, or areteic morality, has 
returned to the fore.16 Virtue ethics has been criticised as lacking clear guidance to action; how-
ever, many (in the British general practice literature, particularly Peter Toon) have shown that 
this is a superficial and unfounded criticism.17
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It is true that virtue ethics tends not to give a simplistic guide to action. Instead, it offers us a 
richness and depth that tracks the complexities of human life within our relationship networks. 
This model is applicable to ethics embedded within specific cultures as virtue theory manifests 
itself specifically within the social domain.

Not all of life’s decisions involve complexity. The more straightforward guides to action 
may be analogous to the cognitive shortcuts that psychologists tell us we use when evaluat-
ing evidence. For this reason, I favour using both deontology and consequentialism, almost as 
heuristics, within their proper domains with inclusive virtue ethics as the overarching moral 
structure.18 However, two examples show that rules are not enough. Kant would not allow us 
to lie if an axe murderer knocked on our door and demanded to know whether person X was 
at home. In my view, Kant was wrong. Bentham regarded it as preferable that an innocent man 
should be hanged rather than risking a loss of faith in the judiciary by revealing a miscarriage 
of justice. In my view, Bentham was wrong.

Most real human dilemmas are complex because they occur within actual cultures which 
determine the form of the question. So, in our own culture, in a world where our evidence base 
is known to be systematically biased in favour of pharma, to what extent am I obliged to advise 
treatments favoured by official guidelines if they go against my patients’ initial preferences?19 
Should I give my patients medical advice based on relative risk reduction or on number needed 
to treat, knowing that the framing effect is a major determinant of patient response?20 Should I 
do more out-of-hours sessions because they are short-handed, or because I need the money, or 
should I refuse because my family needs me?

Virtue theory acts within cultures, but it is separated from them. It functions as an overall 
unifying theory and as a court of appeal when we realise that rules or consequences alone are 
leading us astray. Virtue theory explains the faculty that we use to correct rules when they are 
wrong as it relates morality to the ‘settled dispositions’ of humans who are flourishing with 
respect to their character and humanity within their particular culture.

CROSS-CULTURAL MORALITY

Let us examine the roles of both medical ethics and culture between the contemporary western 
world and the Islamic world. Clearly, neither world is a simple homogeneous block; therefore, 
only the broadest brushstrokes are possible.

After living, studying and working in multicultural London for 40 years, I felt I knew plenty 
about other cultures. Having now lived in Bahrain for 2 years, I realise that being immersed in 
a different culture is a far more overwhelming, complex and subtle experience. Everything is 
different. At first glance, I have encountered blatant failures to keep the most basic promises 
and obligations. ‘X is on order for you’, but it never arrives. ‘I will be there at 2 pm’, but you will 
be lucky to see them by 2.30. One turns up to an advertised event to find nothing there. And 
conciliatory talk to smooth out disagreement is seen as weakness to be trampled all over. So 
clearly, the Arab culture must be wrong and the west is right?

Perhaps not. I have come to realise that our list of virtues and duties is pretty much the same. 
The difference is how we rank them and how we make meaning within our culture in ways 
that enable us to live together. In the West, keeping promises is a key marker of my integrity. 
In the East, my behaviour with my family and close friends is the key marker of my integrity. 
In the West, I will arrive when I have promised. In the East, I will arrive when my nearer obli-
gations (e.g. to my family) are fulfilled. In the West, I can criticise your views directly within a 
frank discussion. In the East, direct criticism is an affront to my honour and my standing with 
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my peers; it is an insult. So, in the East, one’s critique must be elliptic so that you give me the 
chance to learn from feedback without losing face. In the West, if X is not possible I will say so. 
In the East, I have no wish to appear unfriendly, so I will say yes but at the same time give you 
subtle indications that this means no.

We would do well to learn how one another’s cultures work and pursue human excellence 
respectfully within whatever culture we find ourselves to be. In the West, reliability trumps 
relationships, in the East the reverse. In the West, candour trumps appearance, in the East the 
reverse. In both cultures, our virtues are broadly the same, but are ranked differently.

FROM THEORY TO PRACTICE: AUTONOMY, DUTY AND 
CONSEQUENCE IN EAST AND WEST

 1. In the West, a very high status is put on individual autonomy. As the nineteenth century 
British philosopher John Stewart Mill said, ‘over himself, over his body and mind, the 
individual is sovereign’.21 However, our autonomy is limited by a reciprocal concern for 
the interests of others. In traditional Islamic cultures, autonomy is also valued but the 
limits are more clearly defined. In Islam, all acts relate to God’s purposes for humans, 
understood via Fiqh, analysis of Islamic law.22 However, within this framework, every 
adult has competence to take Mubah (permissible) decisions relating to their own life, 
unless there are genuine reasons otherwise.23 In Islamic cultures, this is held in balance 
with the interest of the family or group.24,25 Thus, the final locus of autonomy is less in the 
individual and more in the group, usually the family. Choices are therefore made within 
the context of family and friendship networks. (Interestingly, this shares some features 
with a feminist ethic in the West.) Therefore, there are cultural differences in the degree 
of individualism that is acceptable.

 2. Deontology seeks to judge actions themselves as wrong (contrary to our duties) or right 
(according to our duties), typically coming up with a simple duality. Islam nuances this 
with a graded spectrum from acts that are forbidden (Haram) through acts that are 
generally undesirable (Makrouh), to a broad class of acts that are permissible (Mubah) to 
acts that are preferred (Mustahab), better (Wajib) or obligatory (Fardh) (Figure 6.1).26

 3. Consequentialism seeks to judge actions according to their consequences and then 
has difficulty in determining the relevant evaluative frameworks for such outcomes, 
for example, pleasure, preference or welfare. Islam also judges actions according to 
consequences, but there are well-defined goals for action27:

 a. Preservation of life
 b. Preservation of faith
 c. Preservation of the mind and intellect
 d. Preservation of property
 e. Preservation of children and family line.

In the West, we then argue as to whether duty or consequence should take precedence. 
Islam has a long history of casuistry that can synthesise the nature and consequences of actions 

Haram Makrouh Mubah Mustahab Wajib Fardh

Figure 6.1 Categorisation of forbidden, permissible and obligatory actions.
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within a dynamic and flexible framework. Thus, our moral concerns are held in common, but 
are worked out within different cultural contexts that determine their expression.

CONCLUSIONS

Doctors and patients each live in their own tribes, each with their own culture. This is just as 
great a gulf as any geographical or ethnic divide. East and West use similar methods of moral 
reasoning that usually express the same underlying human values and human excellences 
or virtues. We do this despite different epistemological frameworks, derived from different 
world views.

In both doctor/patient tribal boundaries and ethnic tribal boundaries, we tend to assume 
that our culture is right and the other wrong, but this is usually a product of confirmation bias, 
not of sound reasoning.

When we encounter issues relating to ethical differences between cultures, take five adap-
tive steps (PETRA), which are as follows:

• Pause. Do not rush to judgement because ‘they’ differ from ‘us’.
• Explore. Analyse how social meaning is expressed and moral values ranked in both 

cultures.
• Think. Reflect on the strengths and weaknesses of both cultures in question.
• Respect. Respect the cultures of others (unless, rarely, they truly represent Singer’s 

unstable or self-destructive society).
• Adapt. Learn how to live peaceably with other cultures.

We all share a common humanity that transcends culture and that normally causes our 
morality to converge. A healthy culture and a flourishing life both need mutual understanding 
and respect.
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The ethics of complementary 

and alternative medicine (CAM)

NEVIN MEHMET AND CHRISTINE STACEY

INTRODUCTION

Complementary and alternative medicine (CAM) is a contentious subject within healthcare, 
mostly surrounding disputes regarding the quality of evidence, versus the efficacy and fer-
vently claimed beneficial effects by CAM practitioners. There is no universally agreed defi-
nition of complementary, or CAM,1,2 although common within much of the literature is the 
notion that complementary pertains to a therapeutic intervention that can be used alongside 
conventional medicine, whereas alternative is an intervention that is used instead of conven-
tional medicine.3 Baum4 discusses the use and abuse of language, citing that words such as 
‘complementary’, ‘holistic’ and ‘alternative’ used in conjunction with health have been hijacked 
by a pseudo-culture that applied transient meanings to health. For instance, proponents of 
disciplines such as homeopathy include traditionalists who require patients to stop all and any 
conventional treatments/medications and argue that reductionist medical care interferes with 
the bodies’ innate ability to heal itself – with just a little help. Such a perspective is now largely 
discredited.5,6 This raises several ethical concerns surrounding potential, emotional and physi-
cal harm on vulnerable individuals who seek out CAM at a time when they may feel distrust of 
conventional medicine or face serious illness and then follow homeopaths (or other therapists) 
due to fervent unsubstantiated claims.

Healthcare in the past two decades has increasingly focused on well-being, with patients 
taking responsibility for their own lifestyle choices as opposed to the previous paternalistic 
doctrine.7 Patient’s autonomous choices are therefore considered to be at the forefront of any 
healthcare intervention; however, whether CAM is considered an autonomous choice through 
the lens of healthcare is often disputed.8 Although CAM has been readily available for many 
years, there is a dichotomy between appropriate research and efficacy and benefits. Baum9 
states that in the current period of financial austerity, there is no significant research of the 
requisite standard available in order to make it acceptable for CAM to be funded as a core com-
ponent of current healthcare provision.

Ethical issues surrounding CAM are steadily moving into the domain of public health eth-
ics as that discipline carries responsibility for the health of the community, with the central 
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concerns of social justice and equity. At its core, public health ethics is centred on not just pro-
longing but also enhancing life by acknowledging that public autonomy is respected alongside 
the obligation to prevent harm.10

A primary concern in the UK is what appears to be almost total lack of regulation for both 
CAM practitioners and therapies.10,11 Furthermore, the continuing trend for accessing CAM 
reinforces individuals’ autonomous choices. If this is conflicting with the potential risk of harm 
to individuals, that moves CAM into the centrality of the argument of public safety. Nissen 
emphasises that respect for autonomy, fairness and justice are the most significant issues within 
the call for research into CAM, as individual choice to engage with CAM does not appear 
to be diminishing.12 Often, individuals seeking CAM support are presented with a wealth of 
information via the internet, which with no effective policing of content of the web makes any 
ability to make an informed decision to use CAM rendered inadequate.13 Therefore, regardless 
of popularity, this lack of evidence substantiating the use of CAM as a direct healing agent, 
alongside unregulated practitioners leads to concern not only in relation to harm but also in 
relation to the degree of autonomous choice.

This chapter will deal only with the ethics surrounding therapies considered to be ‘comple-
mentary’ as there is very little ethical support for denying conventional medicine and seeking 
‘alternative’ therapies.

EDUCATION, TRAINING AND RESEARCH

Increasing interest and utilisation of complementary medicine (CM) by the public fuelled the 
UK medical establishment to call for an investigation into the phenomenon, resulting in the 
Department of Health (DH) recognising that there appeared to be some value in the manage-
ment of symptoms of certain illnesses where conventional medicine had little or nothing to 
offer for complete resolution.8 The report identified certain therapies, which had a degree of 
evidence to support their use, others some potential and a few none, also highlighting con-
cerns that included lack of regulation and established education. As a result, many general 
practice (GP) surgeries sought to establish CM within their own practice9,14 and a synergistic 
relationship gradually began to emerge. An example would be the Culm Valley Integrated 
Centre for Health, which was one of the first NHS GPs to offer its patients a range of CM 
alongside traditional medical care. Dixon et al.15 pointed out that the government at that 
time stated that they wanted to develop a more flexible NHS able to respond to the needs 
and wishes of patients, allowing them to be more involved in managing their health condi-
tions by giving them more choice, which included access to therapies not considered part of 
mainstream medicine.

The juxtaposition between CM and research was tenuous as it was based predominantly on 
lower-order research such as case studies,16 which were used as justification for use17. In order 
to develop knowledge, quality research undertaken by appropriately trained professionals is 
required.18 Therefore, from the 1990s until 2006, CM worked to develop an evidence base, with 
several universities validating undergraduate and postgraduate degree programmes intending 
to seek the canon knowledge required to establish CM as a core component of modern health-
care by providing an evidence base.19 With academically trained CM practitioners, a scientific 
approach to research began to emerge, although the quantitative versus qualitative argument 
continued unabated.16

Currently, there are no BSc Hons Programmes (undergraduate or postgraduate) cited 
in the University and Colleges Admission Service (UCAS), although there are foundation 



55

Education, training and research

and Bachelor of Arts (BA) degree programmes available. The change occurred following 
Emeritus Professor Michael Baum in 2006,19 heading a group of 13 eminent names in medi-
cine, by writing to 476 acute and primary care trusts, the Lancet and the Times denouncing 
any form of CAM, citing that these were being funded at the cost of life-saving drugs and 
treatments. This criticism was primarily a response to HRH the Prince of Wales addressing 
the World Health Organisation as support for other approaches to medicine.20 The repercus-
sion resulted in the majority of universities who provided BSc degree-level programmes in 
CM either abandoning or downgrading to BA programmes. Thus, the emerging structure 
seeking an evidence base for CM almost completely ceased. The ethical, constructive and 
scientific approach should have demanded clinical research into CM instead of driving it 
back into the hinterland of care. Searching the Cochrane database for CM reveals numer-
ous trials involving one or more aspects of CM including massage for sleep in intensive 
care units21 and acupuncture for  insomnia.22 However, one commonality in these studies 
was a lack of rigour alongside numbers of participants in the trials. This highlights another 
significant issue regarding evidence for CM; unless researchers with the knowledge and 
skills to undertake such research systematically study CM, and such research is adequately 
funded then, the envious relationship between the disciplines will remain18 and any benefits 
to both patients and state-funded healthcare as a whole will be lost. The evidential trail is 
the key moral driver in that to support CM, evidence from robust research studies must 
determine availability as without such  evidence regulation is impotent and therefore public 
safety is at risk.

A further issue identified within the HoL (2000) report3 was the profound lack of regula-
tion of either practitioners or therapies. The King’s Fund was tasked by the DH to explore 
establishing a regulating body that came to fruition with the inauguration of the Council for 
Natural and Holistic Therapies (CNHC). This council would be equivalent to other health 
professional regulatory bodies with one exception: it was to be voluntary as opposed to 
statutory. The CNHC was tasked with developing core curricula for therapeutic disciplines 
alongside the provision of a register of therapists who had reached a standard of education 
and training in a recognised establishment.23 This would give both conventional practitio-
ners and the public a source of therapists who could be relied on to practice professionally 
and therefore ethically.16 Similar to the General Medical Council (GMC) and the Nursing 
& Midwifery Council (NMC), the code of ethics and performance provides all registered 
practitioners’ detailed guidance on ethical practice, with the central focus on ensuring that 
all practitioners not only practise within the realms of their own therapy, knowledge and 
expertise but also ensure that informed consent is always obtained,  ensuring respect for 
autonomy.

Although voluntary regulation may go to some lengths to ensure the aims of statutory 
professional regulation are met, as Stone and Matthews argue, this is not ideal, as when an 
individual sources a CM practitioner invariably, he or she may be unaware of the CNHC24. 
Furthermore, if dissatisfied or harmed, for example, if a therapist has made a claim that cannot 
be substantiated, a patient may complain to their usual doctor, who may also be unaware of the 
CNHC. At the time of writing, the current situation is that the National Institute for Health and 
Care Excellence intend to remove CM from their current guidance.25 While obviously a severe 
setback for proponents of CM, without evidence and regulation, little support may be garnered 
for its inclusion in a rationed state-funded healthcare system.

Irrespective of whether statutory or voluntary regulation, if a patient is unaware of how 
or where to obtain a registered and regulated (voluntary) CM practitioner, he or she may be 
exposed to some degree of harm by a rogue practitioner. The degree of harm may be physical 
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through, for example, toxicity of herbs or essential oils, indeed emotional via vulnerability and 
claims of ‘cure’, or financial via continued treatments with very little benefit.26

Therefore, an open dialogue between patient and doctor is crucial, or as Stone and 
Matthews24 argue, the risk for patients can be a result of the limited knowledge of CM pro-
viders or the limited knowledge of conventional doctors on CM that can increase the poten-
tiality of harm for patients accessing CM.

AUTONOMY AND INFORMED CONSENT

Well-being, happiness and living a good life are expectations of modern society with a basic 
premise dating back to Aristotle.7 Well-being is subjective, and Moreno-Leguizamon27 cites 
Graham28 and Diener29 that well-being is about an individual’s belief that something in his or 
her life is desirable, and the increasing popularity of individual well-being has seen an increase 
in the use of CM to promote general well-being or address symptoms of a range of short- or 
long-term conditions.7,8,22,30 Systematic reviews identified that between 2000 and 2013, average 
use in paediatrics was 46%,31 and in adults 41%32 although there has been little change since 
2000.33 Although CM is currently available on the NHS via NICE guidelines on palliative care 
and back pain, these guidelines are in the process of being rewritten with CM excluded. As 
a consequence, CM will only be available within the private sector to those with economic 
means, resulting in unequal access of CM, perhaps going against the ethical principle of social 
equity. This may result in individuals who previously accessed CM via the NHS seeking out 
private, ‘alternative’ and cheaper options, exacerbating existing public safety concerns.

Protagonists of CM probably welcome such limited access, arguing that the fewer people 
who have access might be in the best interest of individuals. However, this may not apply in all 
cases, where, for example, within fertility care, it is acknowledged that use of acupuncture may 
support women undergoing IVF or other fertility treatments by reducing their stress and anxi-
ety.34–36 This is an excellent example whereby CM can work alongside conventional medicine, 
rather than causing women to access CM solely due to limited funding opportunities within the 
NHS, and the potential exploitation of women by CM practitioners working within the private 
sector claiming to support infertility.

Recent initiatives within the NHS place heavy emphasis on the value of patient choice and 
patient-centred care, which aims to put individuals at the centre of decision-making around 
their own treatment options.16,26,27 The GMC and NMC guidelines require registrants to dis-
cuss with patients their treatment and care, and must listen to patients and respect their views 
about their health.37–39 Therefore, regard for patients’ autonomy and right to self-determination 
suggests that CM should be available if that is their choice. However, this may not be as sim-
ple as one might suggest, as if the efficacy and safety of CM is considered uncertain by doc-
tors, then conflict between, autonomy, beneficence and non-maleficence will ultimately occur. 
Kerridge and McPhee40 argue that the central concern is the possibility that conventional 
medicine practitioners may risk legal liability by ignoring the patient use of and preference for 
CM. Often, patients are aware that CM is not seen favourably by their usual doctors and this 
can potentially lead to patients exposed to harm if they choose unregulated ‘alternative’ prac-
titioners to support their health needs. With the increasing popularity of the need to improve 
well-being and lifestyle choices along with non-compliance to conventional medication, this 
may result in detrimental and harmful consequences. Therefore, knowledge and understand-
ing of CM and the differences between ‘complementary’ and ‘alternative’ are imperative for 
primary healthcare.
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Recognition of CM would provide opportunity for primary care teams to incorporate 
broader approaches balancing their own personal values alongside supporting individuals, 
developing their own models of health and well-being.25 Owen et al.41 continue that within 
the GP ‘gate-keeping’ role, advising about CM requires some familiarisation of this disci-
pline. Adler and Fosket found that when patients perceived their doctors to be respectful, open 
minded and willing to listen, they were more likely to reveal use of CM.42 Patients with cancer 
tend to be high users of CM outside of oncology units but may fail to disclose such use to 
their GPs.25 However, if using herbs or vitamins, there is potential for drug interactions; there-
fore, open doctor/patient communication about CM is crucial to maintain patient safety and 
well-being.30,42,43

Regardless of disciplinary aspects, informed consent is central to good patient care. Often 
within CM, consent, as with conventional medicine, can sometimes be assumed in the form 
of ‘tacit consent’ and by the nature in which individuals engage with CM, written consent is 
not often obtained. However, regulatory bodies such as the CNHC require that all registered 
practitioners must obtain valid informed consent prior to commencing treatment.44

Informed consent relies on three fundamental principles: that the individual has capacity, 
they must be provided with all or at least ‘adequate’ information prior to consent and provided 
with time to deliberate the information. (They should also be deciding voluntarily.) Invariably, 
CM practitioners are practising ethically, by adhering to their regulatory code of conduct. 
Unfortunately, a paucity of research and an inability to access any valid research result in CM 
practitioners relying on the limited evidence currently available, invalidating informed consent, 
even when a written consent form has been acquired.

CONCLUSION

However, there remains a gigantic gap in conventional medicine between patients who 
would like to discuss CM and primary care teams who do not talk about it with their 
patients. Dixon and Ham45 state that the NHS is facing the huge challenge of managing 
limited resources with an ageing population. They also state that a new model of care is 
crucial where clinicians work closer together to manage the chronic and complicated medi-
cal conditions to meet the needs of these patients. The integrated healthcare discussed in 
this King’s Fund document requires multidimensional working that includes all health and 
social care directed towards optimal self-care, and prevention of ill health. Therefore, an 
open dialogue between patients and all the primary healthcare team (PHCT) is key to the 
future of the NHS. There may even be a dichotomy between GPs and the rest of the PHCT 
who on the one hand acknowledge the right of patients to make autonomous decisions but 
vary in the degree to which evidence-based interventions are supported. Therefore, the lack 
of rigour and evidence of CM immediately makes any discussion including CM into a health 
and well-being care plan difficult. Regardless of when a patient wishes to include CM into 
their care plan, the PHCT although they may not be able to condone or offer CM knowledge 
of the CNHC, would remove many ethical barriers by supporting their autonomous choice, 
while reducing the possibility of harm. An unwillingness to acknowledge that patients are 
going to use CM may indirectly place their patient in harm; therefore, the onus is on the 
GP or other primary care clinician to ensure they are in a position to openly discuss CM 
even if they do not ‘like’ it and to direct the patient to where they will most safely find a 
practitioner. Patients can make poor choices and often look to PHCT for direction, where 
not knowing is not enough.
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8
The oughts of omnipractice

JOHN SPICER

INTRODUCTION

In a book on the ethics of primary care, we should consider what it is to be a generalist, or to be 
a clinician involved in generalist practice. This is partially an ontological review of the nature of 
those who practise in a generalist manner, but is also a utilitarian assessment of why we should 
have generalists in clinical practice. I will offer some analysis of the word ‘generalist’ as it is 
interpreted in various ways within the United Kingdom, and around the world. I ask, therefore, 
what generalists are and what they do; and perhaps what they should be, given the disparity of 
esteem with which they are often held.

This area has been the subject of a remarkable flowering of literature in the last few years, 
where in 2007, several Australasian authors were calling for a ‘clear mapping of the general-
ism as a philosophy of practice’.1 Writers such as Reeve, concentrating on the interpretive role 
of the generalist2; Gunn et al.,3 who consider the conceptual basis of generalism; or Heath and 
Sweeney,4 who provide a taxonomy of generalism, are all leaders in the field, and would offer 
the enquiring reader marvellous reviews of this arena in more detail. In this chapter, I will be 
concentrating on the moral aspects of this and other related material, and attempting to answer 
the question: ‘ought we to have generalists?’

The generalist/specialist divide permeates clinical practice and has deep roots. It is not 
confined to primary care, the practice of medicine or indeed clinical care more generally. 
Simplistically, it can be represented schematically thus: at the top of the cone lie the generalists, 
dealing with a larger number of diverse issues in (usually but not exclusively) less depth than 
the specialists who lie at the bottom. These latter of necessity deal in rather less diversity of 
patients’ suffering (Figure 8.1).

So, the question to be answered, in a little more detail, could be phrased as an enquiry as 
to whether those offering care, and thus a response to the human suffering presented to clini-
cians ought to be delivered by those covering a wide range of expertise, or those with a narrow, 
though deeper, range of expertise. As ever, the answer is both empirical, or evidential, and 
normative.
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GENERALISM AND PRIMARY CARE

It seems that the descriptor ‘primary care’ dates from the 1920s in the United Kingdom.5 It 
is not synonymous with UK general practice, US family medicine or the care delivered by a 
French omnipracticien[ne] though the terms are often used interchangeably. However, a broad 
description of primary care indicates a point of first patient contact, of care delivered within 
the context of the patient, of being part of the community. Just in themselves, these aspects are 
of enormous importance; removal of patient to an institution of whatever type might imply a 
(albeit temporary) loss of connectedness or even self-governance. Implicit, therefore, in defin-
ing these terms is a need to define a domain of care, or professional expertise, along with for-
mulating a specific ethics that might lie alongside.6

For reference, more modern descriptors of primary care are given by the World Health 
Organisation (WHO): elaborating patient partnership, enduring patient/clinician relationships, 
person-centredness and a community responsibility on the part of the clinician.7 However, 
interestingly, the WHO also, in a teleological bent, defined goals that primary [health] care 
should aspire to – mainly in a public health framework.8 For the WHO, the extra word between 
primary and care above delineates the wider health promotion context.

If point of first contact matters, then arguably, generalist practice is well-served to con-
front and deal with the clinical content underlying that first contact. By its nature, it calls 
for a clinician who can cover a lot of ground: an ‘omni-practitioner’ as it has been termed in 
the French style.

In a manner of speaking, the picture of a clinician situated in her community responding to 
her ill patients of various types, and offering an intervention which is designed to relieve that 

Breadth of care

Depth of care

Generalism 

Specialism 

Figure 8.1 A cone of care representing ‘suffering’ of patients.
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human suffering is an attractive ethical model. Whether that clinician is medically trained or 
not may well not matter to the delivery of the aims above, as long as they are delivered. By any 
measure, to take one of the descriptors above, person-centredness in the clinical interaction 
is morally good whether the ethical reasoning is utilitarian (a better outcome usually ensues), 
deontological (as it is consistent with respect for persons) or virtue-based (as good character 
traits are revealed).9

SCOPE

In one view, the distinction between generalist and specialist practice is merely compara-
tive; paediatricians and geriatricians could reasonably describe themselves as generalists, 
given that they care for patients with a broad range of conditions. However, these profes-
sional groups only care for children and older people, respectively. That said, a trend away 
from super- specialisation is currently detectable in UK secondary care circles, back towards 
perhaps the ‘general medical’ hospital practitioner10 in the aim of better secondary care over-
all. Perhaps also relevant is the tacit notion that the more ‘super’ a specialist is, the more 
expensive to train and more difficult to re-tool him or her also is. (Of late, for example the 
need for cardiothoracic surgeons has diminished as less invasive therapies have supplanted 
their work.) However, the ‘complete’ generalist would cover patients of any age, and has his-
torically done so. Primary care nurses, where their roles are so defined, would have a similar 
scope of practice, and ideally work in multi-disciplinary teams with their medical colleagues. 
Such definitional issues are not merely an abstraction, as they seem to have real value for 
patients. For example, the notion of first contact being with a clinician who is known, what-
ever the nature of the presenting issue, is something patients prefer, whether or not specialist 
care needs to be invoked.11–13

Allied to this notion of first contact is the potentially undifferentiated nature of the people 
and problems that present themselves to generalists’ ‘front doors’. However, in generalist 
terms, the wide scope of presenting issues is the essence of the job, an essence which general-
ists ought to embrace. To deal with a smaller number of medical problems may be more com-
fortable for the practitioner, and the magnification of view is more impressive but it inevitably 
excludes what surrounds the magnifier’s field.14

CONTINUITY

Similarly, after first contact, patients prefer to deal with clinicians who know them, or better, 
where they know each other. This has implications for the quality of care, the value of the 
relationship and clinical outcome in increasingly fragmented health systems.15,16 At first sight, 
the value of continuity may be assumed to be more relevant in the care of serious or long-term 
conditions, but doctors at least hold that value in minor problems too.17 What these notions 
have begun to illustrate in recent years is that there is a body of practice, theoretically and 
practically, that has been described as relationship-based medicine, building on the relational 
continuity between clinician and patient.18 As such, this personal aspect to continuity of care 
should be differentiated from the continuity illustrated organisationally or in virtue of the infor-
mation held about a patient by that organisation.19 In any event, there is increasing evidence 
that continuity of care is associated with better clinical outcomes, perhaps mediated through 
accumulated knowledge (of the patient, by the clinician) over time.20 In an idealised version, 
what is engendered in this long-term continuity is a species of trust21 between clinician and 
patient. Idealised perhaps because like any long-term relationship, that between primary care 
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clinician and patient is not invulnerable, and subject to stress, or even rupture. Where there is 
a difference of view that cannot be rationalised, or a refusal of treatment held to be implausible 
or non-indicated, it may break down.22 That it does not more often is perhaps surprising.

CONTEXT

Generalist clinical practice, in the terms of an omnipractitioner, necessarily describes care 
of patients in their own contexts, a descriptor which can be drawn widely. Often, care is 
delivered at the home, meaning a residence, a residential facility or other similar situations. 
Generally, care is delivered in these community facilities rather than the highly technical 
environment of the hospital. Essentially these are geographical sites, but of more impor-
tance is the social context within which care is delivered: and of crucial import is the family. 
As mentioned above, some countries refer to their primary care as family medicine for this 
reason – the same clinician or team of clinicians deliver care to the whole family, whether 
nuclear, extended or fragmented.23,24 It might be thought rather archaic to define a mode of 
clinical practice by reference to those small groups to whom it is targeted. However, human 
society is still mostly lived in small aggregates of individuals, with whom we may even 
subsume some of our decision-making, so it does appear logical to deliver primary care on 
that basis. Readers may note the slightly messy descriptors of site and function here: commu-

nity, primary, family and general, all overlapping in interpretation and meaning. This impreci-
sion represents the real world of care delivery and context and perhaps should be celebrated 
rather than eschewed? Certainly, a good primary care clinician should have knowledge of 
the health and well-being factors appropriate to other members of the presenting patient’s 
family if only to understand more of his story. Thus equipped, he or she may be better able 
to deliver good care.

ROLE

There are aspects of generalist practice that mark it out from specialist practice, not exclusively 
present, but common enough to describe. Generalists often are unable to make traditionally 
specific diagnoses, but are nonetheless able to deliver safe care in this uncertain context. It 
implies a need to be able to tolerate uncertainty and communicate that fact competently to the 
patient in question.25 This is often in a clinical context of multimorbidity, where inevitably the 
care of the patient is more complex than single illness presentations. In addition, the modern 
primary care clinician will need to have skills in health promotion, rehabilitation and popula-
tion medicine as well as the patient-directed ‘curative’ activities described hitherto. Reeve, one 
of the greatest thinkers in the field, uses the term ‘interpretive medicine’ to describe a skill 
founded on individual judgements made by generalist doctors in applying evidence from single 
condition trials to the multi-morbid patient in question. (It is similar, though not identical, to 
Toon’s description of the interpretative role articulated in 1999.26) It is a version of handling 
the uncertainty in interpreting population-based research to the individual, and a key gen-
eralist skill.27,28 It may even represent an intuitive approach rather than a formal, declarative 
approach.29 So, what begins to emerge is a kind of professional identity specific to generalist 
practice; an identity forged not simply on what the clinician does but also on what he or she is. 
As such, he or she may even develop traits analogous to virtues in the discharge of general-
ist practice – and by example, the toleration of uncertainty and the embracing of complexity. 
Various other authors have contributed to this area over the years, almost too numerous to 
elaborate, although Balint, Heath and Misselbrook all merit further exploration.30–32
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A CASE EXAMPLE

It is easy to understand Doris’ reluctance, given the possibility of her late husband’s experi-
ence. In the end, the better decision is that founded on her autonomous thinking, informed as 
it should be by her own assessment of her best interests. A purely evidential account would say 
that she should take anticoagulants, but that may be inconsistent with her view, even if it is seen 
as unusual. She may have a predominantly emotional response to the decision founded on her 
recent bereavement and fellow feelings to her husband’s experience.

So, the role of the GP is to mediate all of this, and it is a role with which all generalists are 
familiar. Is Doris harmed by her non acceptance of an evidence-based treatment? Clearly, she 
might be so harmed, though it is in a more nuanced research context than may be thought 
at first; in a recent review, 1 in 25 were helped (strokes prevented) and 1 in 25 harmed (by 
bleeding) but 1 in 384 seriously harmed (by intracranial bleeding). Each of these figures 
needs careful translation to the patient, and careful interpretation thereafter. Each of these 
latter processes might be considered in a highly objective manner by Doris and her clinician, 
but the end result cannot be but subjective: it is Doris’ cardiovascular system and thus she 
has dominion over any pharmaceutical modification thereof. It may be that the clinician’s 
view is different to Doris’, dramatically so perhaps, and the role of her trust in her clinician 
could be very important. Braunack-Mayer describes this aspect perceptively as ‘… a vehicle 
for the exploration of fears and concerns that otherwise might go unvoiced’.33 As previously 
noted, that trust relationship is something matured over time, and difficult to establish in 
the early stages of a clinician–patient relationship. Trust thereby neatly mirrors an aspect of 
decision-making described by Brody and others, as a process not given as a point in time but 
something that evolves as the patient perspective matures too, and thus more representative 
of a fully founded view. It is essentially collaborative and in a case like Doris’ that need is 
self-evident.34 The collaboration is yet more graphically illustrated by consideration of the 
uncertainty of the potential benefit. Doris and her clinician cannot know if she would fall 
into the group harmed or helped by the putative intervention; in an ideal world perhaps her 
decision-making would be assisted if she knew which would happen, given the treatment 
as it is. Perhaps, genomics will give her the answer in a few years’ time. However, the point 
as issue here is the sharing and support her clinician can give her in the management of the 
uncertainty of her possible options. In this and other similar clinical contexts, the generalist 
must be at least comfortable to practice.

Such dilemmas are amplified even more where the potential intervention is as a result of 
screening, as opposed to therapeutics. For example, primary care teams – usually doctors and 
nurses but potentially many other members – could contribute significantly to the prevention 
of the adverse consequences of hypertension, and already do. In the UK work could reap even 
greater preventative rewards if it mirrored, for example, the detection and treatment levels 
achieved in Canada,35,36 where hypertension control has increased from about 13% to 65% 
between 1992 and 2002. To achieve this is a laudable population health outcome, of a utilitar-
ian stripe, that hinges on the sum of the individual detection, diagnosis and treatment efforts 
between clinician and patient, where symptoms are absent.

Doris is 70 years old. She lost her husband to a stroke 3 years ago. Her doctor suspected a cerebro-

vascular haemorrhage soon after starting anticoagulant treatment for atrial fibrillation (AF). Now Doris 

has AF and they are discussing therapeutic options. The haematologist is recommending similar treat-

ment on an evidential basis. Doris is not persuaded and would rather take some aspirin.
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CONCLUSION: A FEW SALIENT ‘OUGHTS’

Firstly, we should consider further the nature of the trust relationship between clinician and 
patient. It is axiomatic that trust should exist in order for a productive outcome to occur, and 
where there is a long-term relationship trust might be further engendered than where it is 
not present. Over time, a patient may see many specialists for many isolated conditions, in 
a time-limited way, but eventually will return to his or her generalist for continuing care. To 
do so implies a positive use of trust; it confers a responsibility on the generalist and a reli-
ance on his or her integrity or ability. Such trust might also extend the benefit of generalist 
care to prevention too. Preventative work is a core function of primary care, even if is not 
discretely part of the ‘cone’ above.37 However, to argue that trust is augmented by long-term 
relationships is to imply that trust is earned over time – perhaps by the demonstration of 
benefit or satisfaction for patient. And as O’Neill reminds us, trust is properly co-located 
with respect to the autonomous decisions of patients, in a modern conception of clinician–
patient relationships.38

It could also be said that a trusting relationship is fostered by the care of patients in many 
differing clinical circumstances, neatly summarised as crossing social, physical and psycho-
logical boundaries. Lest this statement be taken merely as an assertion, the issues can be 
researched empirically, difficult as it may seem. We know, for example, that ‘being taken seri-
ously’ and involvement in decision-making enhance confidence and trust in a primary care 
clinician.39 This would seem entirely consistent with generally accepted constructions of 
autonomy in medicine, where the clear transmission and sharing of information is held to be 
of great importance to the delivery of ethically sound care. In the elaboration of that patient 
autonomy, a long-term trusting relationship implies that the generalist will be an advocate for 
his or her patient in all the various specialist encounters that may occur. Such advocacy may not 
be comfortable ground to hold in the face of specialists working at the apex of the ‘cone of care’ 
but it is a well-described and valuable function.

Secondly, there is an important, if uncomfortable, issue around the status of the generalist. 
Traditionally, more value has been attached to the work and role of the specialist vis-a-vis 
the generalist. This is not unique to doctors or other healthcare professionals40 and was also 
described in UK civil servants in 1968. From a similar era, Lord Moran famously charac-
terised UK general practitioners as those who had fallen off a ladder to the heights of spe-
cialism.41,42 It is not immediately clear why this status differential should have come about, 
though there is little doubt that it is there and may diminish with increasing  experience.43 
One possible explanation originates in the way that undergraduate schools prize special-
ised knowledge and care over all others, stimulating lifelong attitudes about professional 
identity. What can be argued forcefully is that interprofessional turf wars of this sort do 
not do patients any good, and collaborative approaches do.44 So that where relationships 
between generalists and specialists sharing care exists are good, better patient outcomes 
can be assumed.45,46

This brings the discussion on to the third aspect we should consider: that of benefit, or its 
converse, harm. It is axiomatic that clinicians should bring about benefit to their patients, or as 
it has been put more demotically above, to do them some good. Most medical research is about 
the benefit various treatments may or may not bring about. We have already seen how one role 
of the generalist is to interpret research usually of a population-based nature, to the individ-
ual patient. Clearly, such an interpretation implies a set of communication skills, of an almost 
translational type. That the generalist should be skilled not only as a fixer of problems but also 
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as an interpreter, a witness to suffering and bridge between the technical and the personal 
world is a sentiment argued powerfully in recent years. It is a role applicable to all clinicians to 
a lesser degree, but certainly to those whose work lies within the parameters of this chapter.47,48

Finally, moving from a consideration of the individual patient and his or her interactions 
with the primary care clinician to the larger issues of the generalist’s responsibility to the com-
munity, it seems from epidemiological work that a health system that integrates generalist 
care well improves everyone’s health. Such a claim is predicated on assumed improvements 
in health equity, cost efficiency and public health. Given a generally agreed perspective49 on 
the empirical evidence in this area, this is no small claim for the support and continuation of 
primary care as the vital part of any healthcare system. What is most appealing ethically is the 
apparent direct connection between the descriptors of primary care as listed above (first access, 
care co-ordination and person-centred care) and the larger-scale population health outcomes.

To summarise, there ought to be generalists, whose natural home is primary care, for all the 
evidential and normative reasons explored all too briefly above, and healthcare systems ought 
to support the development of generalist care similarly. Whilst the largest literature on the sub-
ject concerns doctors, the same arguments would support non-medical generalists. This latter 
fact has been observed in the more isolated parts of, for example, the United States for many 
years, and not more and more recognised in Europe too.

The ought should therefore be an is, before too long.
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Micro-ethics of the general 

practice consultation

ROGER NEIGHBOUR

Crucial ethical decisions (arise) in those clinical decisions which at first sight appear to be 
the simplest and most straightforward.

Paul Komesaroff1

One’s philosophy is not best expressed in words; it is expressed in the choices one makes … 
and the choices we make are ultimately our responsibility.

Eleanor Roosevelt2

Let me at the outset declare a personal position. I come to this topic not as a professional 
ethicist, nor even a particularly keen amateur one. My career-long fascination has been with 
the process of the doctor–patient consultation: its minutiae and subtleties; the way it straddles 
the concrete and the ineffable; and the extent to which it is a microcosm of the wider world of 
human relationships. I am also at a time of life when I am no longer afraid to sneak up behind 
the orthodox ethical establishment and shout a disrespectful ‘Boo!’ in its ears.

Underlying this chapter is a perennial question: ‘Is the devising of a code of medical ethics 
a top-down or a bottom-up process?’ Are general ethical principles pre-determined like statu-
tory laws, thereafter to be uncompromisingly imposed on specific situations? Or is the general, 
as in case law, to be inferred from multiple examples of the particular? As with most either-or 
questions, the answer is ‘neither; and both’.

Hippocrates, as revealed in the famous oath (see Appendix), which was an early attempt to 
codify the rights and wrongs of professional practice, was clearly a bottom-up man.

“will teach medical students for free”, subscribers to his oath are required to promise, and,
“I’ll support my own teacher, including financially, in his old age”. (I like that part.)
“I will not perform abortions or euthanasia”. (Some of us may wish to renegotiate those 

clauses.)
“Lithotomy I gladly leave to the surgeons. And when I make house calls, I won’t seduce the 

servants.”
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Only two of Hippocrates’ bullet points are generalisations

“I will treat patients to the best of my ability and to their benefit”

and

“I will maintain patient confidentiality”.

The hope has long been cherished that the complexities of the human condition might prove 
reducible to a convenient handful of universal principles, the ‘doctrine of the four humours’ 
being an early example in the history of medicine.* Traditional medical ethical teaching to 
this day is encapsulated in the four well-known precepts articulated by Thomas Beauchamp 
and James Childress, and popularised in the United Kingdom by Raanan Gillon: autonomy, 
beneficence, non-maleficence and justice.3,4 So fond are we nowadays of the rule and the guide-
line that the average doctor, challenged as to whether his or her practice is underpinned by 
any ethical framework, seldom looks any further than this ‘motherhood and apple pie’ tetrad, 
which actually amounts to little more than ‘Do as you would be done by’. However, just as the 
doctrine of humours became unsustainable in the face of observation and experience, so too, 
I suggest, do the shortcomings of the ethical ‘big four’ become apparent when tested in the fast-
moving and unpredictable arena of the consulting room. It is my contention here that ethics on 
the ‘micro’ scale of the individual consultation, the torrent of moral choices thrown up by the 
ebb and flow of dialectic between doctor and patient, obliges us to ponder and challenge some 
of our personal values at a level below the resolution of conventional ‘macro’ ethics.

There are important differences between ethical issues on the macro and micro scales, sum-
marised in Table 9.1.

* ‘Doctrine of humours’ – the belief, dating from Hippocratic times and persisting at least into the 
 eighteen th century, that health required a balance between four bodily fluids: blood, black bile, yellow 
bile and phlegm.

Table 9.1 Comparison of macro- and micro-ethical issues

Macro-ethical issues Micro-ethical issues

Weighty questions of public interest and lasting 

general application

More mundane, usually of only local, personal 

or temporary significance

High stakes, high impact Lower stakes, low impact

Reflect dilemmas in values of society at large Reflect alternatives in personal values or 

attitudes

Often slow to present, and can be anticipated 

from known developments or trends

Arise in ‘here and now’ time, in response to 

immediate and unpredictable circumstances

Slow-moving; can afford to be resolved at 

leisure, by debate and consensus, in public

Fast-moving; have to be resolved immediately, 

in private, by the individuals concerned

Resolution clarifies ‘what is right in principle’ Resolution suggests ‘what is best under the 

circumstances’

Consistent across cases Case- and context-specific

High persistence, extensive legacy Low persistence, local legacy
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AN EXAMPLE OF MACRO-ETHICS

As I write (October 2015), world attention has been drawn to the case of ‘C’, a 10-year-old girl 
irretrievably brain-damaged from birth. C’s loving parents have arranged for her growth to 
be permanently attenuated with hormonal treatment, in order to keep her small enough for 
them to be able, as they age, to continue caring for her into her adult life. Media pundits have 
been largely critical of the parents’ decision, and of the doctors who implemented it, invoking 
the familiar four ethical principles. C’s treatment, they maintain, breaches her autonomy, in 
that she did not consent to it, and her consent may not be assumed. Benevolence and non- 
maleficence, according to the critics, require that C not be submitted to treatment that distorts 
her normal development simply for the convenience of others. The principle of justice, they 
argue, alerts us to the danger that the precedent set by C’s case jeopardises the future care of 
other patients with similar, or indeed lesser, degrees of handicap.

Yet, the same four principles could support an equally cogent case for the opposite point of 
view. Since C is incapable of understanding her situation, consent can only be given by those 
legally responsible for her and best placed to construe her best interests, namely, her parents. 
Normal growth would not add to her happiness, and would in time impair the ability of her 
parents to manifest their love for her. Other family members also have their wishes, needs and 
rights; and justice requires these, too, to be factored into any decision.

C’s case well illustrates the macro-ethical issues shown in the left-hand column of Table 9.1. 
It encapsulates a high stakes and increasingly common moral dilemma. Because it resonates 
with the predicaments of other patients in persistent vegetative state, its implications need to 
be considered thoughtfully and in depth by a wide range of stakeholders. However, we have to 
conclude that macro-ethics, while furnishing a useful framework for discussion, does not itself 
lead to any incontrovertible decision about what is right or wrong, either in principle or in C’s 
particular case. The ethical big four, for all their good intentions, offer C’s family little help in 
their personal agony.

MICRO-ETHICS IN PRACTICE

As an example calling for the nimbleness of a micro-ethical approach, an apparently unremark-
able consultation in general practice will serve. Jane D, aged 55, whom you, as her GP, have 
treated a few times for minor illnesses, comes to see you. She enters the room timidly, look-
ing depressed and anxious, unlike the cheerful person you remember from previous  occasions. 
At virtually every turn, your conversation releases a cascade of micro-ethical dilemmas – rapid-
fire, small-scale, low-impact moral choices that have to be made immediately, in real time, 
by you and you alone, and relevant only to you and your present patient.

Let us eavesdrop on this consultation, and reflect on some of the micro-ethical issues (MEIs) 
as they occur. Jane D begins:

Patient: ‘Good morning, Doctor’.

MEIs: Will you respond with ‘Good morning, Mrs D’ or ‘Good morning, Jane’? Your choice of 
a formal or a more intimate greeting imposes your own expectations of the nature of 
the doctor–patient relationship: business-like and emotionally neutral, or parent–
child, or friend-to-friend. The patient’s interpretation of these signals may induce a 
mind-set in which some parts of her agenda (as yet unknown) could be facilitated 
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or inhibited. The ‘autonomy’ issue of who controls the agenda is heightened by your 
choice of follow-up: ‘How can I help?’ or ‘What seems to be the problem?’

Patient: ‘I, er … I’m getting these headaches’.

MEIs: You could (under the rubric of ‘non-maleficence’ and to avoid missing serious physical 
pathology) choose to coerce this presentation into the medical model with a closed 
question such as ‘In what part of your head do you feel them?’ Or you could allow the 
patient the autonomy of directing her own narrative with an open question such as 
‘Tell me more about the headaches’. Alternatively, under a ‘beneficence’ flag of truth-
telling and truth-exploring, you might opt to follow your intuition by saying ‘I think 
you look rather sad’. This latter may ultimately prove more fruitful; but do you have 
the right to say in effect ‘I know better than you what you need to talk about’?

A little later:

You: ‘Would you like to tell me why you feel so sad?’

Patient: ‘No, I don’t want to talk about it’.

MEIs: Is the customer always right? The patient’s right to privacy and non-disclosure is at odds 
with your professional experience that talking about an emotional problem is usu-
ally helpful. ‘First do no harm’, we are told. But which is the greater harm: to push 
the patient into an area of temporary discomfort or to deny her the benefits your 
clinical acumen may lead to? For you to collude in ignoring cues to hidden agenda 
may result in inappropriate and possibly damaging investigations and treatment, 
in somatic fixation, and in the wasting of precious health service resources. It may 
be possible – and indeed, a tribute to your consulting skills – for you to persuade 
her to change her mind and consent to some psychological exploration. But would 
it be ethically right for you to do so? Would this not just be manipulation of a kind 
 usually associated with the used-car salesman?

  Unbeknownst to Jane D, her daughter has written to you ‘in confidence’, tell-
ing you that Jane’s husband is a violent alcoholic. Husband and daughter are also 
patients of yours.

MEIs: How far are you bound by the daughter’s expectation of confidentiality, if the only way 
of raising such an important issue with today’s patient is by breaching it? Does your 
duty of care to Jane override your duty of confidentiality to the daughter? What 
are the husband’s rights? What if you suspect there might be criminal domestic 
 violence, or children at risk?

A few minutes later:

Patient: ‘You’re right, doctor, I am depressed. Do you think some vitamins would help me?’

MEIs: On the face of it, this is a simple question, to be answered with a truthful and evidence-
based ‘No; vitamins don’t cure depression’. However, the placebo effect, aligned with 
Jane’s expectations and amplified by the authority endowed by your professional sta-
tus, might be no less effective, and considerably safer, than a pharmacologically active 
alternative. Is truth-telling more important than beneficence and non- maleficence 
in this case? Prescribing a conventional antidepressant itself raises ethical issues. 
How, and how much, will you explain about risks and benefits? Should you prescribe 
generically or by brand? To whom do you owe the greater loyalty, the treasury or the 
pharmaceutical company who funded a drug’s development? If there is a local pre-
scribing policy, how far are you, an independent professional, bound by it?
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Patient: ‘And could you sign me off work for a couple of weeks? Only, could you put it down to my bad 

back, not depression? I don’t want them thinking I’m a mental case’.

MEIs: Your immediate reaction might be a slightly sanctimonious ‘I won’t tell an untruth on 
an official document’. But what is the truth here? That Jane D doesn’t have a bad 
back (though she could easily say she did)? Or that your patient’s interests are best 
served by a period of respite without the stigma she, probably correctly, anticipates if 
you put the demands of your own conscience above her right to manage the way her 
colleagues perceive her? Would there be a victim, apart from the national  disease 
statistics, if you colluded with her in a beneficent white lie?

  You notice your computer is reminding you to check Jane D’s blood pressure and 
smoking status for QOF purposes.*

MEIs: Are you justified in imposing this agenda of your own onto the consultation, conflict-
ing as it does with the patient’s own priorities? Non-maleficence says you should 
not; the principle of justice, on the other hand, requires all doctors in the practice to 
contribute equally to meeting performance targets, for the financial benefit of all.

Patient: ‘By the way, when I saw your partner last week I thought he smelled of whisky’.

And so on. I don’t suggest that this ethical soap opera is typical of every consultation, thank 
goodness. However, it is plausible enough to show how even the most humdrum consultation 
unfolds moment by moment within a complex and ever-shifting moral landscape. The image 
I have is of the doctor as a small interplanetary body, like an asteroid, on a meandering path 
through ethical space, and periodically coming within the gravitational field of one or other of 
the ethical ‘giant planets’ like justice or truthfulness or autonomy, which alter the consultation’s 
trajectory as it hurtles on its way without ever bringing it into a stable orbit (see Figure 9.1).

* QOF – Quality and Outcomes Framework, part of the United Kingdom’s general medical services con-
tract introduced in 2004, linking elements of GPs’ remuneration to their performance as measured 
against a range of clinical and administrative targets.

Non-
maleficence Conflict
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Freedom
of choice

Truth-
telling
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νs. doctor-

centredness
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Figure 9.1 The consultation’s path through ethical space.
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Micro-ethical issues arise, and have to be resolved, on a more parochial scale than their 
macro counterparts, below the radar of public attention (see the right-hand column of Table 9.1). 
They are never going to make headlines, unfolding as they usually do in private between an 
individual doctor and an individual patient. Although of immediate real-time importance to 
both parties during the 10 or so minutes of the consultation, their implications rarely impact on 
other doctors, or other patients. They are so fleeting and fast-moving that, practically, they can 
often only be identified and considered in hindsight. Yet, the cumulative effect of micro-ethics 
on the doctor–patient relationship, the mutual trust within which all good medicine needs to 
be practised, may be profound.

ETHICS IN FUZZY-LAND

Comparing macro- and micro-ethics, it seems to me that there is a parallel with the differences 
between how specialists and primary care generalists approach their clinical decision-making. 
Specialists like to deal in certainties; specialist practice is the rigorous pursuit of a definitive 
diagnosis, on the basis of which a clear-cut, evidence-based management decision can be 
made. We generalists, on the other hand, live most of our professional lives in ‘fuzzy-land’. The 
problems we deal with are characterised by:

• Uncertainty: We may have to make decisions on the basis of incomplete or unreliable 
information.

• Atypicality: The individual patient’s problem is seldom an exact fit with the textbook 
example.

• Co-morbidity: Patients often have multiple problems, whose ideal solutions may conflict 
with each other.

• Complexity: The patient’s physical condition is affected by multiple psychosocial and 
cultural factors, not all of which we can identify, let alone control.

• Indeterminacy: Problems in primary care are often ‘fuzzy’, that is, they are hard to 
analyse, and respond unpredictably to intervention.

These are the hallmarks not just of our clinical world but also of its micro-ethics as well. 
Most of the ethical questions running through our consultations display:

• Uncertainty: There is not enough time fully to explore their implications.
• Atypicality: They seldom reduce to a clear-cut example of an established ethical principle.
• Co-morbidity: They usually have several ethical components, often conflicting.
• Complexity: Their origins and ramifications can be obscure, often involving inaccessible 

parts of the doctor’s or patient’s background.
• Indeterminacy: They are hard to articulate, often going unrecognised or unexpressed, and 

their consequences are hard to predict.

There are further parallels between the specialist and the generalist approaches to clinical 
and ethical decision-making. Traditional medical education teaches us the ‘medical model’, 
whereby the patient’s presentation of symptoms is followed by history-taking (specific and 
general), examination and investigations, leading to a diagnosis and hence to treatment. 
Conventional macro-ethics, based on its four cardinal principles, is similarly methodical in 
its pursuit of moral certainty – systematic, rule-based, painstaking and time-consuming. 
However, in the fuzzy-land of general practice we have learned, in the face of time pressure and 
clinical uncertainty, to do things differently. While the full medical model remains a fall-back 
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‘strategy of last resort’, in order to function in real time in the everyday world, we use other, 
quicker diagnostic strategies such as:

• Pattern recognition
• Hypothesis testing (‘try it and see’)
• Probabilistic thinking
• Heuristics (hunches, rules of thumb)
• Phronesis (the acumen that comes with experience).*

Within the time constraints of a single consultation, our ethical decision-making of neces-
sity takes similar shortcuts. Over time, we evolve a personal consulting style, unique to us not 
only in its clinical and communication aspects but also in its ethical underpinning. We build up 
a repertoire of familiar responses we habitually make to the ethical nuances of the consultation. 
We learn to perceive and interpret ethical cues subliminally, without always realising that they 
are cues to ethical issues; and for much of the time we respond to them on moral auto-pilot. Our 
assumptions about how ‘autonomy’ and ‘beneficence’ apply to the particular patient in front of 
us derive largely from our previous experience of that patient, as well as from more question-
able cues to the patient’s ethical competence such as their social status, cultural background, 
educational level or language ability. We may subtly influence the patient’s right to choose 
by how we present the available options, particularly if the patient looks likely to choose the 
‘wrong’ one. ‘Justice’ and ‘equity’ can take on different meanings according to our position on 
the political spectrum. Our concept of what constitutes ‘truth-telling’ is progressively honed by 
the success or otherwise of our previous attempts at openness.

In short, we do what we usually do for no better reason than that we have grown accus-
tomed to doing it. I’ll not claim that this ‘on the hoof’ approach is the right, or even an accept-
able, basis for ethical practice. However, I believe it reflects reality as experienced in over a 
million GP consultations every day in the United Kingdom.

PRINCIPLISM OR CONSEQUENTIALISM?

Conventional ethical wisdom distinguishes ‘principlism’ – the pursuit of moral clarity based on 
axiomatic a priori moral principles – from ‘consequentialism’, which assesses the moral recti-
tude of an action according to the overall good or harm it leads to. T S Eliot showed himself a 
principlist when he proclaimed it

… the greatest treason:
to do the right deed for the wrong reason.5

Micro-ethicists, on the other hand, are firmly in the consequentialist camp. As Truog and 
his colleagues point out, the individuals involved in an ethically ambivalent consultation view 
it in terms of conflicting responsibilities and priorities rather than moral imperatives.6 In the 
consulting room, the particular trumps the general.

The distinction between what we might call ‘public’ macro-ethics and ‘private’ micro-ethics 
extends to the different language we use in each context. On the larger stage, where big issues 
are at stake, we tend to talk of ethical ‘questions’ (which term implies the existence of answers) 
or ‘dilemmas’ (which suggests that moral issues are binary either-or matters of right or wrong, 

* For a full account of this topic, including heuristics and phronesis, see Ref. 7.
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black or white, with no intermediate shades of grey). When speaking of the more intimate set-
ting of the consultation, however, we use softer and more consequentialist language, and talk 
instead about ‘personal values’, ‘judgement’ and ‘choice’. If macro-ethics is the pursuit of what 
is definitely right, micro-ethics will be satisfied if it can feel its cautious way towards what is 
probably the best thing to do under the circumstances.

Principlism has its four universal pillars – autonomy, beneficence, non-maleficence and 
 justice – on which the moral weight of macro-ethics securely rests. Micro-ethics – the ethics 
of the one-to-one and the here-and-now – has only the moral code of the individual doctor to 
rely on. It would be convenient if the latter were constant and consistent for all doctors; if every 
patient could be sure that the value system of every doctor had been quality assured; if the 
multitude of ethical nuances that influence the course and outcome of every consultation could 
be documented and scrutinised like a temperature chart. This, of course, is impossible. Every 
doctor has his or her own unique set of values, attitudes, beliefs, assumptions and predisposi-
tions, many of which originate and operate below the threshold of conscious awareness. For the 
most part, they only reveal themselves moment by moment in the fine detail of the thoughts, 
words and behaviour that emerge once the consultation is under way.

It is in the detail of individual variation between doctors that both the strength and the 
weakness of the micro-ethical approach lie. It is a strength that patients can select from a range 
of approaches until they light upon one that suits their own preference. Just as patients like 
to be treated as individuals, so too do they appreciate their doctors’ freedom, within limits, 
to express their individuality through idiosyncrasies of consulting style. However, the same 
freedom that allows creative ethical variation also allows the possibility that an occasional 
rogue doctor’s values will be at serious odds with one or other of the accepted cardinal moral 
principles. To take an extreme example, the price of ethical pragmatism is an occasional – a very 
occasional – Harold Shipman.*

The freedom to be ethically self-sufficient at the micro level lays upon doctors a responsibil-
ity to ensure that their personal values are reliably compatible with patients’ well-being. As we 
have seen, micro-ethical issues cannot be explored or resolved in real time. They are only open 
to examination before or after they have been expressed in real-life consultations with dis-
tinctly non-hypothetical patients. So how is this to be done? I cannot add to the established 
educational methodologies of case discussion, feedback and reflection. However, I hope that 
awareness of the micro-ethical dimension in the consultation will emphasise how important 
this strand is in the education of doctors at every career stage. In primary care, clinical practice 
teaches us to be humble in the face of human complexity and human frailty, and that’s not a 
bad lesson for ethicists as well.

APPENDIX: THE HIPPOCRATIC OATH8

I swear, by Apollo the Physician, and Aesculapius, and Hygeia, and Panaceia, and all the gods 
and goddesses, making them my witnesses, that to the best of my ability and judgement I will 
keep this oath and covenant.

To reckon him who taught me this art as dear to me as my own parents; to share my own 
belongings with him; if he is in need of money, to give him a share of mine; to look upon his 

* Harold ‘Fred’ Shipman (1946–2004) was a GP who murdered at least 250 of his patients over a 23-year 
period whilst preserving the appearance of a devoted family doctor. Four years into an indeterminate life 
sentence, Shipman hanged himself in Wakefield prison.
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offspring as if they were my own brothers, and to teach them this art, if they so wish, without 
fee; by precept, lecture and every means of instruction I will teach the art to my own sons, and 
those of my teachers, and to other pupils who have agreed to be bound by the laws of medicine, 
but to no one else.

I will apply such therapeutic measures as, to the best of my ability and judgement, I consider 
to be for the benefit of my patients, and to abstain from anything that is harmful or mischievous.

I will neither administer a deadly drug to anyone who asks for it, nor will I make a sugges-
tion to this effect. Similarly, I will not give a woman a pessary to induce abortion. In purity and 
holiness I will live my life and practise my art.

I will not cut any person for the stone, but will leave this to be done by men who are practi-
tioners of this work.

Whatever houses I visit I will enter for the benefit of the sick, and will abstain from every 
intentional act of mischief and corruption, including the seduction of any woman or man, be 
they free person or slave.

Whatever I may see or hear touching on people’s lives, whether or not in the course of my 
professional service, which ought not to be made public, I will not divulge, reckoning that such 
matters should be kept secret.

As long as I keep this oath inviolate, may it be granted to me to enjoy life and the practice of 
my art, and to be respected by all men at all times. But if I transgress and break this oath, may 
the opposite be my fate.
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consultation

RAFIK TAIBJEE

This chapter will focus on the concept of informed consent in what is an everyday situation 
which we may not give much thought to; should a healthcare professional (HCP) explain all the 
risks and benefits of the tests, and gain specific and explicit consent from John to having them 
done? I will focus more on the ethical and pragmatic solutions and less on the law, in part as the 
law offers few answers, because such an unremarkable situation is yet to be legally contested. 
I will not consider capacity as John is assumed to be an adult who is fully able to consent, being 
able to receive the information, retain it long enough to make a decision, and weigh it up and 
communicate his decision.

With increased medical knowledge comes a responsibility to use this judiciously and ensure 
the patient wants to go on a journey of discovery with the HCP. I come across elderly patients 
who see death as an inevitable thing and who would rather remain ignorant of any impending 
suffering or death. They may want to remain positive and would find it difficult if their loved 
ones expressed anxiety and fear for them. There are many tomes on what to say or do when 
it comes to resuscitation, or life support machines, or consent to research trials, but these are 
rarer events. I hope to convince the reader that there is an ‘ethics of the ordinary’ we need to 
consider. Much has been written about whether HIV testing requires special consent proce-
dures, but this was rather more in the 1980s when the condition had very different implications. 
So what of a more everyday investigation, the simple full blood count (FBC)?
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John, 45 years old, presents feeling tired. It is likely to be due to working 13 hours a day and stress 

at home. He also has symptoms of depression. You decide to arrange full blood count (FBC) and 

renal and thyroid blood tests as there is a slim possibility of anaemia or hypothyroidism, and he does 

not come in to the clinic very often. You say: ‘I’d suggest you get these blood tests if that’s OK and 

then we see you to follow this up ...’ John seems content with the plan and arranges to return two 

weeks later.
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OFFICIAL GUIDANCE

To begin, it is instructive to look at UK consent guidance from the medical regulator, an extract 
of which is reproduced in Appendix. The General Medical Council (GMC) guidance, interest-
ingly entitled ‘making decisions together’, appears to be more based on virtue ethics. Indeed, 
most doctors are struck off for dishonesty or integrity issues rather than for clinical incompe-
tence.1 Broadly speaking, the guidance spells out that patients must be afforded information 
but the exact way and amount will depend on circumstances. So in some sense, the guidance 
stipulates a necessity but not the means to know how to do this.

In modern law, the Bolam test, being what a reasonable doctor ought to do, has been super-
seded.2 The tide started to change in 2004 after the case of Carole Chester who was paralysed 
after surgery, where Lord Justice Bingham stated in his obiter dictum that ‘medical paternalism 
no longer rules and a patient has a prima facie right to be informed by a surgeon of a small, but 
well-established, risk of serious injury as a result of surgery’.3

In March 2015, the UK Supreme Court ruled on the case of Montgomery, involving a baby 
born with cerebral palsy, from shoulder dystocia. There was increased risk due to maternal 
diabetes, but his mother was not offered a caesarean section. The Supreme Court stated that 
‘The test of materiality is whether, in the circumstances of the particular case, a reasonable 
person in the patient’s position would be likely to attach significance to it’.4 This would involve 
the ‘material risks of treatment and of any reasonable alternative’. This significance test from a 
patient perspective seems set until the next ‘reasonable body’ of Law Lords redefines the law 
again. Consent case law has generally involved surgery, so it is unknown how far existing law 
would extend to blood tests and their consequences.

I will turn to a more instructive ethical approach to the problem. I could adopt an 
Aristotelean virtue ethics approach, basing the discussion on what a good doctor might do in 
this situation or any number of other approaches. However, given the dominance in British 
medical ethics teaching, I have opted to use an approach promoted widely in the UK by 
Raanan Gillon: the ‘Big Four’ ethical principles of justice, beneficence, non-maleficence and 
autonomy.5 As I hope to demonstrate there is no easy answer, but the way healthcare is set 
up can make things easier.

JUSTICE

The commonest argument for getting on and arranging the test without more discussion is fair 
use of resource, and the opportunity cost of clinicians’ time being spent explaining the tests 
rather than on other people or things. This is important if one adopts a utilitarian view of using 
the limited time to maximise benefit. Doctors cite this reason as a reason for taking shortcuts in 
gaining consent but this is on a ‘dubious ethical basis’ as such shortcuts may be more motivated 
by indolence.6

Research has shown that shared decision-making is more valued by younger women and 
among those with higher educational attainment or more chronic problems. Hence, there may 
be built-in inequality. This may relate to the time we afford people responding to questions in 
our consultations, meaning they get more time with the HCP.7

An Aristotelian ideal of justice as equity is where those who are equal are treated equally, 
but those who are unequal are treated unequally. Handling patients differently is legitimate 
only on the basis of morally relevant differences. Yet, it seems we treat people differently 
all the time. More educated people with questions often get more time to deal with their 
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information needs, and we know general practitioners (GPs) are not necessarily consistent, 
ordering more tests for people from higher social classes,8 or through a perceived need to 
reassure patients.9

BENEFICENCE (AND NON-MALEFICENCE)

Whilst not the purpose of this chapter, we might pause to question why doctors do blood tests 
in the first place. In this case, the chances of missing anaemia are slim. Did one request the test 
to help manage uncertainty or perhaps avoid litigation? In other words, for whose benefit?10 
Similarly, Childress states that ‘beneficence really masks self-interest’, when doctors ‘cut cor-
ners in explanations’.11

But what of beneficence? Some people go as far to say that the confidence an HCP exudes 
affects overall outcome for the patient, perhaps through some ‘Placebo Effect’. There is even 
some evidence for swifter symptom resolution after a more positive directive style of consul-
tation.12 These arguments are not very robust and are very situational. A counterargument is 
that beneficence is marked out though the satisfaction of personal desires and hence is served 
through autonomy itself.13

In terms of non-maleficence, do we do harm by ‘torturing patients with possibilities’?14 GPs 
commonly do tests when there is no clear diagnosis. Here, John is fatigued and the chance of 
finding serious physical pathology is low, and the risk of false-positive test results is relatively 
high. Follow-on tests lead to unfavourable effects such as patient anxiety, high healthcare costs, 
somatisation and morbidity.15 Undoubtedly, we try to involve patients more when decisions 
are less clear-cut, but in so doing, we force them to make a decision when we ourselves may 
be ambivalent. This results in a patient making a decision armed with less medical knowledge 
than we possess. Is this morally fair? A lot depends on why they are seeing us as HCPs: for 
decision making or for information (more on this later).

Informed consent conversations may be in themselves beneficial, as when we finally 
come upon a diagnosis, it does not come as a complete shock to the patient. In having the 
conversation, we can also discover that a patient has cognitive impairment, and the conver-
sation can strengthen the doctor–patient relationship making them less ‘moral strangers’ to 
each other.16

There are perils in the HCP determining beneficence and acting in best interests ahead of 
getting informed consent. For example, drug testing has led to patients feeling betrayed when 
they learn that they were tested for substance abuse without their knowledge.17 However, it is 
doubtful this would extrapolate to an FBC with fewer social patient consequences or stigma.

Perhaps the strongest argument against beneficence is that we need to know what John 
would himself consider to be a ‘good’ outcome. With reduced continuity of care, described as 
the ‘assembly line of medicine’,18 we may not know whether John wants to know he is anaemic, 
taking into account that it might result in more cancer tests and worry for him. As one would 
expect, a simple explanation is known to reduce patient anxiety around inguinal hernia sur-
gery, but this situation is more complex.19 Medical training indoctrinates HCPs into holding 
normative views about health and illness, and so we develop a strong sense of what is right for 
the patient.20 Improving medical outcomes often overrides other values,21 and even if it does so 
legitimately, is the universal ‘good’ extending life expectancy or quality of life?22

One solution to this issue is to invoke proportionality. Childress suggests two factors to 
evaluate: the amount of a loss or gain, and the probability of that outcome.23 The problem with 
this is it is not value-free: quantifying harm will depend on an individual’s viewpoint. It there-
fore seems irrational to just ‘trust the doctor’ and this leads us on to autonomy.24
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AUTONOMY

Autonomy is loosely translated from Greek as ‘self-rule’.25 Kant believed the ‘Categorical Imperative’ 
was the ability to reason and make decision for oneself as the foundation of morality.26 Strong pater-
nalism has a bad reputation nowadays, but until 1960s beneficence triumphed over autonomy.27 
People believe that the growth of human rights throughout the twentieth century has discouraged 
passivity and has ‘redressed power imbalances’.28 Moreover, consequentialists argue that patients 
can participate more if given autonomy.29 In this case, John might more readily remember to men-
tion an important family history of blood disorders, when the doctor explains the FBC test.

We might endeavour to respect autonomy by becoming ‘patient-centred’ and find out 
John’s values and acting accordingly. However, autonomy requires decisional authority: having 
opportunity to make all important choices, not simply giving John the choice over what values 
to share with us as HCPs.30 In order to make decisions, John must have the confidence and 
competence to understand the information we present, otherwise it may provoke stress rather 
than providing comfort.31

Some people argue that patients often waive their right to directly consent on an issue.32 
Indeed, we frequently offer them the choice of being informed as much or as little as they want. 
However, I would contend that one cannot waive one’s involvement in the decision without 
knowing the specific facts being considered. In other words, even if we as HCPs offer choices and 
act as the agent of the patient, the patient needs core information in order to decide to leave it 
up to us to make the decision in question.33

One can read critiques of this stating that ‘even sick doctors can ironically prefer paternal-
ism to personal autonomy’.34 The word ‘prefer’ being critical here. In other words, autonomy is 
separate to acting independently, although the two are often fallaciously conflated.

Some argue that it is easier to impart technical information, than to gain all the information 
relevant to the patient and make the decision as the HCP. After all, with Johari’s Window of 
‘unconscious incompetence’ one does not know what one does not know.35

HOW MUCH INFORMATION TO GIVE?

The original meaning of doctor was that of ‘teacher’. Our role as HCPs is to enhance patient 
understanding perhaps.36 Legally, the information provided needs to cover material risks. 
But, these will differ according to each patient. A one in a thousand risk of blindness in one eye 
may seem small to one individual, but huge to someone already blind in the other eye. So this 
does not give an unequivocal, practical answer.

White believes autonomy dictates that decision-makers be given all the facts.37 However, 
it is not realistic to expect even the best HCP to provide, with no notice, a detailed list of facts. 
Moreover, I would contend that there is an overemphasis on material risks, spurred on by the 
law, rather than the benefits. For example, when we initiate medication, we are quick to explain 
side effects and often slower to know the benefits, often resorting to ‘the guidelines say …’. 
We may in fact be inducing the nocebo effect in our patients: with negative thoughts and pes-
simism making them experience more ill health.38

Is it pointless providing information to John when neither myself, nor John himself, spon-
taneously thought it necessary?39 Or, do we have a duty to warn?40 Indeed, doctors have been 
shown to typically underestimate patients’ desire to be informed and overestimate their desire 
to be involved in decision-making.41 Faden found that over 93% of their patient sample felt 
they personally benefitted from the information provided, though their decisions were based 
on  factors external to the information in 88% of cases.42
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We sometimes know a better treatment exists but is not funded or yet available in our country, 
like a more expensive variant of a drug. I am not sure whether I always tell the patient this, for 
fear of losing the placebo effect from the cheaper drug and fearing confrontation. As one research 
subject said, ‘you choose data to help the patient make the decision you think they ought to’.43 
I would also contend that a double-standard exists in that we, as HCPs, discuss and agree to run 
tests to differing degrees depending on whether it is the patient, or we ourselves, who feel the test 
might help. I would certainly have spent more time explaining to John why he doesn’t need the 
brain MRI he thinks he does compared with why in fact he did need an FBC test.

TRUST

HCPs value trust as without it our job would be virtually impossible.44 With increased account-
ability, trust may diminish. However, less trust may be positive if it aids patient awareness of 
medical limitations, and makes them take more control of their own illnesses.45

Patients may need to trust their HCPs over and above needing information. In a study of 
breast cancer patients, researchers found that patients’ desire for information primarily related 
to ‘maintaining trust and hope’, as opposed to empowering them to be decision-makers. Trust 
was diminished when patients felt misinformed, but trust was augmented when the doctor was 
adjudged to be open. For this subset of patients, ‘what patients sought diverged from the cur-
rent emphasis on providing information. It was a function not of amount of information but of 
the nature of information and manner of presentation’.46 Thus, rather than weighing up techni-
cal information, patients make ‘second-order judgments of the reliability and trustworthiness 
of those who offer medical treatment’.47

DIVERSE TESTS

Some argue that we have actually started imposing choice on patients. O’Neill feels it should 
depend on the level of risk involved.48 A few years ago, HIV testing needed a full discussion and 
documented consent before being undertaken, but this has changed, perhaps through changes 
in stigma and treatability. On the contrary, prostate-specific antigen testing for prostate cancer 
generally is thought to require proper discussion. Some US states like New York have decided 
to stipulate which tests require written consent, such as for specific genetic conditions.49

I believe this is due to the harms and benefits of testing being nearer to each other in mag-
nitude. Therefore, as the benefits could be so great here, such anaemia being curable with 
dietary change, or being able to stop an antidepressant causing unwarranted side effects being 
endured, do we need to worry about consent? Extending this further, is an FBC test very differ-
ent to auscultating the chest and discovering the patient has a pleural effusion which might be 
due to cancer, or wheeze that might indicate asthma, or a blood pressure indicative of hyper-
tension? Yet, we do not usually gain specific informed consent for these examinations, and rely 
instead on implied consent or acquiescence.

SEEKING CONSENT

If autonomy is only one amongst the principles, ‘perhaps informed consent is not always 
important’?50 Indeed, informed consent may simply be a more fundamental entity, providing 
assurance that a patient has not been deceived or coerced.51
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Pragmatism might have to rule. In Braddock’s research of 81 consultations, each con-
tained at least one decision, with an average of 3.20 clinical decisions per visit (range 1–8, 
95% confidence interval 2.85–3.54). Fifteen per cent of the visits involved decision about 
undertaking diagnostic laboratory tests.52 Therefore, it seems it might be impossible to gain 
consent for every decision reached if we attempt to gain consent universally. But then, if 
HCPs had to decide when to seek consent and when not to, it would leave us confused and 
uncertain.53

Further haziness is caused if one debates whether the consent process requires conscious 
signposting to the patient. I believe I have learnt, as Elwyn postulates, to ask very specific 
questions to patients, so that the patient cannot then legitimately say that they were not 
asked.54 It is also part of passing clinical examinations, so the examiner can tick off that con-
sent has been gained. Lidz discusses how consent is actually a process that evolves through 
a conversation, which indeed does seem more natural and less stilted but is harder to record 
in the medical record.55

Finally, I would make the point that providing information does not necessarily mean the 
patient has understood it, and there is case law to suggest it is the comprehension that mat-
ters.56 If John were to say he understands the FBC test, I would not know if he was simply saying 
this to be accommodating.57 We know common medical terms are frequently misunderstood, 
even ‘constipated’, ‘arthritis’ and ‘jaundice’.58 Also, I can inadvertently underplay risks by using 
descriptors such as ‘only’ or ‘less than’, while overplay them using terms such as ‘more than’ 
or ‘as many as’.59

A SOLUTION?

So, up to this point, I suspect the reader, like myself, has found it hard to navigate a clear 
way through this ethical marshland with multiple conflicting arguments, especially between 
autonomy and beneficence having dominance.

To my mind, shared decision-making is false. Most often, the HCP makes only one clear 
plan as an agent, or offers choice from a limited picking list. Informed consent is a ‘modern 
ritual of trust’, giving the illusion of challenging authority.60 Cynics go as far as to say that the 
skill of the HCP is in making the patient feel they were given choices.61

A doctor’s role is still to give information, and I do not agree that we should be primar-
ily ‘information navigators’ as Bowman contends.62 This information, and the way it is deliv-
ered, helps patients feel confidence in doctors and move forward in mutualistic relationships, 
although the nature of these relationships and the reduction in continuity of care are real 
problems.

In this case, I decided that I wanted to perform a test on John, but really I could have 
attempted to explain my thought processes to him, being mindful of both the risks: of open-
ing up further uncertainty and worry; and the benefit of treating an uncovered anaemia. So as 
Brody wrote, I believe disclosure is adequate ‘when the physician’s basic thinking has been 
 rendered transparent to the patient’.63 In this case, I did not truly respect his autonomy, but 
could have at least shown it some regard and possibly gained John’s confidence in me, in a 
pragmatic way through a summarised evaluation.

After all, as Clemenceau purportedly said:

War is too important to leave to the generals.64
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APPENDIX: RELEVANT EXTRACTS FROM THE GMC GUIDANCE

CONSENT: PATIENTS AND DOCTORS MAKING DECISIONS 
TOGETHER (GMC 2008)

‘In deciding how much information to share with your patients you should take account of their 
wishes. The information you share should be in proportion to the nature of their condition, the 
complexity of the proposed investigation or treatment and the seriousness of any potential side 
effects, complications or other risks’.

PARA 4

No single approach to discussions about treatment or care will suit every patient, or apply in all 
circumstances. Individual patients may want more or less information or involvement in mak-
ing decisions depending on their circumstances or wishes.

PARA 5

The doctor explains the options to the patient, setting out the potential benefits, risks, burdens 
and side effects of each option, including the option to have no treatment.

PARA 7

The exchange of information between doctor and patient is central to good decision-making. How 
much information you share with patients will vary, depending on their individual  circumstances. 
You should tailor your approach to discussions with patients according to:

 1. their needs, wishes and priorities
 2. their level of knowledge about, and understanding of, their condition, prognosis and the 

treatment options
 3. the nature of their condition
 4. the complexity of the treatment, and
 5. the nature and level of risk associated with the investigation or treatment.

PARA 8

The doctor should not make assumptions about:

 1. the information a patient might want or need
 2. the clinical or other factors a patient might consider significant, or
 3. a patient’s level of knowledge or understanding of what is proposed.

PARA 9

You must give patients the information they want or need about:

 1. the diagnosis and prognosis
 2. any uncertainties about the diagnosis or prognosis, including options for further 

investigations
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 3. options for treating or managing the condition, including the option not to treat
 4. the purpose of any proposed investigation or treatment and what it will involve.

PARA 10

If, after discussion, a patient still does not want to know in detail about their condition or the 
treatment, you should respect their wishes, as far as possible. But you must still give them the 
information they need in order to give their consent to a proposed investigation or treatment. 
This is likely to include what the investigation or treatment aims to achieve.
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The voice of the patient

ROSAMUND SNOW

I hear a lot of stories of patient/clinician interactions from both sides; I suspect you would be 
surprised which ones make me uncomfortable.

I’m not talking about the extremes at either end of the spectrum – the practices that every-
one would agree are very good or very bad. The uncomfortable stories, for me, are those in the 
area where patient and clinician perspectives clash.

When I listen to the health professionals talking I often hear something like this:

I saw a patient the other day who presented with [list of biomedical symptoms]. I thought 
there might be something else going on, so I probed for more. The patient began to cry 
and it turned out that she had [ fears, concerns, or a background story beyond the medical 

symptoms]. If I hadn’t asked, I’d never have found out that information.

Why does that worry me? Are these not the best kinds of doctors and nurses, those who 
know that we are more than the sum of our body parts, that we have a life outside the surgery? 
It worries me because, actually, this approach seems to treat the patient’s narrative in a similar 
way to the patient’s physical symptoms. It feels as if things have moved from the old model of 
taking a history to diagnose disease X (treated with a prescription) to the new model where 
they take a different kind of history to diagnose emotion Y (perhaps treated with something 
else). It chills me when the stories end with ‘and then I found out she was worried about Y’ 
because it seems as if finding out Y was an end in itself, like solving a crossword clue.

There is also an assumption that clinicians have a right to ask us those questions, even if we 
were not expecting to tell our story or voice our fears.

How did medicine get to this point? Were patients involved in the discussions? If you are a 
clinician, were patients were involved in setting the curriculum for your education? When you 
learnt about the ethics and values of probing patients in this way? If not, how can you be sure 
that this is the right thing to do?

The more discussions I have with patients, the more I hear about healthcare professionals’ 
perspectives on what those patients want to teach, the more I see that there are areas of ‘best 
practice’ taken for granted by doctors and nurses with which many patients simply do not 
agree. Getting patients’ stories – or ‘eliciting patient narratives’, in the academic and educa-
tional literature1,2 – is one of those grey areas. I am not suggesting that all patients agree with 
this view, or that all patients hate telling their stories all of the time. Of course there are plenty 
of occasions when we are glad to have had the chance to voice fear, process what has happened 
to us, or describe the context of life with disease. Of course it is not always a bad thing to talk 
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about patients’ emotional lives or elicit their narratives. But at the same time, it is not necessarily 
a good thing; and above all, you do not have the automatic right to ask for our stories.

This becomes a particular issue when our stories cause us pain, when we do not see their 
relevance to what we are asking you for, or when we are not yet sure how you might judge us or 
whether you will listen and act. What may seem clear and empathetic to you may be confusing 
and challenging to us.

As the patient researcher Dariusz Galasiński explains, questions asking things like ‘what 
matters to you?’ are not always received in the way you might intend:

I really wish you, my doctor, stopped thinking of me as a book which simply opens at your 
say-so. […] What really (like, really) matters to me, I am not prepared to share publicly. In 
fact, I am not prepared to share most of what really matters to me with my GP, whom I like 
and respect. It’s none of his business.3

You may notice a similar theme in some of these extracts from What Your Patient Is 

Thinking, a series designed with the aim of getting patients of all kinds to contribute to doc-
tors’ education:4

I don’t want to share too much about my past… If I have come for help with a health 
problem, please only ask about things that are relevant to that specific problem, and 
explain why you are asking those questions.

Kolbassia Haoussou
What Your Patient Is Thinking (November 2016)

I don’t always [want to] have to refer to my history of abuse or repeatedly tell someone that 
I don’t know, and don’t care, about my birth family’s medical history. … As a doctor, you 
could help me to realise that you are trustworthy by clearly explaining the reasons why you 
want me to do something. 

Áine Kelly
What Your Patient Is Thinking (March 2016)

Alarm bells ring in my head when clinicians and academics demand things from patients 
without explaining to them why the information is needed, or what invisible limits there are 
for what I am expected to share. ‘Ask open questions,’ the communications manuals urge, in 
healthcare professionals’ education and in advice for researchers. However, when you are at the 
other end of those questions, it can feel confusing, trapping and even frightening.

As someone who has struggled with a very demanding chronic condition for more than 
a quarter of a century, I’ve interacted with a lot of healthcare professionals. As someone who 
gets care from a teaching hospital in a university town, I have been asked a lot of questions by 
educators and researchers too. I am very wary nowadays of taking part in research, because 
I don’t know what will happen to my personal story when it gets to that academic or clinical 
conference. Will I be positioned as non-compliant or difficult? Or, far worse, will my life story 
get interpreted with pity? And yet, at the same time, I want stories of people like me to be heard.

Meanwhile, on the clinical side, although my life was probably saved by a doctor who asked 
me how I was feeling when I was struggling to be brave about a relatively new diagnosis, when 
I come to the surgery with a specific problem and a short time to get answers, I feel huge resent-
ment at being asked about my emotional life with my condition.
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So I change the way I feel about it over time, depending on the circumstances, and I’m just 
one patient. Clinicians will see multiple patients in a day, all with their own preferences. How 
on earth are they meant to negotiate this ethical minefield?

Perhaps the answer lies in the quotes above. Whoever you are, reflect on why you are asking 
a question, consider whether it really needs to be asked, make sure you explain why you need 
the answer. Offer the option of not replying, or ask permission to ask about things you think 
might be important, but that we have not brought up ourselves.

I know, from talking to healthcare professionals who just want to do the right thing, that 
this is a challenging message to hear. But consider this. I give so much information to strangers 
already – my blood and my blood pressure, my urine, my weight, my height, my nerve function, 
my eye function, my life style choices – I have spent more than half of my life opening myself 
like a book to the gaze of doctors and nurses. Some of these pieces of information I want for 
myself too, because they help me self-manage; but I am not allowed to have them without shar-
ing them, even though they feel like very private parts of my life. I cannot avoid giving doctors 
these things because I rely on them every single day to prescribe me the medicine that keeps 
me alive. Unlike Áine or Kolbassia in the quotes above, I have not experienced abuse or torture, 
but it is still difficult for me to say no to clinicians’ questions – doctors have had the power of life 
and death over me since I was a teenager. Their judgement of my self-management has impact 
on the work I am allowed to do, my chance of being able to drive and my opportunity to get a 
mortgage. If they probe for the parts of me I have not volunteered, I feel as if they want to own 
every bit of me, body and soul. If their questions made me cry, I have to walk back out past the 
eyes in the reception area, I have to get myself under control so I can go back to work, I have to 
live with the feelings unleashed in those last few minutes of the short consultation. If I’m not 
ready for that, then I don’t want you, the questioner, to make it your business.

So, if you were taught that a good healthcare professional elicits patient narratives, treats 
the whole patient, bears witness to the patient’s suffering or simply asks for the patient’s ideas, 
concerns and expectations, bear in mind that not all of us actually want that all of the time. 
Some of us find it confusing, irrelevant and intrusive. If you are developing tools or research or 
guidelines, think about the assumptions you are making. Remember that so much of health-
care ‘good practice’ has been developed with very little patient input, bringing in that critical 
reflection to bear on everything you learn.

You could even apply that principle to this book. Ask yourself as you read: who is speaking 
here? Do they include the direct patient voice, the increasing amount of information online 
and in print where we are telling you what we like and dislike? Do you really know what your 
patient is thinking? Have you even earned the right to know?
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Children and the ethics of 

primary care

PEKKA LOUHIALA

The ethics of everyday life, the morality of the ordinary, is the ‘place’ in which medical 
ethics is enacted. The routine interaction between doctor and patient, not the dramatic life-
and-death decision making that dominates the thinking of bioethicists, defines the ‘space’ 
of relationship, where the quiet, ongoing administration of care is most characteristically 
enacted.1

INTRODUCTION

Children are not small adults. From a purely physiological point of view, preterm newborns, 
term newborns, infants and older children are in many senses qualitatively different from 
adults. Their disease processes are different and effects of medical interventions may differ 
from that seen in adults.

Psychological differences between different age groups of children and adults are obvious too.
It follows from these physiological and psychological differences that also moral questions 

related to the healthcare of children are different or at least the weight of certain values is dif-
ferent from that in the case of adult patients.

The focus of academic medical ethics (or bioethics) is almost exclusively on situations and 
cases that are extreme or unusual, at least from the point of view of primary care. This applies 
also to ethics education, which ‘may fall short of capturing the full spectrum of ethical consid-
erations encountered in clinical care’.2 Many clinical decisions of everyday practice seem simple 
and straightforward, but contain value judgments that are there whether the physician is aware 
of them or not.3 Truog et al.2 have characterised the latter approach as ‘microethics’ or ‘view 
from the inside’, while the traditional approach in bioethics has been a ‘view from the outside’. 
These views are, of course, complementary rather than contradictory.

The aim of this chapter is to demonstrate the wide variety of ethical decisions that are pres-
ent in everyday primary practice with children. I begin with an example that demonstrates the 
multitude of small ethical decisions made in a very common and often uncontroversial case in 
primary care.4 I then continue with two cases from primary care and discuss issues related to 
autonomy in the light of them.
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PHILOSOPHY MEETS THE MIDDLE EAR

All primary care physicians and most parents recognise the story and the first diagnosis 
that comes to their mind is acute otitis media (AOM), one of the most common diseases in 
childhood.

Sometimes the diagnosis of AOM is simple, but sometimes it is not. Most cases resolve 
spontaneously but it is difficult or impossible to predict the value of antibiotics in individual 
cases. From the point of view of the physician, the questions seem to be:

 1. Does this child have AOM?
 2. Do antibiotics help him or her?
 3. What other treatment does the child need?
 4. How should the follow-up be organised?

In an era of (so-called) evidence-based medicine and with thousands of clinical studies 
addressing AOM, one would think that there are straightforward answers to these questions. 
Unfortunately, there are not, and even in the case of clear results, one has to remember that 
science provides only mechanisms and probabilities. Somebody has to interpret what these 
probabilities mean for this particular patient in this particular context.

Clinical practice guidelines have been developed to help practitioners in their daily decision-
making. They summarise the available scientific data concerning a specific clinical question. 
Usually, a guideline provides first a definition of a disease and then presents data on various 
strategies for treatment and prophylaxis.

 1. Does this child have AOM?

  The first small ethical decision may have to be made even before the full diagnostic 
process is complete. Visualising the tympanic membrane is essential for the diagnosis 
but very often there is earwax preventing this and sometimes the removal of it is far from 
easy. Does full visibility of the tympanic membrane outweigh the discomfort caused in 
the child when trying to remove the wax? As many clinicians, children and parents know, 
this discomfort is sometimes not minor.

   The diagnostic process is not made easier by the lack of an unequivocal definition of 
AOM. The abstract of the American guideline5 promises to provide a ‘specific, stringent 
definition of AOM’, but in the main text it is noted that ‘there is no gold standard for 
the diagnosis of AOM’. Further on it is noted that ‘AOM has a spectrum of signs as the 
disease develops’ and that ‘criteria were chosen to achieve high specificity recognizing 
that the resulting decreased sensitivity may exclude less severe presentations of AOM’.

  The Finnish guideline6 provides a definition, which is first circular: ‘Acute otitis media 
means acute-onset, short-lasting and clinically verifiable inflammation of the middle ear’. 
This is then clarified by the following:

There are signs of inflammation in the tympanic membrane and there is secretion in 
the middle ear. In addition, at least one of the following symptoms or signs can be 

CASE 1

Harry is 18 months Harry is 18 months old and has had symptoms of common cold for 3 days. He was better and already 

feverless but wakes up in the middle of the night, complaining of pain in his ears. His temperature is 

rising again4.
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found: upper respiratory symptoms (rhinitis, cough, fever, throat pain, ear pain), poor 
hearing and crying.

   In the light of these guidelines, it is obvious that there is a grey zone in which it is not 
easy to determine whether the child has AOM or not.

 2. Do antibiotics help him or her?

  Decisions about treatment involve more value judgements. In many cases, the diagnosis 
is obvious, and the next question seems to be whether the child needs antibiotics or not. 
Again, the guidelines differ, and it is not obvious that the circumstances in different 
countries explain the variation.

   In Finland, the recommendation is to prescribe antibiotics as a rule if the diagnosis 
is ‘certain enough’. The guideline allows, however, a possibility for follow-up without 
antibiotics, if the parents agree. In Australia, the first suggestion for a mildly unwell 
child over 12 months is no antibiotics for the first 24–48 hours. According to the Scottish 
guideline, ‘Children diagnosed with acute otitis media should not routinely be prescribed 
antibiotics as the initial treatment’.

   Another way to evaluate the need for antibiotics is the number needed to treat (NNT), 
which in this case means the number of children needed to have a course of antibiotics for 
one child to benefit. According to one analysis, the NNT is 17.7 Again, the interpretation 
of this figure in the clinical context is a value judgment. NNT figures as such are not 
small or large but must be interpreted in a context, depending on the seriousness of the 
condition and the potential harms of the treatment.

   The guidelines agree largely on the choice of antibiotics and suggest amoxicillin as 
a first choice if the child is not allergic to penicillin. The length of the course varies, 
however, and there may still be complex questions that need an answer – and a value 
judgment. What if the child has had a course of amoxicillin before and has developed 
a rash in the same context? It is widely known that most suspected allergic reactions 
to antibiotics are false alarms but how much weight should be given to this possible 
complication? Parents may also have preferences for the choice of a drug. If every single 
dose means a fight between the child and her parents, and the parents suggest a single 
daily dose of azithromycin for 3 days instead of a dose of amoxicillin twice a day for 
5 days, what kind of a role should these kinds of preferences have in the decision-making?

   From the point of view of a single patient, broad spectrum but generally safe antibiotics 
like amoxicillin are a better choice than narrow-spectrum antibiotics like penicillin V. 
However, from the point of view of future patients, narrow spectrum would be a 
better choice.

 3. What other treatment does the child need?

  Since pain is often the major symptom of AOM, all guidelines emphasise its treatment. 
There are several alternatives available but – somewhat surprisingly – the supporting 
evidence is weak. Only one randomised placebo-controlled study has addressed the effect 
of paracetamol, one of the oldest and most widely used analgesics, in the treatment of 
otalgia in AOM.8 The dose of paracetamol in that study was small, and the differences 
between the treatment groups were not large. My guess is, however, that practically all 
practitioners treating children with AOM would consider it unethical not to give these 
children pain medication. Correspondingly, they would probably not agree to participate 
in a new study comparing paracetamol with placebo and in the treatment of pain 
associated to AOM. These are strong and interesting value judgments that prefer common 
experience to scientific evidence.
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   The guidelines do not mention non-pharmacological treatments of AOM at all. 
Many parents and practically all clinicians are aware of the effect of sleeping position 
on the symptoms of AOM. There are no randomised trials on this, but a raised sleeping 
position for these children is often recommended. This advice is based on common sense.

 4. How should the follow-up be organised?

  There are still value judgments to be made after the initial decisions concerning 
treatment. These judgments concern, for example, follow-up and possible advice on 
lifestyle issues.

   There is no evidence for or against routine re-examination of symptomless children. 
However, the Finnish guideline recommends a routine re-examination within 3–4 weeks. 
The Australian guideline does not mention follow-up at all. The Scottish guideline 
suggests re-examination only for children who originally had a discharging ear. 
The American guideline leaves it to the clinician to decide on possible reassessment of 
some patients like young children with severe symptoms.

   Day care for large groups of children and parental smoking are two well-known and 
significant risk factors for AOM. Should the clinician ask questions about these or give 
advice to the parents about these risk factors? These are further value judgments that 
have to be considered related to the care of the acute illness.

SO WHAT?

In sum, this clinical example of an extremely common childhood disease demonstrates the mul-
titude of values and value judgments that are present at all levels of clinical decision-making.

If there is evidence for or against something, it is, of course, important to consider, but 
evidence as such is blind. Numbers do not dictate, they only advise. Sometimes even ethicists 
don’t see this:

Either the evidence is valid, in which case you must attend to it; or it is not, in which case 
you have to act based on some sort of reason; or you just do not know, but need to decide 
on a course of action nonetheless. ‘Art’ will not help you here – neither hunches, guesses 
nor intuition.9

This statement resembles the naturalistic fallacy10 and seems to derive ‘an ought from an is’. 
Although Goodman argues otherwise, there is no compelling reason for the clinician to act in 
one direction or another, whatever the evidence is. Clinical evidence is expressed in the form of 
probabilities and a treatment decision calls for a value judgement in any case.

The central role of values does not imply, however, that value conflicts are common. On the 
contrary, in the vast majority of cases, the value worlds of physicians and patients overlap quite 
sufficiently, and no conflicts arise.11

WHOSE AUTONOMY?

The pendulum has swung from rather crass paternalism practised 50 or 60 years ago to an 
obsession with autonomy which allows patients with questionable autonomy to come to 
harm.12
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Autonomy is one of the central values in patient care, and it is certainly true that the expansion 
of its role has made the doctor–patient relationship ‘more open, more adult, more transparent 
and more attentive to the patient’s values and wishes’.13 At the same time, it has been forgotten 
that a ‘radically independent, autonomous person is at best an idealised portrait of a fictional 
character, part of an elaborate ideological cartoon of Western culture’.1 We all are, after all, 
essentially dependent beings.14

The psychological growth of children varies considerably and exact age limits for the ability 
to decide about personal health issues would not do justice to all children. The Finnish Act on 
the status and rights of patients,15 for example, does not specify age limits but states, instead, 
that ‘the opinion of a minor patient on a treatment measure has to be assessed if it is possible 
with regard to his/her age or level of development’.

When the child grows, his or her role in the decision-making process also grows. This is 
obvious in long-term relationships, when, for example, a child with diabetes takes more 
responsibility of his or her own care. Even a small child can participate somehow in the process 
and find it important and meaningful.

Disagreement about necessary investigations or treatment is not uncommon and it may take 
place between the family and the healthcare personnel or within the family. Often, however, 
the basic problem is more about communication than about medical matters.

In the case of a seriously ill young child, the situation is clear. According to the tradition 
in medical ethics and legal practice in Western Europe, parents do not have a right to deny a 
potentially life-saving treatment to their child. In less severe cases, however, it is thought that 
the parents in a way represent the future autonomous person the child will one day be.

In case 2, the child is healthy. There is, however, a small but real chance for the development 
of a life-threatening condition. If he is vaccinated, there is a small but real chance for adverse 
effect due to the vaccine (although not the effect the parents are afraid of).

The ethical challenge in case 2 is to find the acceptable degree of persuasion in this par-
ticular family. The decision takes place on a continuum, where the parents and the clinician 
reach a decision together.16 One end of the continuum represents classical paternalism where 
treatment would be provided without discussion. This would be appropriate in life-threatening 
conditions but not in this case. At the other end of the continuum, the GP would present factual 
information only and the parents would then decide.

Most cases in real life fall somewhere in the grey area between the extremes. The GP 
may try to persuade the parents to allow vaccination but voluntariness has to be preserved. 
Using rational arguments and presenting scientific evidence are compatible with parental 
autonomy, but it should be remembered that fully neutral communication is not possible. 
Facts presented to the patient or family are always a subset of all available facts, and the 
views of the professional are present in the communication act, however neutral he or she 
tries to be.

Refusal of childhood immunisations is in many cases based on biased information, nowadays 
often found on the Internet. However, it is thought that very few families use complementary or 
alternative therapies only. The parents in case 2 seem to trust their GP because they turn to her 
for advice. This is not surprising because there is evidence that parents, in general, trust doctors 

CASE 2

There is an out-

break of measles 

There is an outbreak of measles in the community. Four-year-old John has not been vaccinated in the 

routine vaccination programme because his parents were afraid of serious harmful effects of the MMR 

vaccine. Now the parents are, however, worried and turned to their GP/GPN for advice.
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more than they trust other sources of health information.17 Discussing another case concerning 
refusal of immunisation, paediatrician-ethicist John Lantos suggests that we ‘should encourage 
parents to question our recommendations, just as we encourage students to do, and welcome 
the opportunity to explain why we recommend the treatments that we recommend’.16

In case 3, the child does not seem to have a serious disease. Again, there is a small but real 
chance for the development of a life-threatening condition. Without a strep A test, it is not 
possible to know whether she needs antibiotics or not.

Whatever the experience and communication skills of the GP, sometimes they are not 
enough. In her vivid essay Illness Not as Metaphor paediatrician Perri Klass18 describes

the demon child from hell … the child, who was already feeling sick, was now emotionally 
distressed and unwilling to cooperate with the insertion of a cotton swab into the back of 
her oropharynx. She signified this unwillingness by keeping her teeth absolutely clenched, 
against all the best efforts of her mother, the intern, and me. And she was successful.18

Klass was the senior clinician and she made the final decision to surrender. The point in her 
essay was elsewhere and she did not discuss the scenario further. This case illustrates, how-
ever, a common situation in primary care paediatrics: a GP has to balance the potential gains 
and harms of two options. One option is to cause significant emotional distress in the child 
and obtain the test result. The other option is to accept some uncertainty and make a treat-
ment decision without this particular test. The risk–benefit balance is different in each option. 
In other words, the best interests of the child must be considered.

These scenarios are familiar to any physician working with children. Their basic structure is, 
however, universal in medicine, which is, by definition, an art in which uncertainty is the only 
certainty. Nowhere in medicine is this truer than in primary care.
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On frailty and ethics: 

Negotiating narratives

DEBORAH BOWMAN

The sixth age shifts
Into the lean and slipper’d pantaloon,
With spectacles on nose and pouch on side,
His youthful hose, well saved, a world too wide
For his shrunk shank; and his big manly voice,
Turning again toward childish treble, pipes
And whistles in his sound. Last scene of all,
That ends this strange eventful history,
Is second childishness and mere oblivion,
Sans teeth, sans eyes, sans taste, sans everything.

(As You Like It, Act 2, Scene 7)

INTRODUCTION

In his speech on the seven ages of man, Jacques offers a narrative of age and diminu-
tion that continues to resonate. Its description of an ageing process that is both inevitable 
and bleak is poignant because we both recognise and fear the account. The shrinking of a 
human life, both literally and metaphorically, is captured in the term ‘frail’. This chapter 
will explore the ways in which a diagnosis of frailty creates particular ethical questions that 
are, it is argued, richly elucidated and understood by a narrative approach. It is suggested 
that there are different types of narratives – societal, cultural, pathographies1 and indi-
vidual – each having a role in informing how we think about, and respond to, the concept 
of frailty.
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ON FRAILTY

The British Geriatrics Society describes frailty as ‘a distinctive health state related to the ageing 
process in which multiple body systems gradually lose their in-built reserves’.2 The predom-
inant narrative of frailty is one of vulnerability, diminution, dependence, deterioration, loss 
and risk. It is a curiously dualist concept in Western medicine, principally referring to physical 
weakness and decline. In non-medical contexts, fallibility may be described as indicative of the 
frailty of human nature, but in relation to health, frailty largely denotes physical decline. This is 
not an idle observation. The ethical landscape of how we respond to situations is shaped, in 
the first instance, by the ways in which we conceptualise a problem or a question. What would 
it mean to your understanding and response to frailty if it were more inclusively described? 
If it were no longer the preserve of the older person? If it were something that existed without 
physical representation? The narrative of how we have come to define and understand frailty 
itself is, of course, integral to our ethical response, yet it is rarely considered or discussed.

The pathographies of the frail are commonly relayed by others: by carers, relatives and 
health and social care professionals rather than by the individuals experiencing frailty them-
selves. What it means to be frail is, of course, culturally and socially situated. Narratives about 
ageing, class, gender, community, connectedness and care all inform the perception and expe-
rience of frailty. Within each of those narratives are multiple other stories that twist and turn to 
render each person’s experience unique and significant.

WHY NARRATIVE?

There are, of course, many ways of discerning and considering ethical questions. Narrative is fun-
damentally an approach that is concerned with ways of knowing. It does not merely acknowledge 
the value of interpretation and the possibility of multiple meanings, it celebrates that complexity.3 
Moreover, narrative ethics requires attention to the plural voices (and silences) in an account or a 
situation. It is as concerned with absence as with presence and with the unsaid and with the said.

Narrative may function at multiple levels, allowing us to notice points of commonality and 
divergence. For example, in considering frailty, a narrative approach will attend not only to the 
story of the patient but also to those of carers, professionals and policymakers. That is not to sug-
gest that each account is afforded equal weight or influence, but it is to allow for a rich understand-
ing of the ways in which the concept of ‘frailty’ is created and understood by different parties.

Narrative ethics attends to both the ‘telling’ and the ‘ways of knowing’. It is concerned with 
both content and form.4 It has a theoretical foundation5 but also seeks to foster narrative skills 
in practitioners to inform work with patients and families. Its premise is the individual and the 
specific matter in making ethical decisions. It is a counter to the objectivity, reductionism and 
generalisability of a traditional biomedical approach. It recognises the inherent humanity in 
healthcare6 and prioritises relationships.

NARRATIVE AND CASES

Cases and scenarios are common in both medicine and ethics. They offer an authentic way 
for professionals and students to learn about the application of ethical theory and models in 
 practice. However, narrative ethics offers a challenge to the reliance on, and prevalence of, cases.7 
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Consider, for example, the following case which might be the prompt for discussion of the ethi-
cal issues arising in respect of frailty.

The scenario above is a typical account, capturing the broad biopsychosocial aspects of 
Elspeth’s ‘case’. The discussions that might arise from such a description could be rich, but 
they will necessarily be partial and constrained by both the form and content of the case as 
presented. Firstly, the act of writing a case is itself a moral and interpretative act.8 Choices, 
which are rarely explicit, about language, emphasis, the exclusion or inclusion of information 
and point of view all inform and shape how an ethical problem is perceived and understood. 
The author or presenter of such a summary has the power to determine both form and con-
tent9 to inform ethical engagement and analysis. Imagine if the ‘case’ above were reworked 
into first person narratives of the dramatis personae: Elspeth, Mary, John, Dr. Mehta, Lina, 
the practice nurse, the unnamed A&E doctor, Javick the healthcare assistant, Marcus, the 
physiotherapist and the ward staff. The verb ‘imagine’ is important here; rarely, if ever, will 
healthcare professionals have the time or scope to explore an individual’s narrative in depth, 
but even limited engagement with unmediated or ‘tidied’ narratives will yield unique and 
invaluable insights.

Consider, for example, Elspeth’s own story about her fall and the days afterwards.

Elspeth Mayhew is 86 years old. She is a widow and lives alone in her bungalow. Her daughter, 

Mary, lives with her family about 2 miles away and visits her mother three times a week. Elspeth also 

joins Mary’s family for Sunday lunch every week. Elspeth’s son, John, lives approximately 70 miles 

away. Elspeth is on a statin, an ace-inhibitor, a diuretic and analgesia for arthritis. She visits her GP, 

Dr. Mehta, every month. Elsepth also has her blood pressure checked regularly by the practice nurse, 

Lina Rossco.

Mary arrives at Elspeth’s bungalow one day to find her mother on the hall floor after a fall. Mary 

calls an ambulance and Elspeth is taken to A&E where she is found to have a Colles fracture of the 

wrist. Staff at A&E are concerned about Elspeth who seems a bit disoriented. They also note that 

she smells of urine and they decide to admit her to a general medical ward. Elspeth does not settle 

in the ward. She doesn’t eat or drink and appears alternately tearful and withdrawn. The ward sister 

expresses her concerns and asks nursing staff to pay particular attention to Elspeth. Elspeth is visited 

by a physiotherapist, Marcus, who recommends specific exercises and encourages her to mobilise. 

Elspeth is polite, but resists telling him ‘everything hurts’. The healthcare assistant, Javick, spends 

most time with Elspeth.

The healthcare team is unsure what to do next. Elspeth does not seem well and Mary is adamant 

that she should not be discharged. Elspeth says little, but keeps asking when she can go home. John is 

shocked and alarmed by the change in his mother. He disagrees with Mary about what should happen 

and suggests to the ward sister that their mother would be much better off in familiar surroundings.

I love my bungalow. We came here so I didn’t have to deal with stairs. I am not as steady as I was – but 

then I go and do a stupid thing anyway. Stupid. Stupid. I could hear Hugh, in my mind’s eye scolding 

me as I got on that stool to look at the light bulb. 15 years gone, but still with me. It happened in flash. 

I was lying there like Thora Hird in that piece about the biscuit and the sofa, by – you know – the man – 

chap with glasses. Northern. I don’t know how long I was there. In the hall. I could see the shadows of 

people outside the glass in the door, but no one was coming my way. I needed the loo and it was cold. 
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If we consider content first, the ethical questions and priorities are altered by Elspeth’s narra-
tive. The details that matter to her are barely mentioned, if they appear at all, in the ‘case study’. 
We learn of her emotional responses, the priority she affords to dignity, independence, kindness 
and freedom, her relationships with her family and different members of staff, her perceptions 
of the care she has received, the significance for her of the sudden shift from independence to 
dependence and the ways she experiences the monolithic and systemic routines of healthcare. 
If we were to consider what autonomy and care might mean for Elspeth, we would have a far 
richer, more nuanced and authentic understanding based on even this short first person account.

When we look at the form of Elspeth’s short narrative, we find other significant consider-
ations. Elspeth moves between tenses: past, present and future versions of her life collide in one 
brief excerpt. She references stories of ageing and vulnerability that she knows, with a sense of 
fear or at least apprehension. Elspeth’s language is broken, altered and incomplete. Sentences 
trail off. Her words are disrupted. It is not just her wrist that is fractured. Fluency seems to be 
related to trust: her sentences about Dr. Mehta, Lina and Javick are complete, well crafted and 
punctuated. The language frequently evokes themes of being trapped, loss and compulsion: 
for example, the blood pressure cuff is compared with a vice and on discovering the wards are 
locked, the verbs she uses are ‘penned’ and ‘cornered’. There are comparisons with animals, 
children and the dead: those without power, freedom and choice. Within the fractured lan-
guage is a sense of urgent emphasis and bewilderment. It is a narrative that calls for others to 
attend to a pain that is existential as well as physical.

Don’t know how long – but Mary eventually came. She does most Tuesdays. Not always – busy lives 

they all lead. She’s got a key and next thing I know, she’s fussing over me telling me not to move and 

to count to ten and all sorts of nonsense she’s seen on the TV. It was hurting then and my skirt was 

rucked up, but I couldn’t make myself decent.

I don’t remember the drive to the hospital. I spoke to a young doctor but – well, it was just about the 

arm really. She looked really tired and so young. Not like Dr. Mehta; he’s always interested. No mat-

ter what, he makes time and he listens, really listens. Mary was on her phone, cancelling plans and 

telling John to come down. No need. Such a fuss. I was ready to go home after the cast was put on, 

but they brought me up here. My clothes are in a bag and I am stranded. They keep doing things to 

me – the cuff on and off – on and off – squeezing, like a vice. When Lina – the nurse who works with 

Dr. Mehta – takes my blood pressure, she tells me the numbers – the ‘scores on the doors’, she says – 

we have a giggle, me and Lina.

Back and forth they come – back and forth – I’ve been here answering the same questions for 

days now – new people coming and going – what do they do with the answers? Busy, always busy, 

I suppose. I asked Javick – he’s the assistant who likes music – how can he feel like singing in here. 

He laughed and starting humming the death march and winked at me. He’s the only one whose made 

me smile in here.

I hate the food – dinner at 5 o’clock – 5 o’clock – and those horrible plastic jugs of squash and 

water. Like children. All day and night, people are crying and moaning. Those that aren’t sleeping 

round the clock like they’re already dead. That young man who wants me to exercise doesn’t seem 

to realise – it is all so painful. They lock us in you know. Locked in. Why? Penned in. Cornered – like 

the wounded creatures we are, I suppose. I wept when I realised – I can’t stop – stop – crying. I just 

want to – need – to get out of here. My library books are due tomorrow. I can’t even read here: too 

noisy and bright – noise – horrible – all the time. Sorry, I don’t usually complain. I just feel so – so well, 

just – you know – just – sorry.
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There is a raw despair in Elspeth’s narrative. In a few paragraphs, we are shown the extent 
of her loss and fear. We do not know what preceded this fall nor do we know, for certain, what 
will follow. However, the narrative makes it clear that the shockwaves of this fall are far reach-
ing. Whether the fall was a consequence of frailty or leads Elspeth to be described in future as 
‘frail’ may be clinically necessary, but it is not ethically sufficient. To care ethically for Elspeth 
means engaging with the depth of her loss and what it means for her. Narrative is uniquely 
suited to the task.

Of course, it is not just Elspeth who has a narrative to share about this incident. Space 
precludes it, but it would be fascinating to hear, or imagine, the accounts of each of the people 
named in the vignette. All of those involved, including perhaps some, such as Javick who might 
not routinely be part of clinical team meetings and care decisions, will have a unique perspec-
tive and together they are charged, by working with Elspeth, with finding meaning10 in this 
complex situation to negotiate a coherent and supportive response. What might a multidisci-
plinary team meeting that adopted a narrative approach and used narrative skills yield in terms 
of rich meaning-making? How might it differ if staff were invited to share their first-person 
accounts of looking after Elspeth and in explicitly considering how they interpret what it means 
to ‘care’ for her?

NARRATIVE SKILLS AND QUESTIONS

There are many ways in which narrative can inform and enhance ethical practice. Whatever the 
situation, the questions in the box below will provide useful narrative prompts.

STORIES OF FRAILTY

It is not only the individual patient or client whose narrative matters. Diseases, groups of people 
and professions all have their own narratives in which recurrent themes and unarticulated values 
shape how a condition, patient or professional is understood and interpreted. What then are the 
themes that imbue the concept of ‘frailty’ and how might these inform our responses to the ‘frail’?

• Who is the author?
• From what point of view is the story told?
• What is the difference between an author and a writer or a narrator?
• What role do the characters or people play?
• Who is absent from the account or story?
• What is the language like and how does it influence reading of the story?
• Are metaphors and imagery used in the account?
• What possible meanings and interpretations are there for the text as presented?
• When and how does the plot develop?
• Which ‘characters’ or people are active and which are silent?
• What is included and what is omitted
• Who is the audience or reader?
• What are the themes, archetypes and subtext of an account?
• What are the relational and communication dimensions of this ethical question or 

‘problem’?
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The principal concepts that underpin Western concepts of frailty are, it is suggested, risk, 
uncertainty, vulnerability, dependency and, perhaps most difficult of all, inevitability. These 
conceptual cornerstones are difficult for patients, families and professionals alike.11 There is 
not much to comfort in a narrative that is preoccupied with increasing risk, heightened vulner-
ability, unchosen dependency, confusing complexity and unknowable uncertainty. The close 
association of frailty to age raises further difficult questions. Narratives of ageing and being 
an older person are too often predicated on incapacity, increasing problems and unavoidable 
decline.12 Within those narratives are woven further influential stories,13 such as those of class, 
gender14 and status.

Of course, these themes recur and dominate because they reflect, to some extent, the 
lived realities of frailty: its unpredictable quality, the loss of independence and the spectre 
of an uncertain, but probably, deterioration. Healthcare students are, rightly, taught about 
the risks of frailty and the importance of recognising and responding to it. However, in 
recognising frailty, one may also be unquestioningly accepting a narrative that obscures, 
reduces and hinders an ethical response. For if the narrative of frailty implies marginalisa-
tion, weakness and deterioration, what might the implications be for agency and choice?15 
If effective ‘management’ of risk becomes the priority, what is left of imaginative and 
responsive person-centred care? Indeed, what a challenge it is to find the person amongst 
the dominant discourse of loss, decline and risk. A narrative response to frailty then must 
attend not only to the accounts of the individuals involved but also to the narrative of the 
condition itself.

NARRATIVE AND FRAILTY: CLOSING THOUGHTS

If frailty is an altered state in which agency and identity are at risk, an ethical response that 
attends to meaning, an individual’s sense of self and relational priorities is required. Narrative 
not only allows for, but also demands, that the subjective, the qualitative and the individual 
are afforded as much moral weight as the objective, the measurable and the generalisable. To 
attend to ethics is to attend both to ways of knowing and to ways of being.

Each situation or experience of frailty is unique and cannot be fully captured by universal 
laws or principles. The clinical encounter is but a small part of someone’s story. As such, the 
transition to ‘frailty’ arises in the context of a ‘life story’ and without attention to the same, 
moral analysis will be partial and inadequate. Much of ethics is concerned with ‘problems’ and 
arguing a ‘position’,16 but in situations of frailty and long-term relationships, the aim of ethical 
analysis may not be to ‘solve’ the problem, but to open up dialogue, share norms and values and 
to explore tensions between perceptions.

All those who are involved in illness and ethical decision-making contribute to mak-
ing meaning and interpreting that experience. Narrative ethics provides a framework within 
which to demonstrate the courage, imagination and wisdom to navigate, both with patients 
and other professionals, diverse perspectives, contested meanings and multiple interpre-
tations. It is a means by which priorities, and therefore, care can be flexibly negotiated, 
extending the boundaries of relationships beyond the ‘management’ of risk to recognise the 
inherent humanity in health encounters. Moral vision is broadened, understanding deep-
ened  and relationships strengthened: what better ballast might there be against both the 
rhetoric and realities of frailty?



111

References

REFERENCES

 1. Frank, A. W. The Wounded Storyteller: Body, Illness and Ethics. Chicago, IL: The University 
of Chicago Press, 1995.

 2. Fit for Frailty: Consensus Best Practice Guidance for the Care of Older People Living with 

Frailty in Community and Outpatient Settings. British Geriatrics Society, June 2014. http://
www.bgs.org.uk/campaigns/fff/fff_full.pdf (accessed 2 March 2016).

 3. Charon, R., Montello, M. Stories Matter: The Role of Narrative in Bioethics. New York: 
Routledge USA, 2002.

 4. Hudson, A. Narrative in medical ethics. BMJ 1999; 318: 253.
 5. Lindemann Nelson, H (Ed.). Stories and Their Limits: Narrative Approaches to Bioethics. 

New York: Routledge USA, 1998.
 6. Brody, H. Stories of Sickness. (2nd Ed.) Oxford: Oxford University Press, 2003.
 7. Hurwitz, B. Textual practices in crafting bioethics cases. Journal of Bioethical Inquiry 2012; 

4(9): 395–401.
 8. Hurwitz, B. Form and representation in clinical case reports. Literature and Medicine 

2006; 25: 216–240.
 9. Chambers, T.S. The bioethicist as author: The medical ethics case as a rhetorical device. 

Literature and Medicine 1994; 13(1): 60–78.
 10. Brody, H. ‘My Story is Broken; Can You Help Me Fix It?’: Medical ethics and the joint 

construction of narrative. Literature and Medicine 1994; 31(1): 79–92.
 11. Chapman, S. Theorizing about aging well: Constructing a narrative. Canadian Journal on 

Aging 2005; 24(1): 9–18.
 12. Feldman, S. Please don’t call me dear: Older women’s narratives of health care. Nursing 

Inquiry 1999; 6(4): 269–276.
 13. Kaufman, S. The social construction of frailty: An anthropological perspective. Journal of 

Aging Studies 1994; 8(1): 45–58.
 14. Grenier, A., Hanley, J. Older women and ‘frailty’: Aged, gendered and embodied resistance. 

Current Sociology 2007; 55(2): 211–228.
 15. Gilleard, C., Higgs, P. Frailty, disability and old age: A reappraisal. Health 2011; 15(5): 475–490.
 16. Bowman, D. What is it to do good medical ethics? Minding the gap(s). Journal of Medical 

Ethics 2015; 41(1): 60–63.

http://www.bgs.org.uk/campaigns/fff/fff_full.pdf
http://www.bgs.org.uk/campaigns/fff/fff_full.pdf


http://www.taylorandfrancis.com


113

14

Achieving a good death in 

primary care: Ethical challenges 

at the end of life

BENEDICT HAYHOE

INTRODUCTION

Providing treatment and care towards the end of life will often involve decisions that are 
clinically complex and emotionally distressing; and some decisions may involve ethical 
dilemmas and uncertainties about the law that further complicate the decision making process.

General Medical Council, UK, 2010

Approximately 500,000 deaths occur each year in England, a number predicted to rise by 17% 
from 2012 to 2030.1 Most of these people will be likely to have significant contact with primary 
healthcare, and with numbers of those dying at home approaching 50%,2 primary care profes-
sionals may reasonably anticipate a growing need for their involvement in the care of people at 
the end of life. end of life care is therefore an increasingly important aspect of primary care, and 
one acknowledged to be complex, not only clinically but also emotionally, ethically and legally.3 
Nevertheless, still representing a relatively small proportion of overall workload, end of life care 
may be an area for which many primary care professionals feel ill prepared, particularly in rela-
tion to the ethical problems it may entail.4

This chapter will provide an overview of some major ethical challenges faced by profession-
als in this area of healthcare, starting with a brief consideration of what may constitute a ‘good 
death’, before discussing key issues such as autonomy, analgesia, life-sustaining treatments 
and advance care planning (ACP). Viewed largely from the perspective of the UK general prac-
titioner, concepts discussed will also be relevant to other primary care disciplines including 
nursing, pharmacy and counselling.

GMC guidance3 refers to patients as ‘approaching the end of life’, when they are considered 
likely to die in the next 12 months, and includes not only those whose death is imminent and 
those with significant life-threatening conditions, but also premature neonates whose prospect 
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of survival is very poor, and patients diagnosed with persistent vegetative state (PVS) for whom 
a decision to withdraw treatment may lead to death.

Primary care physicians’ exposure to the undoubtedly ethically challenging situations 
of care of premature neonates and patients in PVS is considered likely to be minimal and as 
such outside the scope of this chapter, which will focus on end of life care of adult patients 
in the primary care setting. Nevertheless, primary care professionals may find themselves in 
situations where they need to discuss these difficult cases with families or carers, and it is 
hoped that the following pages may provide some general principles that are transferrable. 
In addition, various sources of further information and guidance are available, which readers 
may find useful.3,5

A GOOD END TO LIFE

Palliative care is an approach that improves the quality of life of patients (adults and 
children) and their families who are facing problems associated with life-threatening 
illness. It prevents and relieves suffering through the early identification, correct 
assessment and treatment of pain and other problems, whether physical, psychosocial or 
spiritual.

WHO, 2015.6

Euthanasia, in the uncontroversial sense of a ‘gentle and easy death’,7 must be the hope of all 
patients and the aim of all end of life care services. Philosophical debate has existed for centu-
ries regarding the essential components of such a death,8 and some acknowledgement of this 
may be helpful in considering ethical aspects of end of life care.

Whilst various theories on what might constitute a ‘good death’ exist, it has been argued9 
that ‘hedonism’, the ethical theory that pleasure should be sought and pain avoided, might 
be consistent with accepted approaches to palliative care; negative hedonism would require 
the absence of adverse symptoms such as pain, depression and anxiety, while positive hedo-
nism, as does Christian teaching, focuses on personal growth, awareness, preparedness and 
acceptance.

Empirical evidence supports hedonism,1 with factors identified as most important to people 
at the end of life including having pain and other symptoms effectively managed, being sur-
rounded by loved ones and being treated with dignity. Similarly, consistent with a ‘Four prin-
ciples’ perspective, in seeking to do that which is good for patients and avoid harm (beneficence 
and non-maleficence),10 good end of life care will consequently aim to address both these areas, 
providing effective, evidence-based, scientific treatment of medical symptoms, in a holistic 
approach encompassing careful consideration of emotional and spiritual needs.

Indeed, overall context and holistic care are especially important; end of life cannot be con-
sidered in isolation from the rest of life,9 or indeed from the rest of society, so consideration 
must be given to patients’ previous and current situation in establishing plans and goals for 
care. Furthermore, simply targeting and conforming to ‘objective goods’, such as pain con-
trol and presence of family, do not automatically result in ‘good’ subjective experiences for 
patients;11 a checklist approach will not guarantee a ‘good death’.

Whilst being treated with dignity does not necessarily equate with respect for autonomy, 
evidence suggests that some degree of control over the circumstances of end of life care is desir-
able for patients,12 so respect for autonomy will clearly be an important consideration.
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SELF-DETERMINATION AT THE END OF LIFE

Autonomy can be understood as the ability of individuals to exercise self-determination or free 
will in making decisions. Arising from utilitarian philosophy13, a right to self-determination in 
relation to medical treatment has become widely established in law14,15 and now underpins a 
number of essential aspects of medical practice, such as confidentiality, consent and capacity, 
arguably of particular importance in end of life care.

Respect for individual autonomy will also be consistent with deontological (duty-based) 
ethical approaches, and is a key concept in duty-based professional ethical guidelines such as 
those provided by the UK General Medical Council.

In the context of end of life care, this leads to a central aim to support patients’ autonomy in 
achieving their own ‘good death’, offering them, and enabling them to make, choices that make 
this possible. This aim provides a basis for requirements to respect patients’ decision-making 
capacity, offer them choice in aspects of care and treatment in such a way that they are able to 
make informed decisions to consent to or refuse them, support them in planning for future 
care, and be open and honest in disclosing information, whilst keeping their information con-
fidential from others.

However, situations may occur where, for example, patients, families and medical pro-
fessionals disagree about the best course of action, patients’ wishes cannot be supported, or 
patients lack the capacity to make decisions for themselves, leading to criticism of the value 
given to autonomy in contemporary ethical medical practice.

In the case of patients who lack capacity, it has been suggested that autonomy fails to pro-
vide an appropriate understanding of their experience of life and illness16, such that reference 
to autonomy in relation to these patients is ‘highly incongruous’17. Even where patients have 
the ability to make their own decisions, too great a focus on autonomy may not be helpful, 
with conflict between patients’ views that ‘doctor knows best’ and professionals’ strong belief 
in patients’ autonomy leading to patients being left to fend for themselves in making decisions, 
‘abandoned to their own autonomy’18 by ‘inverse paternalism’19.

For some, therefore, focus on self-determination may arguably offer a temptation to pro-
fessionals to transfer responsibility for complex and difficult treatment decisions back to 
patients20. Others criticise the importance given to autonomy in the area of end of life care 
more generally, suggesting that it fails to guide respect for individuals effectively.21,22

These arguments support a less rigid, more ‘Communitarian’ approach to respect for auton-
omy in end of life care, ‘respect for persons’23, where emphasis is given to the broader context 
of the individual, encompassing concepts such as dignity and individuality, and including con-
sideration of his or her social situation, relationship with family and carers and emotional and 
spiritual background.

Perhaps, this may recall an idealised view of the UK GP, known to patient and family over 
years and available to provide holistic support as well as medical care. While this may no longer 
be a common reality of primary care, this kind of approach to patients at the end of life would 
seem an appropriate aim and one which is achievable using a team-based model of care.

ANALGESIA, SEDATION AND THE DOCTRINE OF DOUBLE EFFECT

When caring for patients in end of life situations, it will frequently be necessary for primary 
healthcare professionals to address troublesome symptoms such as pain, agitation, shortness 
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of breath and excessive respiratory secretions, and indeed, notwithstanding the importance of 
the holistic approach discussed above, practical management of symptoms at the end of life will 
often be a major part of the primary care clinician’s role.

Clearly, ethical arguments support the need to control these symptoms in order to facilitate 
experience of a ‘good death’. However, provision of treatment to deal with such symptoms has 
been complicated by concerns about the possibility of adverse effects, particularly the potential 
for shortening of life.24

A concept identified particularly with Catholic theology, but widely referred to in medical 
ethical practice, the doctrine of double effect distinguishes between actions with intended con-
sequences, and those with consequences that are merely foreseen. Used particularly in justify-
ing not only use of opioids in potentially fatal doses but also in the use of sedation at the end of 
life,25 the doctrine was introduced into English law in the case of R v Adams,26 which established 
that a doctor is ‘entitled to do all that is proper and necessary to relieve pain and suffering, even 
if the measures he takes may incidentally shorten life’.

Despite subsequent judicial approval27 and wide official acceptance of the doctrine,28,29 it 
has been criticised for a number of reasons. Firstly, it is very difficult to distinguish between 
foresight and intention. Furthermore, for some, this does not matter. Consequentialists 
argue that consequences determine the moral nature of acts, so any ‘ killing’ is the same, 
regardless of intention. In a similar way, the doctrine is inconsistent with English law 
on murder which considers the foresight of virtually certain consequences to amount to 
intention.30,31

However, notwithstanding considerable ongoing debate about the place of the doctrine 
in English law,25 dealing with severe pain and distress at the end of life remains a familiar 
situation in primary care and a practical solution to management is necessary. A sensitive 
approach may avoid the suggestion that the doctrine of double effect is being used to allow 
euthanasia, whilst enabling adequate symptom control: careful dosing, following accepted 
guidelines on escalation until pain is controlled, with clear reference to clinical effect.9 In 
fact, it is now recognised that the risk of death as a result of opiate analgesic use is generally 
only through inappropriate use; where prescribed correctly, there may in fact be no ‘double 
effect’ in this situation.24

The use of sedation in end of life care has been the subject of even greater controversy, with 
concern about its distinction from euthanasia as well as a view, likely derived from Christian 
philosophy, that awareness may be an important element of end of life, allowing individuals to 
experience death for the purpose of personal growth and reconciliation.9 A consequence of this 
has been an impact on treatments in general; it is often considered that patient awareness is key 
factor in deciding on medications used in end of life care.

While use of ‘terminal sedation’, or drugs for the purpose of sedation only, would not 
usually be familiar in end of life care in the primary care context, the use of opiate analge-
sics and other medications to relieve pain and distress, which may also cause sedation, is 
commonplace. For some patients, it will be personally important to experience life fully and 
to its natural end, but for others not doing so may be of positive benefit.9 As we have seen, 
controlling pain and suffering is consistent with hedonistic theory as well as duty-based 
ethical medical practice; avoiding awareness of these symptoms through sedation may be 
equally valuable.

Open discussion with patients, and judicious prescription, in conformity with accepted 
practice would seem to be essential here, both legally and in terms of a pragmatic ethical 
approach.
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WITHHOLDING AND WITHDRAWING MEDICAL TREATMENT

In primary care, withholding and withdrawal of life-prolonging medical treatments are most 
likely to refer to situations such as withdrawal of routine medications, food and fluids, with-
holding of antibiotics, and decisions not to refer to hospital, call ambulances or perform cardio-
pulmonary resuscitation.

Conventional medical practice requires a presumption, based on ethical, legal and human 
rights principles, in favour of prolongation of life wherever possible.3 However, situations 
where for reasons including patient choice, effectiveness and burdensomeness of treatment, it 
is considered acceptable to withhold potentially life-sustaining treatment, or withdraw it once 
started.

Justifying what appears to contravene the accepted principle of preservation of life, it is 
argued that withdrawal of life-prolonging treatments that no longer confer benefit is followed 
by death that is incidental. In the English courts, this has been defended on the basis of a dis-
tinction between ‘acts’ and ‘omissions’,27 as well as by reliance on the doctrine of double effect; 
this accords with Christian philosophy that, while all life has intrinsic worth and dignity, it is 
not an absolute good to be maintained at all costs.32

A complex area of ethical and legal debate, with strong criticism of both the legal situa-
tion27 and professional guidance,33 the concept of withdrawal or withholding of treatments 
remains contentious, and most especially if any suggestion exists that this may be less to do 
with patients’ ‘best interests’ and more with healthcare resources. In the UK this was dem-
onstrated by the recent controversy surrounding the ‘Liverpool Care Pathway’, a checklist 
approach designed to facilitate end of life decisions, including the withdrawal of active treat-
ment where appropriate.34 Great public concern arose from a suspicion that there might be a 
connection between decisions to withdraw or withhold treatments for patients at the end of life 
and financial incentives for hospitals to place patients on a pathway of care which might result 
both in earlier death and cost-saving for healthcare services.

Nevertheless, it seems clear that circumstances do exist where, ‘the principle of the sanctity 
of human life must yield to the principle of self-determination’,27 or, in the case of patients who 
lack capacity, burdensomeness or futility of treatment makes it no longer ethically desirable to 
start or continue. An interesting example of a situation of this kind, likely to become a more 
common occurrence in primary care, is deactivation of implantable cardioverter defibrillator 
(ICD) devices.35 Repeated defibrillation at the end of life can cause physical discomfort and 
emotional distress to the patient, as well as emotional distress to families. While it is argued36 
that there is an acceptance on implanting these devices for a balance between discomfort 
caused by shocks from the defibrillator and the benefit in prevention of sudden death, changes 
in the clinical situation may result in significant changes in this balance, such that it represents 
a trade-off that is no longer acceptable to the patient.

Consequently, the continuing benefit of ICDs in the context of other life-threatening condi-
tions needs to be reviewed and discussed with patients to establish their wishes and ensure 
understanding; insufficient knowledge amongst ICD recipients may result in stressful and 
painful end of life situations.36,37

This has parallels with decisions not to carry out cardiopulmonary resuscitation, where sig-
nificant misunderstanding amongst public and professionals of the success rates of community 
CPR and consequently the futility of its use in many situations leads to unrealistic expectations 
which have a profound effect on decision-making.
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MAKING DECISIONS IN ADVANCE

A process of discussion with patients aiming to establish healthcare preferences in case of 
future mental incapacity38 ACP is now established in statute in the UK’s Mental Capacity Act 

2005. Outcomes of such discussions may include advance statements of wishes, advance deci-
sions to refuse treatment, and appointment of lasting powers of attorney. Increasingly pro-
moted in primary care, guidance recommends that ACP should be offered routinely to patients 
in this setting,39 especially to those at the end of life.3

However, although most GPs have conversations with their patients about end of life care 
wishes, 25% still say they have never initiated such a discussion,40 and knowledge and under-
standing of the process of ACP, as well as experience of its use, may be limited.41

While ACP has clear ethical value in terms of respect for persons and particularly for 
autonomy, and consequently a strong argument can be made for its greater use in end of life 
care as well as more generally, a number of important criticisms and ethical concerns have 
been raised.

Perhaps most centrally, ACP has been criticised in terms of its assumption that individuals 
are able accurately to predict their wishes for future,42 with evidence suggesting substantial 
instability in individuals’ choices over time43 and some questioning whether we in fact have the 
durable identity or ‘personhood’ relied on by the concept.44

A concept centred on respect for autonomy may not be universally applicable culturally, with 
evidence of a variety of culturally specific beliefs about ACP.45 Similarly, religious values may 
have significant influence on people’s use of ACP,46 defining their views on decision-making at 
the end of life.

Given the substantial decision-making powers afforded to those appointed with the power 
of attorney, coercion, particularly where financial issues may be involved, is a significant con-
cern in ACP, with family dynamics often difficult for healthcare professionals to judge.47 At 
the same time, there must be an awareness of the motivations of professionals and healthcare 
systems in promoting ACP, with the suggestion that ACP may be used as a means to reduce 
healthcare costs, which is of particular concern.48

Cardiopulmonary resuscitation is commonly discussed as part of ACP, and refusal of this 
intervention can be made in the form of an advance decision to refuse treatment. Where a clini-
cal decision, as distinct from one as part of an ACP discussion, is made that cardiopulmonary 
resuscitation should not be attempted, the courts have recently made it clear that it is essential 
that this should be discussed with the patient, or with the patient’s relatives if he lacks capacity, 
unless there exist strong reasons not to do so.49,50

ASSISTED SUICIDE

Suicide in the face of terminal illness may, in giving control over timing and manner of death, 
and avoiding pain and suffering, seem to meet some requirements of a ‘good death’,9 although 
it would likely fail to allow opportunity for positive experience of continued awareness and 
personal growth. Nevertheless, apart from contravening a societal acceptance of sanctity of life, 
and a general moral intuition that ‘killing’ is wrong, recent parliamentary debate on assisted 
dying51 has confirmed what has been indicated in a number of court cases,52,53 that English law 
will not support assisted suicide and that there exists no ‘right to death’ commensurate with 
the recognised ‘right to life’.
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However, situations are likely to continue to arise where patients with terminal illness 
express the wish to end their lives. Where they seek advice on this and related issues, includ-
ing consideration of the possibility of travelling abroad to facilitate assisted suicide, patients 
may see their GP as the most obvious professional to approach. With the possibility of a real 
risk, greater for health professionals where there exists a duty of care, of prosecution in the 
UK,54 primary care clinicians will need to exercise caution in avoiding anything that might be 
interpreted as facilitating suicide.55 Such patients will clearly be deserving of respect and com-
passion, and nothing would suggest that doctors should not engage in discussion with them. 
Indeed, some attempt, if not to dissuade them, at least to clarify misunderstandings where 
their decision may be based, for example, on false assumptions about the course of illness or 
expected experience of end of life may be considered the duty of the caring clinician. Emphasis 
on palliative care will also be key, with palliative care services ideally placed to respond to the 
symptoms, concerns and fears of patients at the end of life.

RESOURCES AND RATIONING

It has long been recognised that any ethical system of care must have an acknowledgement 
of distributive justice, giving a means to balance the rights of individuals and respect for their 
autonomous wishes with the needs of other individuals and of society as a whole. This will be 
true in end of life care as in any other area of medicine, and indeed may be a particular issue 
here; the gap between diagnosis with life-threatening illness and receiving palliative care, for 
example, is often considerable.40

Emphasis is placed in palliative care practice on choice, with use of advance decision- making 
to respect patients’ autonomous wishes. However, in reality, the opportunity for patients to 
exercise autonomy in this way in current healthcare environments may be severely limited 
by resource constraints, with evidence, for example, that cost and supply are frequently a key 
determinant of place of death rather than choice.56

Given increasing involvement of GPs in decision-making regarding resource allocation, 
some may be in the difficult position of having responsibility for care of patients at the end 
of life, whilst at the same time rationing a limited budget.57 A difficult balance will need to be 
struck between care of patients at end of life, in accordance with their conception of a ‘good 
death’, and availability of resources and consequent impact on and justice to others.

Nevertheless, with openness and planning with patients, this process may become easier; 
allowing patients the opportunity to avoid burdensome, futile and unwelcome interventions at 
the end of life may result in decisions which both support their conception of a ‘good death’ and 
incidentally save costs for healthcare services.

CONCLUSION

A complex area of clinical practice, end of life care requires primary care professionals to give 
great consideration to ethical issues, making sensitive balances involving the wishes and needs 
of patients on a background of a sometimes less than clearly defined legal framework and inad-
equate resources.

Whilst following accepted clinical guidelines and working within legal boundaries, the key 
to the ethical care of patients in the end of life situation will be a holistic approach. Here, empha-
sis will be on the social ‘context’ of the individual, giving greater consideration to relationships 
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with family, carers and with wider society, with early discussion and future  planning, and 
openness and honesty about realistic goals and outcomes of care.

With its unrivalled opportunities for follow-up and development of a caring relationship 
over time, primary care is arguably an ideal environment to approach end of life care in this 
way, with the aim of achieving close alignment with patients’ wishes for a ‘good death’.
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INTRODUCTION

Migration, and forced migration in particular, caused by war, violence or the threat of  starvation 
and extreme poverty is one of the defining humanitarian and political issues of the day. The 
mass exodus from war-torn Syria and other countries has led to the highest level of refugees 
and displaced people since World War II; by 2015, 65.3 million people displaced worldwide, 
with 12.4 million newly displaced. Over 3700 of the million crossing the Mediterranean to 
Europe died at sea.1 However, the staggering numbers tend to conceal from view the tragic loss 
of life and the human suffering endured by individuals. Compassion, in this context, fades or 
collapses.2 Metaphors can and do shape our moral perceptions and predispositions.3 Words 
such as ‘swarm’, ‘flood’, ‘tsunami’, ‘swamp’ and even ‘cockroaches’ convey the idea of a malig-
nant force that will overwhelm and engulf Western countries, inevitably leading to fear, anger 
and defensiveness. The threat and reality of terrorism in Europe exacerbates this fear. The asy-
lum seeker becomes the Other, ‘not like us’, an inferior or dangerous alien, and our sense of 
connection and common humanity is blunted or attenuated.4 Even the term ‘migrant’ has a 
pejorative ring, and ‘illegals’ even more so. Not all healthcare professionals are impervious to 
these emotionally charged political currents that threaten to distort ethical perceptions and 
therapeutic relationships.

ATTITUDES TO MIGRANTS AND THE RISK OF 
DEHUMANISATION

There has been a progressive and inexorable hardening of attitudes towards those seeking 
asylum in the UK as in the rest of Europe. Since 1985, the UK government has introduced a 
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range of measures to prevent or deter new arrivals. Consistently, negative media and harsh 
political depiction of refugees and asylum seekers fuel public hostility, indirectly leading to 
further ‘massive loss of life’.5 However, even if there is a human tendency for ‘othering’, we can 
move from ‘I-it’ to ‘I-Thou’, as advocated by the philosopher Martin Buber.6 The capacity for 
expanded compassion can be cultivated by developing our self-awareness and moral imagina-
tion, and is highly relevant to how healthcare professionals view and behave towards vulner-
able migrants. The sociologist-philosopher Zygmond Bauman, referring to Levinas, proposes 
that the stance towards asylum seekers as ‘security problems’ leads to the erasure of ‘face’ – a 
metaphoric name for those aspects of the Other that place us in a condition of ethical responsi-
bility and that guide us to ethical action.7 By erasing the face, we dehumanise individuals, ceas-
ing to consider them as fellow human beings worthy of our care. Individual stories or images 
often have more power in conveying the horror and suffering of the plight of others.8 Yet, view-
ing many such harrowing images can eventually lead to desensitisation, and if the emotions 
aroused – sadness, empathy and outrage – cannot be translated into helpful action, they risk 
sliding into apathy and cynicism.9

A CALL TO HUMAN VALUES

At its core, our response to forced migration is about our human values: How much do we care 
about the suffering and loss of dignity of our fellow human beings, and what are we prepared 
to do about it? This issue is particularly pertinent to healthcare professionals and raises ques-
tions for them such as: Do the goals of medicine and professional duties transcend issues of 
‘entitlement’ and nationality? How can we combine justice with compassion? Should health-
care professionals act as agents of the state or should they be prepared to challenge and even 
disobey state policies and regulations if they believe them to be inhumane and contrary to their 
Hippocratic commitment to serve all those in clinical need? How far should general practi-
tioners (GPs) act as advocates (rather than gatekeepers) for the vulnerable and marginalised? 
Healthcare professionals, as responsible and advantaged citizens and as healers dedicated to 
serving the sick and vulnerable, face ethical dilemmas and challenges in the care of those who 
have been forced to migrate, including those trafficked in or enslaved in the UK.10

PROVISION OF HEALTHCARE FOR THE HEALTH NEEDS OF 
VULNERABLE MIGRANTS

Vulnerable migrants have a variety of unmet healthcare needs, many brought on by the harsh 
conditions imposed on them, and an unresponsive healthcare profession.11 This represents a 
failure of ethics in its broadest sense. Socio-economic status and migration per se account for 
many of the health discrepancies between vulnerable migrants and non-migrants.12 Asylum 
seekers and refugees suffer a disproportionate burden of physical, mental and social morbidi-
ties.13,14 They may suffer severe and intractable mental health problems requiring specialist 
mental healthcare, often in low supply.15 Social issues abound such as isolation, poverty, social 
stigma, difficulties finding adequate housing or schools, unemployment, cultural differences 
requiring significant adaptation and language barriers. There are problems and challenges to 
be resolved at all levels: biomedical, psychological, social, cultural, ethical and even spiritual. 
Additionally, individuals who have suffered trauma, torture and degradation may be very reluc-
tant or even unable to articulate their experiences, and often present with vague symptoms 
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of somatic pain, making communication more challenging. It takes time to establish trust. It 
also needs the health professional’s willingness and openness to listen, and wise discernment 
to elucidate the real causes for the suffering.16 It may require specific education and training, 
which may be lacking.

PERINATAL CARE AND HEALTHCARE FOR CHILDREN

Immigrant women are already disadvantaged and more likely to have adverse obstetric out-
comes.17 Barriers to healthcare for pregnant women can have significant adverse effects on 
both maternal and child health. The UK government in its policy document Maternity Matters 
highlights the importance of good antenatal care for women and their offspring, and the need 
to target deprived communities and ensure that their needs are treated with equal importance 
and respect.18 Yet, the facts regarding the perinatal care for undocumented pregnant women 
in the UK are shockingly at odds with these policies and aspirations.19 Antenatal care is con-
sidered ‘emergency care’ and cannot legally be withheld, but is fully chargeable. Vulnerable 
immigrant women, often destitute and with no surplus income, are usually unable to pay the 
substantial charges (around £6000 at the time of writing), leading them to avoid antenatal care 
and to resort to delivering at home without professional assistance, sometimes with fatal out-
comes.20 The majority of women are unable to access a GP or receive the recommended number 
of antenatal visits.21 Pregnant women face additional stressors to those already experienced 
by vulnerable migrants, such as trafficking for sex work, violence or female genital mutilation 
(FGM).22 GPs and midwives are ethically constrained as they cannot refer these women to an 
affordable system and yet may not be able to provide a safe alternative.

Children, either unaccompanied or of vulnerable parents, also endure hardship and depri-
vation. The majority escape recommended vaccinations and are turned away by GPs.19 Despite 
moral obligations from the UN Convention on the Rights of the Child23 and UK legislation for the 
protection and provision of care for children, professionals are failing to do so.24

In summary, vulnerable migrants potentially represent a substantial workload (and poten-
tial economic burden) for busy primary care practitioners. Unsurprisingly, there may be reluc-
tance to take this work on, and this is reflected by the difficulties that migrants encounter when 
trying to access primary care.25 However, despite the challenges of working with deprived, 
marginalised patients, doctors can thrive in this work and there is no correlation between prac-
tice area deprivation and GP well-being.26,27 Working with vulnerable migrants can be reward-
ing and meaningful work. Various proposals have been suggested and a variety of successful 
innovations implemented to compensate and support primary care professionals such that they 
can deliver culturally sensitive, appropriate care for this group of individuals.12, 28–30

ELIGIBILITY OF ACCESS AND BARRIERS TO HEALTHCARE

Although the basic human right of access to health services has been enshrined in numerous 
international and European declarations and legal instruments, one of the most fundamental 
barriers to migrants in accessing health services is the lack of systems for ensuring that their 
legal entitlements are known and respected in practice.12 The UK Immigration Act 2016 sets out 
to make it more difficult for irregular immigrants to access public services or the job market in 
the UK.31 Besides the common lack of knowledge and understanding of the healthcare system 
and their legal entitlement to primary care, asylum seekers and undocumented migrants have 
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to surmount other barriers such as language barriers, obstructive bureaucracy, fear of being 
reported or arrested and direct or indirect discrimination leading to denial of health cover-
age.28,32,33 Asylum applicants and their dependents form only 7% of net migration to the UK 
and 0.5% of applicants for social benefits,34 yet they are portrayed as ‘freeloaders’ sapping the 
NHS. Most vulnerable migrants do not access healthcare for several years, even if suffering 
from untreated health conditions.33 However, even in these cases, errors may be made and the 
claim may not be ‘bogus’ but hard to prove within the strict legal criteria.35,36 Their lives may 
still be at risk and they may eventually qualify for asylum on humanitarian grounds.37

ELIGIBILITY FOR PRIMARY HEALTHCARE

At the time of writing, access to primary care is still free to those who seek asylum, including 
those whose applications have failed, who are homeless, without documents or who have come 
to UK shores through unofficial routes – sometimes unhelpfully referred to as ‘illegals’ – a term 
that brands them as criminals underserving of treatment. Anyone can register and consult a 
GP or a practice nurse without charge.38 A practice nurse can refuse an application but not on 
discriminatory grounds, and must still offer free emergency care for 14 days. Unfortunately, 
many of those working in primary care are unaware of this, not helped by complex or mislead-
ing guidance.39 Not all services in primary care are necessarily free; referrals to community 
services such as physiotherapy, blood tests, X-rays and other tests may be chargeable. This may 
place primary care professionals in an ethical quandary if inability to pay creates a barrier to 
optimal care. Evidence suggests that many GP practices do turn away vulnerable migrants, 
even those with urgent health problems.39 How can this denial of care be ethically justified?40

ELIGIBILITY FOR SECONDARY CARE

The complex changes regarding charges for ‘overseas visitors’ are listed in government 
 guidance.38 Services free to vulnerable migrants include: family planning (but not termination 
of pregnancy), diagnosis and treatment of specific infectious and sexually transmitted diseases 
(including HIV) and the treatment for a physical or mental condition caused by torture, FGM, 
domestic violence or sexual violence. Treatment under the Mental Health Act is also free to every-
one. All accident and emergency (A&E) services, including walk-in and urgent care centres, are 
free at point of use to all patients, but this does not include services once the patient has been 
admitted as an inpatient. Healthcare organisations such as hospital trusts have a legal obligation 
to recover charges for treatment from those ineligible to the NHS. Although clinicians decide 
on the necessity for treatment, overseas visitor managers have an imperative to show that every 
effort has been made to obtain payment in the period before the treatment starts. One can read-
ily imagine the potentially ethically fraught and ugly scenarios that may occur in the context of 
caring for sick, vulnerable migrants. GPs have to refer acutely ill patients for secondary care, in 
the knowledge that they may be asked to pay and cannot afford to do so or somehow manage if 
secondary care is aborted and patients in desperation attend GP clinics.41

ETHICAL ‘LENSES’

The way we treat asylum seekers carries unavoidable ethical dimensions that cannot be 
elided by referring to bureaucratic diktats.33 On the everyday level, the ethical issues GPs 
and primary care practitioners face in relation to vulnerable migrants are broadly the same 
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as for any of their patients, albeit some of the issues, such as justice and human rights, may 
be more salient. I will use the ‘ethical lenses’ of rights, duties, virtues and utility for explor-
ing general and specific ethical issues in relation to treating vulnerable migrants, endeav-
ouring to arrive at a multifaceted and rich perspective that is helpful to those working in 
primary care.

DUTIES AND HUMAN RIGHTS

Much of the discourse in relation to vulnerable migrants accessing healthcare is framed in the 
language of rights. The Universal Declaration of Human Rights (1948) is based on fundamen-
tal ideas of universality, equality and non-discrimination and evolved from recognition that 
denial of human beings’ intrinsic worth and dignity can lead to slavery, egregious exploitation 
and mass murder.42 The European Convention on Human Rights (EHCR), ratified by the UK, sets 
out individual rights.43 The introduction of the Human Rights Act (1998) in the UK enabled 
claimants to bring an action in the national courts rather than the EHCR. Its implementation 
has generated acrimony and political controversy. Article 12 of the International Covenant on 

Economic and Social and Cultural Rights sets out ‘The right of everyone to the enjoyment of the 
highest attainable standard of physical and mental health’.44 The denial of access to free health-
care for failed asylum seekers (who cannot work and earn legally) violates international law 
and is inhumane.35

Respect for individual rights and individual autonomy has also become a central tenet in 
contemporary medical ethics. However, even if human rights have been politically legiti-
mated and ratified, this does not provide ethical justification for those rights.45 O’Neill 
claims that grounding human rights in a conception of the good (such as Aristotle’s con-
cept of human flourishing or eudaimonia)46 is fraught with difficulties in our pluralistic 
world, and that any right requires its counterpart obligation or has no force. She proposes 
anchoring human rights in an account of human obligations or duties. She lists five advan-
tages: Firstly, obligations are structurally connected to rights; secondly, the connection to 
action can be well articulated; thirdly, that obligations can be more readily distinguished 
and specified than rights and fourthly, that this approach is less individualistic than rights-
based approaches. Finally, she submits that obligations can be better justified than rights. 
Another disadvantage of rights is that they may clash (although the same applies to prin-
ciples or duties), and it is unclear how to prioritise a right or decide which individual or 
group takes precedence.

HUMAN NEEDS AND SOLIDARITY

Despite the rigour of her arguments, O’Neill’s framework appears to leave out an important 
dimension in the humane response to the needs of marginalised vulnerable members of our 
society. Michael Ignatieff eloquently argues for the possibility of a shared understanding of the 
human good. He proposes that we should base a theory of rights on needs, and that needs cre-
ate responsibilities that can be mediated by the state (although he expresses caveats regarding 
state-run impersonal and standardised care for unique individuals). Sharing responsibility for 
the care of needy strangers helps to create a moral humane society.

It is this solidarity among strangers, this transformation through the division of labour of 
needs into rights and rights into care that gives whatever fragile basis we have for saying 
that we live in a moral community.47
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Ignatieff suggests that it is essential to agree on the necessary preconditions for human 
flourishing, even though it can be difficult to reach agreement on the basic necessities that 
people should be entitled to. Language of rights is unable to articulate the needs we have as 
social beings, and money cannot buy the human gestures that confer respect. The manner  
of giving counts, as does the moral basis on which it is given. We can respect people’s rights 
but still demean them as persons. A decent and humane society, therefore, requires a shared 
language of the good, and a theory of needs is integral to this. Ignatieff also critiques Rawls’ 
theory of justice48 which focuses on the ‘basic goods’ required for personal freedom, by point-
ing out that ‘many of the essential requirements for a decent life – love, respect, solidarity with 
others – cannot be sensibly justified as necessary for personal freedom’. Social isolation and 
loneliness are potent causes of misery and illness, the fate of many undocumented migrant.49 
The overemphasis on individual freedom and the scepticism towards social justice and soli-
darity, characteristic of libertarian philosophers such as Robert Nozick, attacks the political 
philosophy and social ethics underpinning the welfare state, and challenges the very notion of 
a society as a moral community.50 Yet, to ask the question whether welfare rights, such as rights 
to healthcare and education, are more important than civil rights, such as freedom of speech, 
creates a false dichotomy since they are interdependent; one cannot exercise one’s autonomy 
without physical health and the basic means for survival. Doyal and Gough’s theory of needs 
proposes that objective and universal needs are necessary for successful social participation, 
and that individuals cannot flourish if deprived of opportunities to do so.51 They offer two cat-
egories of need: firstly, survival and physical health, and secondly, individual autonomy, which 
involves understanding, absence of disabling mental illness and social opportunity. Vulnerable 
migrants often have needs in both categories. Doyal and Gough define access to healthcare 
as a key ‘intermediate need’, and that those in a position to intervene and meet the need for 
survival and mental and physical health (i.e. healthcare professionals) have a moral duty to do 
so. This need also creates a duty to involve vulnerable migrants in research,52 actively cam-
paign for resources and training and collaborate with others, including community groups, 
political leaders and non-governmental organisations to improve the conditions for vulnerable 
migrants.

Although clinicians usually work within a needs-based approach to distributive justice, pri-
oritising care for those in need can be challenging. Distributive justice issues are an everyday 
issue for GPs, including the vexed question of appointment times for optimal care and fairness. 
By what criteria do we define ‘need’ and to what dimensions of a person’s illness do we allocate 
greater time? Selectively excluding vulnerable migrants from accessing healthcare is based on a 
system of merit, not need, involving the judgement that they are not ‘worthy’ of care.53

In conclusion, a needs-based approach fits within ethical frameworks of both rights and 
duties. It also underpins Aristotle’s theories of justice and of flourishing – treating ‘equals equally 
and unequals unequally’.46 Access to good healthcare, however, is necessary but not sufficient 
to promote health and flourishing – social and environmental factors are often more impor-
tant, and socio-economic inequality in itself has adverse effects.54 Restricting migrant’s access 
to healthcare undermines social inclusion strategies needed to reduce health  inequalities.55 
Arguably, we need to widen the scope to include social justice and social  responsibility.53 
Recognition of solidarity as a public good emerges from a needs-based approach, with recipro-
cal care for everyone’s needs and interests, social inclusion and non-discrimination. Solidarity 
is both an instrumental good – people are objectively better off in solidarity-based societies 
– and an intrinsic good fostering moral communities.56 Solidarity acknowledges our shared 
vulnerability and humanity.57



129

Ethical ‘lenses’

A human rights approach in healthcare, however, may at times have the edge; the lan-
guage of human rights confers more dignity than needs and can be psychologically empow-
ering when applied to vulnerable and marginalised groups.58 Involving them in actively 
taking control of aspects of their health in the community can help to restore self-respect 
and promote well-being. Health professionals, with their authority and power, are uniquely 
placed to act as advocates for patients. A human rights perspective endorses them in their 
advocacy role, and enjoins them to be politically active when rights are violated – resisting 
policies of exclusion, lobbying policymakers to legislate for policies that are humane and 
just, speaking up for asylum seekers to have access to the healthcare they need and exposing 
inhumane and/or inadequate conditions detrimental to patients’ health and well-being. In 
other words, ‘giving voice to the voiceless’ – sometimes coined ‘advocacy ethics’.59

PROFESSIONAL DUTIES

Professional ethics is usually expressed as duties and codes of conduct rather than core values. 
The UK General Medical Council invokes the vaguely defined duty not to ‘discriminate unfairly 
against patients or colleagues’60 The World Medical Association (WMA) is more prescriptive 
and creates a positive duty of care for health professionals to act as advocates for patients by 
promoting the ‘fundamental right’ for people in clinical need to receive medical care and to 
speak out against legislation that prevents this.61

The UK Royal College of General Practitioners (RCGP) emphasises that all vulnerable 
migrants have the right to be fully registered with NHS general practice and are entitled to pri-
mary medical services without charge. ‘General Practitioners should not be expected to police 
access to healthcare and turn people away when they are at their most vulnerable’. Although 
this is the crux of the matter, GPs have the discretion to refuse registration as long as this is not 
for discriminatory reasons (in line with the Equality Act 2010).62 The RCGP also points out that 
practices are not required to check identity or immigration status although there may be ‘practi-
cal reasons to do so’. Herein lies the difficulty – it is very difficult for a vulnerable person who 
lacks confidence and knowledge of the system to challenge a hostile practice manager or GP 
receptionist stating that ‘the list is closed’ or proof of residence is obligatory. Bureaucracy, preju-
dice and/or GPs’ struggle to cope within a system that is already overloaded and underfunded 
create barriers to access. Caring for vulnerable migrants in the primary care setting does not 
represent supererogation or altruism, but simply ‘doing one’s job’ – acting in all patients’ best 
interests.63

Professional codes tend to narrowly focus on clinician–patient relationships and not the 
wider ethical issues or the institutional and societal context within which health professionals 
function. Conflicting duties emerge in this context between GP’s role as gatekeeper (justice) 
protecting the NHS’ resources, and the Hippocratic (healing) role, also framed as the health-
care provider’s moral rather than political obligation.40 Yet, as discussed above, this dichotomy 
need not exist if we view healthcare professionals’ healing and advocacy roles as integral to 
promoting solidarity, flourishing for all, and a more egalitarian society.53

VIRTUE-BASED ETHICS

Professional duties can also be viewed from the lens of virtue ethics (VE). VE offers a way 
of addressing ethical challenges that can be more helpful and adaptable than rights, rules 
and principles. Indeed, professional codes are often not followed or perceived as relevant. 
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As abstract prescriptions, they can fail to connect with the lived experience of practitioners and 
of their patients.64 The same may be true for ‘principlism’.

Principles are thought to be too abstract, too removed from the contextual and experiential 
complexity of clinical decision-making, and too conducive to an overly rationalistic, 
quasi-legalistic ethics that over-emphasizes quandaries and stifles compassion and moral 
creativity.65

Arguably, ‘code ethics’ lacks coherence unless placed within a comprehensive and shared 
tradition of human flourishing (eudemonia) and a consensus on what constitutes good 
 practice.66 Aristotle’s VE provides a framework that is not based on rules or prescriptions, but 
is set in the context of a society within which individuals can live in harmony.46 VE relies on 
the intrinsic motivation to develop the virtues needed for a flourishing life and to cultivate 
the goods internal to practice.67 Virtues are predictable predispositions leading to good deeds, 
not just good intentions. They are honed and habituated by constant practice, analogous to 
learning to play an instrument well (‘ethics’ is derived from the Greek word ethos, ‘habit’ or 
‘custom’). VE focuses on the particulars, and does not rely on rules or ready-made formu-
lae, but develops more from the ‘bottom up’, using the virtues of discernment and practical 
wisdom to reflect, deliberate and discover the best way forward. Importantly, VE acknowl-
edges the synergistic relationship between emotions and cognitions in moral reasoning, a 
relationship confirmed by modern day neuroscience.68 VE, as interpreted by MacIntyre67 and 
Toon,66 emphasises sustainable communities, individual and shared narratives, relationships, 
collaboration, reciprocity and mutual trust. Even if one takes the view that a shared notion of 
the good is impossible, Pellegrino proposes that professional ethics can and should be under-
pinned by virtue-based ethics.65

THE VIRTUES OF COMPASSION AND JUSTICE

Among the virtues, Pellegrino lists ‘fidelity to trust’, fortitude, benevolence, reasonable self-
effacement, compassion, justice and prudence or practical wisdom (phronesis). To these I would 
add courage. All of them are relevant in the care of vulnerable migrants but compassion is 
central to our response to their suffering. It is a complex emotion that includes cognitive, affec-
tive and motivational elements. My understanding of compassion is close to that of Gilbert 
(a psychologist)69 and Nussbaum (a philosopher),70 such that it encompasses empathy – both 
emotional (‘feeling with’), and cognitive (being able to adopt the perspective of the other per-
son) – distress tolerance, and, most importantly, the motivation to alleviate the suffering, lead-
ing to purposeful, appropriate action, even if this simply means active listening. I have written 
elsewhere on compassion and the tensions in accommodating it within modern medicine71 
and modern medical ethics.64 Medicine, at its core, should be based on an ethic of alleviat-
ing suffering and promoting healing and flourishing. Compassion does not fit well within a 
positivist mechanistic paradigm requiring measurable outcomes, or within a market-based, 
industrialised system of care. With compassion we acknowledge our common humanity and 
vulnerability, yet profoundly respect the uniqueness and dignity of individuals and their stories. 
Elisabeth Porter argues that we can expand an ethics of care and compassion to a ‘politics of 
compassion’, which ‘links the universal and the particular in that it assumes a shared humanity 
of interconnected, vulnerable people and requires emotions and practical, particular responses 
to different expressions of vulnerability’.72 Compassion is not ‘soft’, but demands strength, wis-
dom and courage. It may demand ‘professional anger’ – for health professionals know the pain 
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and suffering endured by their patients and should speak on their behalf, challenging others 
when they behave unethically, or treat patients in a way that is callous and cruel.73,74

PUBLIC HEALTH ETHICS, UTILITARIANISM AND POLITICS

There are robust utilitarian and public health reasons for vulnerable migrants to retain access to 
primary healthcare. Firstly, limiting access to GP surgeries will lead individuals with untreated 
illness to present at a later stage to A&E services, costing considerably more to the NHS, using 
more resources and creating unnecessary suffering.75 Secondly, primary and secondary pre-
vention of chronic diseases such as diabetes and hypertension is much more cost-effective than 
treating the late sequelae of the disease.76 Thirdly, containment and control of communicable 
diseases would be more difficult and expensive.77 Concerns have been raised, however, regard-
ing the cost of treating failed asylum seekers in the NHS in the light of pressure on finite NHS 
budgets.78 This is a legitimate concern, yet arguments can be made that the UK is a wealthy 
country and should be able to afford healthcare for the small number of additional people, par-
ticularly as this will save money in the long run. Furthermore, the great majority of vulnerable 
migrants are healthy, well-educated and more than willing to work and participate in society as 
tax-paying citizens; ignoring this represents a shameful capital and social waste. Public health 
and primary healthcare are inherently political as they are involved in caring for and educat-
ing individuals or communities with potentially competing interests, and are involved in the 
exercise of power and authority.59 Aristotle viewed ethics as inseparable from politics. How the 
polis, city or state functions is inextricably bound up with how its citizens can flourish.47

AUTONOMY AND CONSENT IN A MULTICULTURAL CONTEXT

Lack of understanding and communication difficulties can vitiate valid adequately informed 
consent. Good communication is particularly important in the context of intimate examina-
tions or invasive procedures. Patients may come from cultures where individual autonomy is 
an alien concept and where the head of the household (male) is expected to make the decisions, 
although this may change with time and adaption to the new culture.79

CONFIDENTIALITY AND FGM

Confidentiality demonstrates respect for autonomy and helps to create and maintain trust, 
facilitating timely and responsive healthcare. Vulnerable migrants live in fear of deportation 
and may be very reluctant to give much information to healthcare professionals for fear of 
denunciation. Although primary care is free at the point of access, patient confidentiality is 
now seriously threatened with non-clinical data sharing between NHS Digital and the Home 
Office.80 This threat is significant, particularly as administrators may be more willing to 
denounce patients they perceive as ‘illegal’. Compulsory denunciation or even criminalisation 
of those providing care to refused asylum seekers is already a reality in some countries.81

FGM is a procedure that involves partial or total removal of the female genital organs for 
cultural reasons, has no health benefits and can cause significant suffering as well as gyn-
aecological and obstetric complications.82 Health professionals need to be aware that women 
migrants are likely to have had this procedure if they come from certain countries such as Egypt, 
Sudan, Eritrea and Somalia. FGM has become a highly topical issue in the UK with extensive 
media coverage, educational programmes and legislation criminalising those who perform or 
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assist in FGM (Female Genital Mutilation Act 2003). FGM also generates specific issues of con-
sent and confidentiality. Doctors have strongly criticised the government-led FGM-enhanced 
data collection involving mandatory submission of particularly sensitive patient-identifiable 
medical information to third parties. This disclosure threatens medical confidentiality and the 
 clinician–patient relationship.83

INTERPRETERS

The use of professional interpreters has been shown to improve patient care and satisfaction 
and lower healthcare costs represents a good practice. However, in practice, this may not always 
be possible and a relative may sometimes act as interpreter, creating ethical pitfalls, particularly 
with women whose dominant or abusive partners may not be willing to reveal their real stories, 
or when there are sensitive intimate issues. Gender, cultural, tribal and political issues may 
arise, creating tensions and mistrust. Consent to the presence of an interpreter must be agreed 
to. A qualitative study revealed a number of ethical issues, including concerns about confiden-
tiality and accurate transmission of information – a concern that is shared anecdotally by many 
health professionals. There was also a mismatch between perception of roles with patients 
expecting advocacy and interpreters neutrality.32

CONCLUSION

Denial of healthcare to vulnerable migrants is widespread in the UK (and elsewhere) and can-
not be ethically justified whether we adopt the lens of rights, duties, virtues or utility. It also 
does not make rational or economic sense. Healthcare professionals cannot prevent wars and 
the gross economic inequalities that create forced migration, but they can show moral leader-
ship and model a humane response to the refugee crisis.84 They can also fulfil their professional 
roles by speaking up for the vulnerable and marginalised in clinical need and responding com-
passionately to their suffering. Their role as healers should not be combined with that of border 
control agents. This is particularly the case for primary care clinicians in the UK who are often 
the first port of call, and who are still able to offer free healthcare. Compassion can be combined 
with justice. Human flourishing, both for ourselves and for our fellow human beings, is a good 
that primary healthcare professionals should be willing to pursue and defend.
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Proximity, power and 

perspicacity: Ethical issues 

in primary care research

JONATHAN IVES

INTRODUCTION

The need to be attentive to ethical issues when conducting healthcare research almost goes 
without saying, but it is always tempting to begin a chapter such as this with an historical 
account of how and why we have the system of ethical research governance that we do, and 
explain why it is needed. Tempting, but, given the amount of ink that has already been spilled 
on the subject, certainly unnecessary. For any reader who is a researcher or a clinician, and is 
yet to be convinced of the need to pay attention to research ethics, I respectfully suggest you 
seek a new profession. It is important to note, of course, that one can appreciate the importance 
of being attentive to ethical issues, whilst still being critical of the current system of ethical 
governance that is in place, at either an institutional, local or national level, which can be cum-
bersome, and occasionally as obstructive and burdensome as it can be useful.1 I would direct an 
interested lay reader to general and historical texts, such as Annas and Grodin’s account of the 
Nazi Doctors and the Nuremberg Code,2 or Jones’ account of the Tuskagee syphilis experiments,3 
which provide vivid and sufficient justification for this kind of chapter being included in a vol-
ume such as this. An excellent, and brief, introduction to core principles can be found in articles 
by Slowther et al.4 and Shaw et al.5 on ethical issues and research governance.

This chapter will not provide an account of why research ethics is important, or provide 
an overview of research ethics in general. Rather, it will highlight particular ‘problem areas’ 
that may become prominent when research takes place in primary care specifically. Further 
reading on research ethics in primary care can be found in Roger Jones’ The Ethics of Research 

in General Practice,6 and the series of articles in Family Practice by Ives et al.,7 Draper et al.8 and 
Wilson et al.9

The chapter will begin, importantly in the current climate, by providing a brief account of 
why primary care practitioners and practices (henceforth referred to collectively as ‘Primary 
Care’) ought to conduct, or facilitate (henceforth referred to collectively as ‘participate in’), 
research, and outline some thoughts on what factors might be important when making a 
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decision whether or not to participate in a particular project (which is itself an ethical issue that 
has received scant attention to date). It will then move on to consider some problematic areas 
for research ethics in primary care, organised around the theme of ‘proximity’.

THE OBLIGATION TO RESEARCH IN PRIMARY CARE

The question of whether primary care ought to participate in research may not strike one 
immediately as an ethical issue but, arguably, it is one of the most important. Another way 
to understand the question is to ask whether primary care does something wrong by failing to 
participate in research.

In their 2008 paper, Ives et al. argue that there is indeed an obligation for primary care to 
participate in research, but noted that this obligation might be discharged in myriad ways. 
Three arguments were offered in support of this claim, summarised below:

 1. The argument from fairness

“Free riding occurs when one person benefits from the efforts of others whilst 
simultaneously and inexcusably avoiding contributing to this effort him/herself. Free 
riding is wrong because it is unfair. All family doctors benefit from medical research 
in some way. Family doctors who benefit from research without contributing to the 
research effort are free riding. Therefore, it is wrong (because it is unfair) for family 
doctors not to participate in research.”10

 2. The argument from reason (a Kantian argument)

“Medicine, as a legitimate scientific practice, requires ongoing, high quality research 
to be conducted. If all doctors refused to take part in research, medicine would lose its 
legitimacy. No family doctor would reasonably wish for medicine to lose its legitimacy. 
Therefore, no family doctor should refuse to participate in research.”11

 3. The argument from utility (a utilitarian argument)

“We all have an obligation to maximise goods and minimise harms, including 
family doctors. The aim of medical research is to maximise good and minimise 
harms. Overall, participating in research will maximise goods and minimise harms. 
Therefore, family doctors should participate in research.”12

Whilst there is not space in this chapter to critically assess these arguments, they certainly 
seem to provide a prima facie case for their being, all other things being equal, an obligation 
to take part in research. We need, therefore, to consider what may make things unequal: what 
might shift the balance and make non-participation ethical? One such factor may be resource.

RESOURCE AND RESEARCH ETHICS IN PRIMARY CARE

Let us first deal with the easiest question. If we accept the very plausible Kantian trope of ‘ought 
implies can’,13 we can straightforwardly accept that when resource scarcity makes it impossible 
to take part in research, there cannot be an obligation to do so. This leaves two scenarios:

 1. Where resource is abundant.
 2. Where resource is available but competed for by other legitimate and required activities.
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Dealing with (1) also appears straightforward. Given that there is a prima facie obligation to 
participate in research, if participation is made easy by an abundance of resource, then there 
is a clear obligation to do so. Furthermore, when primary care does participate in research, it 
is reasonable, as Draper et al.8 argue, that it should be reimbursed for associated costs and so 
does not make a loss.

The more difficult question (2) is essentially a question of prioritisation: To what extent 
should primary care be obliged to prioritise research over other activities? Answering this ques-
tion will undoubtedly require us to identify, and characterise in a morally meaningful way, the 
kinds of activities that primary care might engage in. This is certainly beyond the scope of this 
chapter, but let us assume, for simplicity’s sake, that we can distinguish broadly between three 
core activities, which there is a prima facie obligation to perform, but will likely be in resource 
competition:

 1. Life-saving/maintaining services
 2. Life-enhancing services
 3. Service enhancement.

It would be reasonable to assert that category 1 ought to take priority over categories 2 
and 3. The argument over what falls within each category will be lengthy and difficult, and will 

require complex arguments over the correct conception of health and well-being goods (for a 

good example of this debate, see Kraut’s What is Good and Why: The Ethics of Well-being),14 as 

well as debates about efficacy; however, for the sake of argument and for illustrative purposes, 

let us say that this would mean services such as screening, prescribing, blood pressure clinics 

and such like would be prima facie prioritised over fertility services and cosmetic procedures 

(with the caveat, and moot assumption, than in the majority of cases, whilst certainly impact-

ful, the need for such services does not lead to significant health problems that might place an 

individual case into category 1). Category 3 would involve a range of activities, which could be 

directed towards enhancing either category 1 or category 2 activities – and this would include, 

inter alia, all kinds of clinical and service delivery research. It is reasonable to suppose, if thus 

far the argument is plausible, that category 3 activities that enhance category 1 activities ought 

to be prioritised over those that enhance category 2 activities. The more difficult question is to 

what extent category 3 activities that enhance category 1 activities ought be prioritised over cat-

egory 2 activities themselves; and this is a grey area in which genuine dilemmas gain traction.

The preceding discussion cannot offer an answer to any particular question of whether or 

not an individual doctor or practice ought to support a particular piece of research, but it does 

suggest that when primary care is faced with the option of participating in research, it should, 

at least, consider the following before making a judgement about whether participation is 

obligatory, supererogatory or impermissible:

 1. There is a prima facie obligation to participate in research, and research ought to be 

considered a core activity.

 2. Given (1), when refusing, the burden of argument lies with you to show that:

 a. Compliance is impossible (therefore not obligatory).

 b. Compliance is unreasonable (because it would place an unreasonable personal 

burden on staff in terms of time and effort).

 c. Compliance is ethically impermissible (because it would impact negatively on 

category 1 or category 2 activities).

 3. Some trade-off may be acceptable between a negative impact on a category 1 or 2 

activities and research that has a good chance of enhancing those activities.
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Having now explored the question of whether primary care ought to take part in research, 
the remainder of this chapter will use the theme of ‘proximity’ to explore some particular ethi-
cal challenges in primary care research.

PROXIMITY ...

One of the reasons that primary care may be seen as fertile ground for research, and research 
recruitment, is the proximity of the family doctor to their patient population. Although some 
might argue that this proximity is being eroded, it is still the case that many family doctors 
have long-standing relationships with their patients, and families of patients, which engender 
confidence and trust, and provide the family doctor with a more intimate and contextualised 
understanding of the patient than secondary or tertiary practitioners might expect to have. To 
a large extent, research in primary care makes use of (or potentially exploits) this proximity. 
The remainder of this chapter is organised around the notion of proximity and how it may raise 
ethical questions in two particular areas: power and perspicacity.

POWER ...

A staple concern of research ethics is that participation in research must be fully informed and 
voluntary, and this requires all participants to have as full as possible an understanding of 
the research and to have chosen to participate in the absence of coercive influence (although 

see Manson and O’Neil’s excellent book15 that challenges standard ways of thinking about 

informed consent). These are important because they allow a patient to exercise autonomy. 

Autonomous persons are able to exercise their own judgement about how they live their life, 

and to act autonomously requires both freedom to make a choice (the absence of coercion) and 

sufficient information on which to base a choice. Any form of deception (including providing 

false or incomplete information) or coercion (applying pressure or force) makes a person either 

less autonomous, or prevents a person from being able to exercise autonomous choice.

In the context of primary care research, the proximity between clinician and patient (often 

a result of long-term care relationships), an invitation from a clinician to participate in research 

may be perceived by a patient as something that cannot be refused, either because they feel they 

owe something to the clinician or because they are concerned about the impact of a refusal on 

their ongoing care. It is, perhaps, given that if a patient believes that non-participation will have 

a negative impact on their ongoing care, this is coercive and entirely unethical to exploit. The risk 

of this happening can be mitigated by carefully constructing information sheets and recruitment 

processes that stress explicitly that care will not be affected whatever decision is made.

Considering the former case, where a patient consents to participate because he or she feels 

something is owed to the clinician, challenging questions arise about the nature of, and rela-

tionship between, coercion, motivation and autonomy. As Beauchamp and Childress16 have 

noted, it is important to recognise a distinction between

a subjective response in which people comply because they feel threatened … (and) … 

coercion … because coercion requires that a real, credible and intended threat is brought 

on a person so that his or her self-directiveness is displaced. (p. 164)

To briefly explore this, let us consider three cases in which a patient consents to participate 

in research.
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 1. A woman consents to complete a questionnaire about her diet and weight loss, even though she 

does not want to and does not feel she has time, because her doctor has asked her to as favour 

because responses are low, and she feels she owes her doctor this, given that her doctor has been 

so understanding and helpful.

   This case seems to be an example of something unacceptable. The reason for this is 
that the doctor has expressly asked the patient to participate as a favour, and this seems 
incommensurate with the nature of the professional relationship. The fact that someone 
might perform such a favour is not itself problematic. In the context of a friendship or 
spousal relationship, for example, favours may be common currency, and acting against 
one’s desires because one feels one owes a favour is not normally considered to be 
problematic (as long as the favour is commensurate with what is ‘owed’). In this case, 
the completion of a questionnaire is not at all dangerous or burdensome. The problem 
here is not that there is coercion; a person may be free to feel that they owe anything to 
anyone, and that is a matter of personal moral choice. A sense of ‘owing’ one’s doctor is 
not, arguably, even entirely inappropriate. Many doctors do go above and beyond their 
professional duties, and a patient wishing to reciprocate and offer something in return 
is not obviously morally wrong. Rather, the clear wrong here lies in the doctor trying to 
exploit that sense of ‘owing’ in the patient.

 2. A man consents to undergo experimental surgery to treat prostate cancer, even though he 

is worried about the risks and would prefer the standard intervention, because his doctor 

has invited him to and he feels he owes his doctor this, given that his doctor has been so 

understanding and helpful.

   This case seems almost identical to the case above, except that (1) the intervention 
is more burdensome and (2) the doctor has not sought to exploit a sense of ‘owing’ 
in the patient. Despite the fact that the intervention is more burdensome, this case 
seems more acceptable than the first. The reason for this lies in the fact that the 
doctor has not, in any sense, sought to exploit a sense of obligation in the patient. The 
patient has volunteered it. The wrong is arguably in the asking, not in the giving, and 
if the patient wishes to perform a reciprocal act, and chooses to do it in this way, then 
arguably there would be a wrong in preventing the patient from doing so. As Wilson 
et al. have noted:

It is … not necessarily wrong for a patient to act upon a sense of obligation to their 
family doctor if that obligation is well placed and is not being exploited. A sense of 
just reciprocity may indicate a well-adjusted moral person and if a person feels the 
obligation to reciprocate, participating in research may be an appropriate way of 
doing so providing it is proportionate.17

  However, there is something uncomfortable in the fact that the patient is so acting because 
he feels he owes the doctor, because this again seems to wrongly characterise the relationship 
between a doctor and a patient. The key ethical question, however, as noted above, seems 
to be whether this sense of owing is being exploited or not – and much of this will depend on 
how the individual patient experiences and perceives the obligation, suggesting that effective 
and open communication during recruitment is key to ethical practice.

 3. A man consents to undergo experimental surgery to treat prostate cancer, even though he is 

worried about the risks and would prefer the standard intervention, because he feels he has 

gained much from the NHS over the years and he ought to give something back. Helping the next 

generation of cancer sufferers by taking part in research seems a good way to do this.
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  The third case is similar to the second, except that the motivation to act comes not from a 
sense of owing the doctor anything but a strong moral conviction that one should contribute 
something back to society. Despite the risks and burden, this case seems more acceptable. 
The intuitive appropriateness of this, however, seems to come from the generalness of the 
obligation ‘to society’ rather than ‘to this individual’, and it is not clear whether there is any 
morally relevant difference that would justify treating the two differently.

These examples, and our brief analysis of them, raise two important and vexatious ques-
tions. If a patient decided to consent to participate in research out of a sense of moral obligation: 
(1) To what extent ought that sense of obligation be questioned and/or considered inappropri-
ate or a coercive influence, when we do not consider a sense of moral obligation (generally) to 

be coercive? and (2) To what extent should it matter who/what the recipient of that sense of 

obligation is? We are generally free, within the bounds of law, to determine our own sense of 

moral obligation, and to say that I am permitted to be motivated to take part in research out 

of a sense of moral obligation to society in general, but not out of a sense of moral obligation to 

an individual health professional, seems problematic. However, the difficulty in demarcating 

and isolating a person’s motivation, and the risk of slipping into coercive practice, might mean 

that, overall, ethical practice is better served by drawing a line to avoid any risk of exploitation 

arising from a patient’s sense of owing their doctor (a response based on some form of rule-

consequentialism). There is obviously no ethical problem with a patient experiencing a sense 

of owing their doctor, and it may be entirely morally appropriate; but, there may be a wrong in 

capitalising on that moral sense, just because of the risk of exploitation. Research in primary 

care, just because of the proximity between patient and clinician, must be particularly attentive 

to that risk. It should not assume that a patient’s motivation is suspect or inappropriate just 

because it may include some sense of personal obligation to the clinician; but, it also should 

not be assumed that a person could not feel coerced simply in light of who is doing the asking.

PERSPICACITY ...

Family doctors may be assumed to have special insight into their patients, derived from their 

proximity to them, which can be useful for both selecting and targeting putative participants. 

There are both positives and negatives to this, meaning that perspicacity borne out of proximity 

may be a double-edged sword.

Firstly, family doctors may be in a relatively unique position of knowing how ‘research 

friendly’ their patients are. Family doctors are usually notified if a patient is taking part in 

a clinical trial, and may also be privy to details about other forms of health-related research 

participation. As ‘gatekeepers’, family doctors may potentially use this knowledge in two ways.

Firstly, there is potential for this knowledge to be used to target ‘research friendly’ patients. 

This is only likely to be an issue when recruitment and sampling are non-random (e.g. purpo-

sive sampling for qualitative research), where patients are approached on the basis of fulfilling 

certain set criteria. The mandate to efficiently meet recruitment targets may encourage the 

approachment of patients who are likely to say yes to research. The potential problem here is 

that ‘research friendly’ patients may then become overburdened by research (particularly, given 

the issues of proximity and power detailed above). This places the family doctor in the difficult 

position of knowing that he or she could approach patients who are likely to say yes, but having 

to judge whether or not those patients are already overburdened. Respect for autonomy would 

suggest that such a decision ought to be taken by patients themselves; but, if there is anything 

to the concerns raised above about the power dynamic, there is the risk that simply asking the 
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question will incline a research-friendly patient to say yes. Balancing the risk of paternalism 
against the need to protect patients is not an unfamiliar problem to any doctor – but it is a prob-
lem for research in primary care in ways that it may not be for research in other contexts, simply 
because of the knowledge a family doctor may have.

This leads to the second use of this knowledge – gatekeeping to prevent access to certain 
patients, who are either perceived to be too ill, too burdened or otherwise not suitable to 
approach. This is more likely to be problematic when recruitment and sampling are random 
and aim to be representative of a population. By selectively excluding certain patients, one 
interferes with random sampling and potentially introduces bias. A good sampling strategy, 
with sufficient numbers, should serve to mitigate this risk but, that aside, this act of gatekeep-
ing involves the family doctor using her or his knowledge of a patient to make a decision on 
their behalf. Again, this raises questions about finding the correct balance between autonomy 
and paternalism.

It is worth noting that ‘paternalism’ here is not being used in a pejorative sense. If it were, 
then that would seem completely out of kilter with current systems of research governance that 
routinely make decisions about who it is appropriate to approach for research participation. 
Paternalism may sometimes be justified. In saying that, however, in acting as a gatekeeper, 
primary care engages in a morally complex activity that needs to be thoughtfully considered: 
both by those who do it, and by those who ask it of others.

CONCLUSION

In this chapter, we have covered some select issues in primary care research ethics, but the 
coverage is by no means exhaustive. We have explored the extent to which primary care is 
obliged to participate in research and considered what factors need to be considered when 
making a participation decision. We have also explored some central problems in research 
ethics, and their particular salience in primary care, through examining the problems of prox-
imity and power and proximity and perspicacity. The nature of the issues discussed is such 
that the resolution to a particular problem will depend entirely on the specific circumstances 

of the case. Given that, this chapter has attempted to outline some central issues, and ways 

of thinking about them, that might support the reader in being attentive to ethics in primary 

care research.
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CLARE DELANY

Physiotherapy primary care practice is very similar to a general medical practice model of care. 
People are either referred to see a physiotherapist from their doctor or medical specialist for a 
specific physical problem or they may independently seek out the services of a physiotherapist. 
In both of these situations, the physiotherapist works as a primary practitioner and is respon-
sible for assessment, diagnosis and appropriate management of the patient’s condition.

In this chapter, I describe the delivery of care in physiotherapy primary practice settings, focus-
ing predominantly on musculoskeletal-based clinical work, drawing broadly from discussions in 
physiotherapy literature and more specifically, from an empirical study of physiotherapists com-
municating with their patients in primary practice treatment settings. I analyse the relationship 
between visible elements of physiotherapists’ communication with their patients with underpin-
ning ethical theories and values concerning clinical communication. Based on the descriptions of 
the visible elements of communication, I posit that physiotherapy musculoskeletal-based primary 
practice has a predominant focus on the delivery of efficient, targeted, structured and evidence-
based treatment. I conclude the most visible ethical value driving physiotherapy treatment is 
beneficence. Whilst this is an important and proper focus, I contend that such a focus tends to 
overlook and as a consequence, to neglect other equally important ethical dimensions of this 
area of physiotherapy primary practice, in particular the principle of respecting and enhancing 
a patient’s autonomous participation in the treatment encounter. In the final section, I propose 
theories and conversational habits which might assist in strengthening the connection between 
the ethical basis of communication in physiotherapy primary practice and the words used and 
overall discourse of musculoskeletal physiotherapy practice.

AN ETHICAL FRAMEWORK FOR ANALYSING 
CLINICAL PRACTICE

I have previously described an ‘iceberg’ framework1 as a way to conceptualise therapist/patient 
communication from the comparative perspective of external or above-surface actions – what 
is outwardly visible in the clinical encounter – with a corresponding internal or below-surface 
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perspective, representing possible practice paradigms and ethical theories informing the vis-
ible, above the surface elements.

In this simplified model (Figure 17.1), the top section of the iceberg represents what is vis-
ible, what physiotherapists in primary clinical practice settings actually say and do and how 
they communicate with their patients. Below the surface are the less visible practice paradigms 
and ethical values which either explicitly or implicitly guide clinical practice decisions and 
actions. These reflect a particular clinical and practice orientation. Physiotherapy codes of eth-
ics2–4 (below surface level 2) are derived from the four biomedical ethical principles advocated 
by Beauchamp and Childress5 (level 3). The principles outline ethical obligations to ensure 
treatment is beneficial, does not cause harm; respect client autonomy and is just. The genesis 
of these principles and codes of conduct are foundational ethical theories (level 4), including 
deontology6–8 and utilitarianism.9 The central theoretical focus of deontology is to do one’s 
duty. From this basis, the right thing to do derives from a universal duty to respect other human 
beings. Respecting a patient’s autonomy by obtaining their informed consent to treatment and 
by providing information about risks and benefits and alternatives of proposed treatments 
aligns more closely with the idea of deontology. Whereas making decisions about the most 
appropriate and beneficial treatment (with or without a patient’s contribution or autonomous 
choice) is commonly aligned with a utilitarian justification of an action being the right action to 
take because of predicted clinical benefit. In utilitarian theories, the rightness or wrongness of 
an action is based on the consequences of performing it.

The key assumption of the iceberg model is that there is a relationship between the deci-
sions and actions a practitioner takes when conversing with their patient and setting the clini-
cal communication agenda, and his/her understanding of underlying bioethical principles and 
theories.10,11 In their seminal paper, Emanuel and Emanuel12 discuss how underlying ethical 
values might manifest in clinicians’ conceptions of their professional roles including how they 
go about communicating with, and sharing decisions with patients. Table 17.1 provides an 
adapted version of Emanuel and Emanuel’s ideas and illustrates how a clinician’s overt patterns 
of clinical communication (what he or she says and does within the clinical encounter) repre-
sent value-based assumptions about professional and patient roles. The four types of commu-
nication (Table 17.1), and their underlying ethical assumptions about patient contribution and 

1
What

therapists
do and say
in practice

2
Professional codes of ethics

3
Principles of biomedical ethics

4
Foundational theories of ethics

Figure 17.1 The iceberg model.
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choice, will be used to guide the analysis of examples of communication in musculoskeletal 
physiotherapy primary practice presented below.

PHYSIOTHERAPY PRIMARY CARE PRACTICE

The practice of physiotherapy encompasses assessing and managing a range of neuro- 
musculoskeletal conditions including acute/short-term injuries; chronic conditions such as osteo-
arthritis, back pain and many other disorders of the neuro-musculoskeletal system. A unifying 

Table 17.1 Intersection between ethical values, assumptions and communication styles

Types of communication

Assumptions 

about patient 

values

Clinician’s 

obligations and role

Patient’s 

obligations 

and role

Paternalistic

Clinician leads the 

conversation and decides 

what is best for the 

patient.

Patients have 

objective 

values which 

are shared with 

the clinician.

In their role as their 

patients’ guardian, 

clinicians are obliged to 

act in the best interests 

of their patients, 

independent of patient’s 

current preferences.

Patient’s role is to 

agree with 

objective medical 

values.

Informative

Clinician provides 

information to the patient 

about options for 

treatment.

Patients know 

their own 

values which 

are defined 

and fixed or 

stable.

In their role as the 

competent and 

technical expert, 

clinicians provide 

factual information to 

their patients and 

implement the patient’s 

selection.

Patient’s role is to 

choose between 

available options 

of treatment as 

presented by the 

clinician.

Interpretive

Clinician provides 

information and assists 

the patient to make sense 

of the information in 

relation to their own 

values and concerns.

Patients may 

have 

conflicting or 

not fully 

formed values 

that may 

require 

elucidation.

In their role as patient 

advisor or counsellor, 

doctors provide both 

factual information and 

they help to interpret 

relevant patient values.

Patients are 

expected to 

develop a level 

of self-

understanding 

relevant to 

proposed clinical 

care.

Deliberative

Clinician provides 

information and identifies 

the values inherent in the 

proposed clinical options 

to assist the patient 

evaluate how they relate 

to their own values and 

goals.

Patients’ values 

are open to 

development.

In their role as their 

patients’ teacher or 

friend, doctors provide 

factual medical 

information and the 

values underlying 

medical choices.

For patients, 

autonomy 

comprises moral 

self-

development as 

it is relevant to 

medical care.

Source: Adapted from Emanuel, E.J., and Emanuel, L.L., JAMA, 267(16), 2222, 1992.
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concept across different areas of physiotherapy practice is a concern with movement.13 For exam-
ple, the World Confederation for Physical Therapy defines physiotherapy as:

… services to individuals and populations to develop, maintain and restore maximum 
movement and functional ability throughout the lifespan. This includes providing services 
in circumstances where movement and function are threatened by ageing, injury, pain, 
diseases, disorders, conditions or environmental factors. Functional movement is central to 
what it means to be healthy.14

Despite this overarching definition, there are also fundamental differences in the aims, 
focus and treatment regime between different speciality areas of physiotherapy. It is important 
to acknowledge that in this chapter, I take a narrow slice of a highly diverse health discipline, 
focusing closely on the area of musculoskeletal practice.

THE MUSCULOSKELETAL PRIMARY PRACTICE SETTING

A physiotherapy primary practice setting may be a privately owned business or public out-
patient clinic. Treatment sessions are usually scheduled for approximately 20–30 minutes. 
Musculoskeletal physiotherapy practice in this setting is characterised by a focused assessment 
which seeks to identify and specify the nature, severity and extent of a patient’s condition. 
Treatment is then linked to the assessment findings and progress is measured via reassessment 
of baseline diagnostic and symptomatic measures. ‘Objective’ assessment comprises questions 
framed by the therapist and directed to specific features of the patient’s condition. ‘Subjective’ 
assessment involves questions which allow the patient to describe the nature, history, behav-
iour and functional impact of the problem.

This structured clinical reasoning approach involves methodically gathering informa-
tion to form hypotheses, followed by logically and individually testing the hypotheses. The 
approach represents an established practice paradigm, namely ‘the scientific/experimental/
positivist’ paradigm’ using hypothetico-deductive clinical reasoning, and focusing on objec-
tive and predictable types of knowledge in practice’ (p. 434).15 The aim of such an approach 
is to obtain an accurate and justified diagnosis and to enable a logical and evidence-based 
progression of treatment. The approach was first developed as a hypothesis- oriented model 
by Rothstein and Echternach.16 The language used in this approach reflects objectivity and 
precision.17

Table 17.2 summarises the essential steps within this model.18 Although there have been 
several studies and related discussions in the physiotherapy clinical reasoning literature that 

Table 17.2 Hypothesis-oriented model of clinical reasoning

 1. Collect initial data by interview or subjective examination.

 2. Generate a problem statement and establish functional or disability-related goals.

 3. Collect further data by physical examination.

 4. Generate hypotheses related to achievement of goals.

 5. Plan how you will re-evaluate for ongoing examination of impairment.

 6. Plan treatment strategy based on hypotheses.

 7. Plan tactics (specifics of treatment) to implement strategy.

 8. Implement treatment.

 9. Reassess to check whether goals have been met.

 10. Continue to modify treatment, or generate new hypotheses accordingly.
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have expanded and elaborated on this early model,19–21 it nevertheless represents the basic 
structure and approach underlying physiotherapy clinical reasoning.

In the next section, I draw from data comprising transcripts of physiotherapy primary prac-
tice treatment to examine the features of communication between a therapist and a patient 
within a typical primary practice treatment encounter. The goal is to identify the (above sur-
face) features and the focus of clinical communication in this area of clinical practice.

SPECIFIC EXAMPLES OF PHYSIOTHERAPY COMMUNICATION IN 
THE PRIMARY PRACTICE SETTING: AN EMPIRICAL STUDY

The empirical data drawn from a qualitative study of a purposive sample of 17 physiotherapists 
working in primary practices in Victoria, Australia. Ethics approval was obtained from The 
University of Melbourne Department Human Research Ethics Group in 2005. Therapists were 
recruited from a publicly available list of primary practices in Victoria, Australia. The practitioners 
agreed to have a single treatment audiotaped and then to be interviewed following this treatment 
(Table 17.3). The results of the interview data have been previously published.1 In this chapter, I 
report unpublished findings from the audiotaped treatment sessions.

Each audiotape of a treatment session was transcribed in full and analysis of the data was 
based on grounded theory methods of categorising, coding and grouping the data.22 The aim 
was to generate both a description and a theoretical explanation of the type of communication 
occurring within the therapeutic encounter. Quotations below use pseudonyms for the partici-
pating therapists and provide representative examples of the described themes.

The analysis of these data was guided by two main questions:

 1. What is the nature of the clinical communication between the therapist and the patient?
 2. What ethical ideals and assumptions about clinical practice underpin the types of 

information exchange and communication between the therapist and the patient?

KEY FINDINGS

Therapists’ communication with their patients conformed to a recognisable structure and 
style with three distinct phases consisting of assessment, diagnosis and treatment. During the 
assessment phase, therapists sought information from their patients about the nature and his-
tory of their problem, including its impact on their lifestyle and functional abilities. This was 
followed by a phase of physical assessment. In the diagnostic phase which followed, the thera-
pist’s clinical reasoning and diagnostic thought processes were communicated to the patient. 
Giving the patient information about the treatment and advice about self-management strate-
gies was the final phase of the treatment encounter.

One therapist’s communication, Joseph, is featured below to illustrate the structured nature 
of the clinical interaction. The structure of Joseph’s interaction stood out for its clarity and order. 

Table 17.3 Demographic profile of patients and therapists

Physiotherapist details Patient details

• 11 male, 6 female
• Years since graduation (4–25)
• 9 with postgraduate qualifications in 

manipulative therapy

• 11 initial visits, 6 return visits

• Acute back pain (6), chronic back pain (4), 
sports injury (6), shoulder injury (1)
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The same structure was visible, although more flexibly packaged, in all other treatments. Joseph’s 
use of scientific and reductionist language is an exemplar of a typical hypothesis-oriented or 
hypothetico-deductive approach.21

The patient in this treatment was a woman who presented with thoracic back pain. 
Table 17.4 provides a chronological list of the questions Joseph asked to his patient in the 

Table 17.4 Initial assessment

1. Ok. Right. How can I help you then?

Um, it’s a similar problem to what I came with last time. I don’t know if you have it there - I’ve just 

had a baby, five weeks ago.

2. Five weeks ago, yes.

Yeah. And it was a caesarian.

3. Ok, yep.

I’ve recovered really well, that’s fine, but I can feel my back is quite sore and I had some work in 

the hospital as well. Umm, in two places this time. One, I think, around about here …

4. Yep. Around about there.

And it’s similar to what I had last time and it feels as if it locks. The times I’ve come before it’s 

actually locked and you’ve been unable to unlock it. This time it hasn’t locked yet, but I can feel it 

starting to.

5. What sort of pain?

Um, it’s like a sharp pain.

6. Is it there all the time?

No. Umm

7. So it just comes back.

Sort of when I twist, when I’m twisting or moving.

8. Twisting and moving.

Yeah.

9. What do you mean by moving?

Umm, more probably when I’m lifting. Probably the baby.

10. The baby.

Yeah, lifting the baby.

11. Ok. So does it happen every time you lift the baby?

(pause) No, but it’s getting more.

12. More?

It is increasing, yeah.

13. So how long did it take before that pain settled?

Umm, it was virtually a couple of days after I had the baby it started. So…just in that one spot. 

And the other thing is…just in here around my shoulders, my whole pregnancy I had a pain. I’ll 

show you on here (laugh) Um, sort of right in here.

14. Around the

Yeah, especially my left hand side.

15. Yep. Around about there.

The whole pregnancy, my husband would constantly rub it at night.

16. Mmm.

And I can still feel it, like I can still feel really tight.

17. On both sides?

On both sides.
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assessment phase of the treatment (the patient’s responses are in italics below each of 
Joseph’s numbered questions). There were in fact 70 questions in this phase of Joseph’s 
assessment. I have included the first 17 only as they provide a representative sample of their 
style and content.

In Table 17.4, the questions are directed at defining and clarifying the site of pain (see e.g. 
questions 4, 9 and 11), establishing the cause and assessing the nature of the pain (Q5) and 
seeking the extent of the pain (Q6). The questions are a mix of both open (Q’s 1, 5, 9) and 
closed questions, but the focus is clearly to define and classify the patient’s symptomatology. 
It is particularly noticeable here that the patient’s responses are mostly reduced to simple and 
non-expansive answers. Although the patient on several occasions began to tell her story or 
her interpretation of her problem (Q’s 3, 4, 13), the questions from Joseph mostly focused on 
his more specific agenda. They do not follow the content introduced by the patient at the time 
it was introduced.

Following examination of the patient’s movements, Joseph used palpation of the joints of the 
spine to further locate the source of the pain. This palpation of his patient’s joints and spinal 
muscles merged into the actual treatment, involving mobilisation by physical pressure on par-
ticular spinal joints. The role of the patient during the treatment phase of the encounter shifted 
from answering questions to providing feedback about the physical effects of the treatment. 
Throughout these phases of treatment, Joseph is clearly in charge of the direction and focus of 
the communicative agenda.

Joseph’s treatment highlighted two further phases of the clinical communication 
structure, common to all other participants in the research. They involved giving advice 
(Table 17.5) and instructing the patient on strategies for self-management (Table 17.6). In 
a study of discourse and decision-making in medical encounters, Elwyn et al.23 collapsed 
these two phases into a single phase where ‘decisions are made and future management 
agreed’ (p. 478).

Although patients presented with a range of conditions, the communication structure and 
pattern was generally consistent across the data in this study. This structured approach to 
treatment is not a surprising finding of physiotherapy practice. It forms a core component of 
undergraduate and postgraduate physiotherapy programmes and it has been described in pre-
vious24–26 and more recent studies of physiotherapy interactions.17

Table 17.5 Advice

165. All right and then we will talk about some stretching exercise, both to your upper back.

Yep.

166. And also your chest.

Yep.

167. Because I find that maybe the way that you, you know, holding your baby and feeding 

your baby, that’s one thing. Another one is that taking the pram in and out of the car, 

pushing and pulling the pram.

Yep.

168. All right .So that’s another something that we have to discuss. Just stay where you are. I’ll 

get you the hotpack. (pause) So did you feel the pain worse after the operation, I mean, 

propped up in the bed for a few days?

Yes, very much.

169 Did you feel worse that time?

Yeah, a lot.
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Joseph’s treatment is characterised by a tone of certainty and rationality. There is a sense 
that the clinical puzzle, presented at the beginning of the treatment, had been satisfactorily 
dealt with. Importantly, the communication approach appeared to provide an inbuilt barrier 
between clinician and patient, with a particular role for the patient, to listen, answer questions 
and perform specified movements. However, the data also demonstrate some opportunities 
where the patient was able to break into the communicative agenda and structure set by the 
physiotherapist, illustrated by two examples below.

In the first example, Saul (therapist participant 9–T9) (Table 17.7) provides opportunities for 
the patient in the first phase (the subjective examination) to contribute her own opinion and 
concerns. There is a sense of space between questions and genuine interest from the therapist 
towards the patient where the patient is able to complete her answers to the questions.

In the second example, Jean (T4) began the subjective examination with an open ques-
tion and allowed the patient (who seemed to be quite talkative by nature) freedom to answer 
(Table 17.8). Within the structure and phases of the communication, Jean’s role was encourag-
ing and expansive.

These two examples highlight how therapists did encourage patients to articulate their 
concerns; however, such opportunities did not change the overall focus and direction of the 
communicative agenda, which was to achieve a therapeutic outcome, or to solve a patient’s 
problems.

ETHICS ANALYSIS

An overall finding of this study about how therapists communicate with their patients in the primary 
practice musculoskeletal treatment setting was that the communication was highly structured, with 

Table 17.6 Self-management

180. Instead of just using your, you know the upper body strength. (pause) here now?

That feels good now.

181. Ok. Now, you may get up and get dressed then we’ll go for the exercises.

Ok.

182. (long pause) Just work those six for you. Six exercises. The first one is to stretch your chest 

mainly, and through your upper back. So you find a corner and then you just move a foot 

or two from the corner and just let yourself sink into the corner.

Uh huh.

183. And by doing this, you feel that you are stretching over your chest and also your upper back.

Ok.

184. Ok? And then the second one is simple. You just put your hand behind and then you further 

stretch over your shoulder and also your chest. Now this one is quite important actually.

Mmm.

185. Especially for you. For breast feeding because you are holding your baby like this all the time.

Yeah.

186. And you become tight over your chest muscle. And you are hunching your back like this, 

right. So what I’d like you to do, if you find a door frame or something and hold your hand 

there, and try to stretch your chest muscle.

Yep.

187. All right? You can try it now. You may be amazed that, how tight it is now.

Yeah. Just sort of hold it here?
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an emphasis on therapists directing the content and focus of the enquiry and solving patients’ phys-
ical problems. The key question driving the ethical analysis of this communication was:

• What ethical ideals and assumptions about clinical practice underpin the types of 
information exchange and communication discourse between the therapist and the patient?

Table 17.7 Breaks in communication structure

Yeah. So where exactly is your pain?

It’s sort of above the (pause) above the pelvis and also down in (pause)

Into your buttock?

Yeah.

Because that’s where you had it last time when you saw Narelle

Oh right, ok.

Yeah. Does it feel like it’s the same sort of problem?

Yeah. Um…I thought for a little while that I was having um (pause) kidney problems but I think it’s 

just my back

Yeah, because it was higher for a while wasn’t it?

Yes

Closer to your waist?

Yes

But that’s now resolved?

Yes

Saul – T9 – 10 – 15

Table 17.8 Break in communication structure

How have you been since last week?

Well after my workout with you, that night it was terrible, I got home and I (pause) before I went to 

bed I did those…the exercises and might have done it too much, I’m just not sure (pause) um, you 

know (pause) there was the one where you put your foot on another, and that was a bad night, but 

then the night before last I found I could lie on my side. That’s the first time I’ve done that since 

the 20th of February. So that was (pause) last night it wasn’t bad either. So, I have two reasonably 

good nights and I don’t know if it’s that particular exercise. And whenever I think of it I’m doing my 

tummy pulling, but I found that very difficult to do but you said do it when you’re bending over 

(pause) well, you know, you just sort of (pause) I just don’t seem to have the (pause) enough 

(pause) I do it, you know, if I’m standing up, you know I can do it good and I can do it when I’m 

sitting down coming in on the train I’m thinking of it.

Good.

You, know. I’m thinking of my posture a lot more too.

Well done. It will probably get easier to do it when you’re doing activities as well and I guess it’s, as 

much as anything it’s almost on the return from bending over that you need to draw the tummy in 

to support the spine.

Mmmm.

So that’s (pause)

When I’m doing the dishes (pause) well (pause) you know, I suppose it’s the height or something, 

but I feel, you know, that it’s all falling forwards, you know, so that I can understand why you are 

telling me to think of my posture.

Good.

Jean – T4 – 1 – 5
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I suggest that the most visible ethical framework underpinning therapists’ communica-
tion with their patients is one of beneficence. Therapists focused on accurately pinpointing the 
patient’s presenting problem and assessing and providing a treatment within the available time 
frame. The focus and structure of the conversation aligned more closely with the paternalis-
tic and informative models rather than the interpretive and deliberative models proposed by 
Emanuel and Emanuel (Table 17.1).12 The phases of therapists’ communication, which incorpo-
rated disclosure of information and explanation of clinical reasoning and treatment justifica-
tion, were similar to the features of Howard Brody’s27 model of transparent communication 
where the therapist communicated their thinking and reasoning to the patient.

Although there were examples of breaks or gaps in the structure where patients were able to 
express their views and opinions, the dominant communication process was therapist-driven. 
This clinical focus and communication structure has been similarly identified in more recent 
studies of the physiotherapy primary practice treatment setting.17,28,29 From an ethical per-
spective, the style of communication was less inclusive of ethical values such as promoting 
patients’ autonomy through acknowledgement of their values, beliefs and contributions to the 
communication.30,31

Instead, the communication seemed to have the effect of limiting patients’ autonomous 
contribution and shutting out conversation about their values and goals. The structure shows 
little alignment with models of ethical communication such as patient centredness where the 
patient and their individual concerns and circumstances are more centrally located within the 
treatment interaction17,32, or shared decision-making where, according to Charles et al.33, both 
parties (clinician and patient) take steps to participate in the process of treatment decision-
making and both parties agree to the decision (p. 682). This is not to suggest that the practitio-
ners in this study were completely unaware of these dimensions within the clinical encounter.1 
However, their taped interactions, recorded in one treatment encounter, demonstrate a very 
focused and clinician-driven conversation.

SUGGESTIONS FOR ENRICHING MUSCULOSKELETAL 
PHYSIOTHERAPY PRACTICE WITH ETHICAL THEORY

The bottom layers of the iceberg model (Figure 17.1) provide important concepts for reframing 
clinical communication in musculoskeletal physiotherapy practice. Using the ethical mean-
ing of autonomy to guide communication in clinical practice means that a therapist needs to 
be aware of not only their patient’s freedom to make a choice and contribute their views and 
values, but also their capacity to do so. At level 4, (Figure 17.1), Immanuel Kant’s theories of 
autonomy highlight the importance of each person’s inherent ability to reason and reflect as a 
basis of action.6 John Stuart Mill defined autonomy according to its value in maximising hap-
piness, emphasising a person’s individual right to be free from interference in attaining what 
they regarded as well-being and happiness.9 Applied to the specific and practical sphere of the 
healthcare context, Gerald Dworkin draws from these theories to suggest particular attention 
should be given to autonomy because of the embodied nature of people.7 That is, ‘the care of 
our bodies is linked with our identities as persons’ and whatever ‘goals or values we have are 
tied up with the fate of our bodies’ (p. 113). By this, Dworkin is suggesting that as ‘one’s body 
is irreplaceable and inescapable’ and because one’s body ‘is me’, then it follows that ‘failure to 
respect my wishes concerning my body is a particularly insulting denial of autonomy’ (p. 113).

If Dworkin’s account of autonomy was regarded as the supporting theoretical framework 
for informed consent specifically and communication more generally, then respecting patients’ 
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autonomy would involve the therapist explicitly seeking information from the patients about 
themselves and their perspectives rather than setting the communicative agenda according to 
a clinically defined perspective.

From this theoretical account of respect for autonomy, a patient’s capacity and willingness 
to act autonomously depend not only on sharing information related to a specific decision 
but also on an awareness of more subtle barriers such as the influence of therapists’ goals, 
treatment structure and the therapeutic relationship established within the clinical interac-
tion itself.34 To create an atmosphere of respect and partnership, Shaw and De Forge15 sug-
gest therapists’ need to adopt a more ‘tentative’ (p. 427) approach to their knowledge, and 
practice claims to allow for other sources of knowledge, perspectives and views about clini-
cal reasoning processes and clinical communication. This requires embracing the concept of 
professional reflexivity.

The term ‘reflexivity’ has traditionally been referred to research settings as a type of scru-
tiny and awareness of not only the research practices but also the factors that influence the 
researcher’s construction of knowledge, such as their individual interpretations and ways of 
presenting findings.35 Rice and Ezzy36 describe reflexive research as a process of acknowledg-
ing ‘that the researcher is part and parcel of the setting, context and culture they are trying 
to understand and analyse’ (p. 41). I suggest that this same type of reflexivity is necessary 
for physiotherapists in considering their communication style with their patients. The ethical 
values and goals of practice that implicitly influence the methods of communication have a 
flow-on effect on a patient’s actual ability to contribute autonomously in the clinical interac-
tion. Therefore, in order to put into practice the ideals of an ‘ethically enriched’ communication 
process, physiotherapists need knowledge of the defining features and elements of theories 
of autonomy, beneficence and justice as well as knowledge of how their own clinical practice 
paradigms intersect with ethical theory. This reflexive and critical scrutiny of themselves and 
their ways of practising clinically and ethically are crucial.

ETHICAL VALUES AND HABITS OF CONVERSATION IN THE 
CLINICAL ENCOUNTER

Within the clinical encounter, and in the area of the iceberg which is visible and above the 
surface (Figure 17.1), imbuing clinical communication with ethical values requires practitioners 
to use specific words37 and adopt particular conversational habits34 which open up the agenda 
to allow the patient to contribute. Heritage et al.37 studied the impact of using the words ‘any’ 
or ‘some’ within questions, inviting patients to express concerns beyond the primary reason 
for visiting the doctor. They found that if the question was posed as ‘Is there something else 
you want to address in the visit today?’ (the word ‘some’ has positive linguistic associations), 
patients were significantly more likely to express their unmet concerns than if the questions 
was posed as ‘Is there anything else you want to address in the visit today?’ (‘any’ has nega-
tive linguistic associations). Matthias et al.34 delineated four categories of behaviours which 
critically influence whether patients are able to contribute their perspectives and share their 
real concerns in a clinical encounter. The first is to invest in the beginning of the encounter by 
creating a welcoming atmosphere to set a communication agenda where patient and clinician 
co-create priorities or areas of concern. The second habit is to elicit the patient’s perspective by 
asking for their opinion and concerns and expectations of the treatment. The third habit is to 
express empathy by demonstrating an understanding and acknowledgement of the patient’s 
experiences. The final habit is to invest in the end of the encounter by ensuring that the patient 
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understands the diagnosis or treatment plan. This might be done by asking the patient to repeat 
in his or her own words, the clinician’s instructions or information.

In the data presented in this chapter, there were some examples of eliciting the patient’s 
perspective. However, there were few examples of demonstrating empathy, setting an agenda 
of partnership and shared decision-making. Instead, the data highlights a tendency for the 
musculoskeletal practitioner to tightly control the treatment and communication agenda. 
These findings resonate with the discussion about doctor/patient communication in Jay 
Katz’s book The Silent World of Doctor and Patient.38 Katz refers to ‘doctors’ millennia-long 
tradition of solitary decision-making’ (p. 85). Resistance to change, according to Katz, is not 
solely based on unwavering certainty that ‘clinician knows best’, but on an awareness (con-
scious or subconscious) of the tensions inherent in sharing decisions with patients, such as 
the pervasive belief in professional authority and freedom from lay control. According to 
Katz, the values of the clinician are often homogenised to a catch-all phrase of ‘medical judg-
ment’ and that this should be examined, or at the very least clinicians should be aware of the 
values behind the treatment he or she is proposing (p. 98). Moreover, he maintains that clini-
cians have previously tried to justify their preference for patients’ trusting silence rather than 
conversation, in the belief that physicians and patients have an identical interest in medical 
matters, and this resonates with the assumptions of the informative and paternalistic models 
of communication (p. 98).

In framing his conversation model, Katz suggests a need for active reflection on values and 
motivations held by health professionals, and how they may influence communication (with a 
particular focus on obtaining informed consent). He points to four broad areas for reflection 
contained within the idea of a conversation model (p. 102). Firstly, that there is no single way 
of living with health or illness, or (translated to physiotherapy terms) disability or dysfunction. 
Alternative choices in medicine (and physiotherapy) must therefore be explained. Secondly, both 
physicians and patients bring their own vulnerabilities to the decision-making process, and as 
such ‘both are authors and victims of their own individual conflicting motivations, interests and 
expectations’ (p. 102). The third area is that parties should relate to each other as equals, rather 
than from the obvious and traditional pattern of parent-like caregiver and child-like receiver of 
care. Finally, there should be a willingness to explore both reasonable and non-reasonable deci-
sions, values and judgments on the part of both the clinician and the patient.

CONCLUSION

In physiotherapy practice, there is a strong tradition of practice epistemologies based on biome-
chanical views of the body.39 This has in turn shaped the communication strategies employed 
as part of the clinical reasoning process. In this chapter, I have sought to illuminate commu-
nication in primary practice musculoskeletal physiotherapy practice by exploring examples of 
clinical conversations and proposing possible underlying ethical assumptions. Musculoskeletal 
physiotherapy practice is a tightly focused clinical practice area, which draws strongly from 
deductive and diagnostic models of clinical reasoning. A prominent ethical focus is one of 
the physiotherapists benefitting the patient. Whilst this is an important and expected compo-
nent of healthcare, I suggest there is room to include a richer substrate of ethical theory into 
such focused clinical interactions. Making room requires firstly, a greater understanding and 
awareness of the values and assumptions which underpin clinical practice, and secondly, an 
expanded conception (informed by theory and models of behaviour) of how respect for patient 
autonomy can be incorporated into everyday clinical communication.
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Power, prejudice and 

professionalism: Fat politics 

and medical education

JONATHON TOMLINSON

INTRODUCTION

The importance of knowing what patients think about professional attitudes and the experi-
ence of care has been highlighted by a British Medical Journal feature called, ‘What your patient 
is thinking’.1 In the first article in the series, the author describes how she is seen by health 
professionals ‘as a fat person first and an individual second’. As the many rapid responses to 
the article demonstrate clinicians struggle to fulfil their duties to address patients’ present-
ing concerns at the same time as attending to their risk of future disease. The attitudes and 
behaviour of medical students and health professionals towards patients, society and each 
other are core features of professionalism but also reflect both social and professional moral-
ity. Professionalism in practice is not fixed or defined by health regulators or professional col-
leges, but is challenged by our work and openly debated on social media by professionals with 
patients and the public. It is richer, more nuanced and more sensitive for it. Taking attitudes to 
obesity and obese patients as an illustrative case, I want to draw attention to the ways in which 
obesity, like many other risk factors for disease, remains a moral issue even though we attempt 
to treat it as a clinical issue. I discuss ways that can be used to help professionals raise aware-
ness, insight and understanding of the moral attitudes that pervade our practice and how they 
relate to power and professionalism with reference to obesity and beyond. 

TERMINOLOGY

The terms ‘overweight’, ‘fat, obese’, and so on mean different things to different people and 
in different contexts. In a clinical context, overweight, obese and severely obese each refers to 
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a specified range of body mass index (BMI) values. The term ‘morbid obesity’ is equivalent to 
‘severe obesity’ and denotes a BMI above 40. ‘Grossly overweight’ is a colloquialism also used 
unreflexively by professionals is if it were a clinical definition, specifying a BMI. Surveys of 
overweight patients and parents of overweight children have shown that in discussions with 
health professionals, they prefer terms like ‘overweight’ or ‘weight problem’ to ‘obesity’ or ‘fat’, 
or ‘large size’.2,3 Among ‘fat activists’, though the term ‘fat’ has been appropriated, and because 
this is about how power and politics interact with medicine, I have included ‘fat’ in the title 
and used it in the text aware that it may be perceived as pejorative if used by a medical profes-
sional or a thin person.4 I also recommend reflecting on one’s own perspectives and setting 
an example through role modelling. With this in mind, I hereby declare that I am a healthy, 
affluent, male, white doctor with a BMI of 25 who lives in close proximity to sporting facilities 
and cheap, nutritious food. I’m fortunate enough to have been a thin child who had a secure 
childhood in which home-grown food and sport were encouraged. I have had favourable social 
determinants of health.

I will use the terms referred to by the authors I am citing, but I am aware that there are no 
universally acceptable terms.

The literature refers to prejudice, bias, stigma and shame often interchangeably though they 
are not the same. For consistency, I have used prejudice except where specified.

PROFESSIONALISM AND MORAL OPPROBRIUM

Professionalism refers to the development of professional values, character and behaviour 
and is most effectively learnt through the interaction of students with role models as they go 
through their training.5 One major limitation of this approach is its inward gaze and empha-
sis on learning from each other, rather than from the patients and communities that we are 
expected to serve.6 Medicine is more than an applied science; it is a moral and social practice. 
It is informed by science no more or less than it is by values and culture of the profession and 
society beyond.7

Professional prejudice is particularly strong where patients are thought to have brought ill-
ness upon themselves or contributed to it, if they fail to do their bit by complying with medical 
advice and treatment, if they are difficult or impossible to treat or if their perceived weaknesses 
remind professionals of their own.

Prejudice against overweight patients is as prevalent among medical students, doctors 
and other health professionals as it is among the general public, and the more overweight 
patients are, the less respect their doctors show them. Even doctors who specialise in 
working with obese patients are as prejudiced as their peers. Although prejudice, stigma 
and anti-fat bias have been defined differently by various studies, they are usually char-
acterised by a tendency to overemphasise individual behaviour while neglecting other 
factors.8–13

Self-identified ‘fat’ social scientist, Sophia Apostolidou, describes two categories available 
to fat people: ‘the careless, or immoral lacking in self-respect ‘fatties’ who, despite their better 
knowledge, continue to criminally abuse their ‘freedom’… and the irrational ‘fatties, … guilty 
of ‘fatlogic’’.14

These categories of irrationality and immorality recur in the medical literature. For example, 
in the UK and the United States, primary care physicians reported viewing obese individu-
als as non-compliant (irrational) and weak-willed, and sloppy and lazy (immoral).15 Over half 
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of the US doctors also described them as unattractive, thereby failing in their moral duty to 
make themselves visually appealing. When prejudice is explicit and not just implicit, it is openly 
expressed and severely obese patients are more likely than any other group to bear the brunt of 
medical professionals’ derogatory humour.16

CAUSES OF PREJUDICE

It is a popular assumption shared by public and professionals that being overweight or 
obese is the consequence of eating too much and exercising too little, the punishment 
shared by people guilty of the twin sins of gluttony and sloth. Modern narratives about 
an epidemic of obesity hold them to blame for overwhelming health services and under-
mining the economy. In countries with higher rates of obesity, where there is more public 
discourse, prejudice is more prevalent.17 Although in England, rates of obesity are falling 
in children and have been rising very slowly in the last 10 years in adults,18 concerns have 
risen to the level of a moral panic, characterised by a concern about the threat to the econ-
omy and health services, hostility in the form of moral outrage towards those responsible, 
consensus that something must be done, disproportionality in reports of harm and volatility 
in terms of panic.19 Public health campaigns have fanned the moral panic by using the 
‘pedagogy of disgust’.20 Not primarily pedagogic (educational), these campaigns attempt 
to provoke emotional responses which ‘may include shame and humiliation, concern about 
appearing unattractive or sexually undesirable – and disgust’. Lupton links the emotional 
aspect with its moral counterpart:

“Disgust is an unreasonable emotion because it projects our fear and anxiety about 
physical decay and death onto certain individuals and social groups, people who are 
already marginalised and stigmatised. Instead of attempting to reduce their social 
disadvantage, our disgust positions them as inferior. We turn away from them.”

Medical prejudice reflects students’ sense of self. Psychoanalyst David Bell notes the 
tendency to locate our weaknesses or vulnerabilities in others and project hostility towards 
these traits onto the people who possess them.21 Medical students are selected for and tend 
to value highly traits that are necessary for successful entry into medical schools and their 
career. These include being self-directed, independent, rational and highly motivated. They 
internalise not only these traits but also the associated assumptions that success has far 
more to do with self-discipline and hard work, than social advantage, genetic-inheritance 
or good luck. Hostility, in the form of derogatory and cynical humour directed at over-
weight patients may be a reflection of how students view themselves when they lack moti-
vation or self-discipline.16

Another source of medical prejudice is due to health professionals’ perceived helplessness in 
the face of overweight patients. This can come from their failure to help patients lose weight, in 
part because access to effective community programmes where social determinants might be 
addressed is limited. Weight-loss drugs which are easily accessible are expensive, marginally 
effective, have considerable side-effects and are often banned or restricted on safety grounds 
shortly after introduction.22,23 Helplessness also stems from frustration that their therapeutic 
interventions, for example, surgery in morbidly obese patients, are more difficult and carry 
greater risks or are less effective.24 Prejudice is exacerbated by frustration and obese patients 
are blamed for medicine’s failings.
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RATIONALITY, CHOICE AND EDUCATION

One policy response to the problem of fatlogic – the failure to act rationally – is to focus on 
individual behaviour, rather than the social conditions that shape the choices people make. A 
debate from the House of Commons in April 2014 illustrates the UK government’s approach. 
In response to a question about reducing the amount of sugar in children’s diets, the Under 
Secretary of State for Public Health stated, ‘The Government believe we need to give people 
information. The Opposition believe in a top-down, state-driven approach’. Information alone 
does not address the social and economic circumstances that constrain choice.

Citizens are urged to understand obesity as a problem of individual biology and economic 
responsibility through the use of ‘biopedagogies’.25 Biopedagogies revolve around the moral 
regulation of bios or life whereby political power is exerted by moral pressure through regimes 
of scientific truth mediated by medical experts.26 For example, when Daily Mail Doctor Ellie 
Cannon asserted that fat is ‘quite simply a health issue’, she implicitly denied obesity any 
political, social or other status. ‘Fat’, she wrote,

“truth be told, is neither a feminist nor a cosmetic issue. It is, quite simply, a health issue. 
And we shouldn’t allow ourselves to be steered into losing sight of that fact”.24

MEDICALISING OBESITY

When Cannon defines obesity as ‘simply’ (and solely) a medical issue, she not only defines fat 
people as diseased but also defines what they are not, that is, for example, healthy, athletic, 
feminine, masculine, erotic, powerful or beautiful. Medicalisation raises the causative status 
of individual biology and behaviour relative to other social and economic factors such as sugar 
subsidies, fast-food advertising and car culture. Little is taught to medical students about the 
impact of adverse childhood experiences, in spite of their very strong association with obesity 
in adulthood.27 In addition, medicalisation presents obesity as a cause of social and economic 
problems such as overwhelmed health systems and underperforming economies.28 Medical 
students are taught very little about professional power or patient powerlessness and tend 
consequently to view empowerment as something doctors do with patients in a consultation, 
rather than a consequence of the social determinants of health.29

Medicalisation redefines risk factors as diseases, reduces the thresholds at which they are 
defined and widens the range of associated harms. Medicalisation is claimed to increase medi-
cal power but can lead to doctors feeling powerless in conditions like obesity when there is little 
they can do. Nevertheless, obesity has been medicalised to such an extent that there are few 
medical conditions for which it cannot be associated and therefore, blamed. Blame is medi-
calisation’s remoralising tendency with the result that people draw on its medical impact to 
legitimise their prejudice by blaming obese patients for being a burden.

PATIENT RESPONSES TO STIGMA

A lot of the time professionals are unaware of their attitudes towards obese patients perhaps 
because ‘prejudice tends to go unchecked when it operates by way of stereotypical images held 
in the collective social imagination’.30 Unsurprisingly, however, patients pick up on it, with over 
50% of patients reporting inappropriate comments from their doctor and over 80% of patients 
attending a dietetic clinic agreeing that ‘weight is blamed for most medical conditions’.31 
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Clinicians exercise pastoral power, which means that more often than we realise, we exert 
moral approval or disdain upon our patients. Disapproval ‘mobilises effects of shame and guilt’. 
When patients feel ashamed or stigmatised by health professionals, they trust them less and 
are less likely to reattend, which may even be the professional’s conscious (or subconscious) 
aim.32,33

Another consequence of being made to feel ashamed is that patients who feel stigmatised 
because of being overweight or obese tend to comfort eating and gain weight.34

INTERVENTIONS TO REDUCE MEDICAL STUDENT PREJUDICE

A small number of interventions have been tried with modest benefits. Students who were 
shown a short film about weight bias in healthcare showed improvements in beliefs and atti-
tudes towards obese patients.35 A mixture of video, audio and written components resulted 
in first-year students being less likely to blame patients for being overweight a year after the 
intervention.36 Students who read articles about stigma and communication before meeting a 
‘standardised obese patient’ for 8 minutes showed small but significant improvements in ste-
reotyping and empathy and large improvements in confidence in communication immediately 
afterwards but the stereotyping returned to baseline at 1 year.37

Other interventions to increase sensitivity and empathy in medical students have been tried 
with modest benefits.38,39 If empathy is conceived as an emotional response in which judge-
ment is suspended, interventions are unlikely to be successful, because critical judgement is 
part of nature and clinical practice. A better approach might be to raise insight and aware-
ness about what emotions and moral judgements are already involved in clinical practice.40 In 
discussing their study about patient-centred behaviour in medical students, Bombeke et al. 
concluded that ‘raising students awareness of their personal attitudes might be a better learn-
ing goal than teaching better attitudes’ because students may resist attempts to force them to 
be patient-centred.41

PROFESSIONALISM AND MEDICAL EDUCATION

The challenge is to help develop and sustain professional attitudes and behaviour which are 
resilient and responsive in the face of pressures of training, work and wider society. It is gener-
ally accepted that professional identity formation is a process of enculturation within which 
medical education plays a role along with the hidden curriculum and students’ previously held 
vales. Understanding obesity as not only a medical but also a social, political issue can illumi-
nate ways in which medicine is a moral practice. Thinking about medicine this way, as teachers, 
we should make explicit medicine’s political and moral dimensions. One way we can do this is 
by encouraging students to explore the experiences of people for whom obesity is not simply or 
solely a medical issue.

In medical education, patients are allowed to speak or teach only when they are invited 
to by clinicians and educators. Only certain types of patients are invited, for example, those 
whose medical problems exemplify the dangers of being overweight. What patients are allowed 
to talk about is often restricted to the facts the doctor or student wants to know, in order to 
complete a medical history. This control of patients’ narratives is described by philosopher 
Havi Carel as ‘epistemic injustice’. According to Carel, testimonial justice requires us to let 
patients tell their own story and hermeneutic justice requires us to invite patients to offer their 
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own interpretations; epistemic justice requires both. Injustice results because of differences in 
power between patients and professionals, a lack of awareness that injustice exists and a lack 
of resources, especially time.30

Epistemic justice enables patients to share their lived experiences, what Carel also calls phe-
nomenology or embodied experiences, for example, what it’s like to be on the receiving end 
of social and professional attitudes, as a fat person. More is needed, in part because patients 
may never feel comfortable telling us what they really think, but also if we are to appreciate 
patients’ experiences not only as patients but also as people of culture, gender, history, and so 
on. We need to examine narratives from outside the consulting room. In Illness as Narrative, 
Ann Jurecic explains,

If one of the consequences of modernity is that we no longer depend on traditional 
explanations for suffering, loss and morality, and if doctors’ offices and hospitals cannot 
function as spaces where personal meaning can be developed, then the existential 
questions about human fragility and significance have to be asked and answered 
elsewhere.42

The internet offers spaces for other voices, for example, the ‘Fat health’ blog where patients 
share stories about being ashamed by healthcare professionals, and Lashings of Ginger Beer 
Time (LGBT) blog about gender, queer and transpolitics and fat acceptance.43 The LGBT blog 
invites ‘guest posts from people with lived experiences we haven’t explored’, explicitly high-
lighting the role of digital spaces for epistemic justice. Encouraging students to engage with 
social media by reading blogs like this can help them explore narratives, not only in relation to 
obesity but other experiences of health and illness, for example, blogs written by people with 
mental illnesses, cancer or diabetes.

The aim of this critical engagement is described by Dasgupta as narrative humility.

Narrative humility acknowledges that our patients’ stories are not objects that we can 
comprehend or master, but rather dynamic entities that we can approach and engage with, 
while simultaneously remaining open to their ambiguity and contradiction, and engaging 
in constant self-evaluation and self-critique about issues such as our own role in the story, 
our expectations of the story, our responsibilities to the story, and our identifications with 
the story – how the story attracts or repels us because it reminds us of any number of 
personal stories.44

Such an approach to medical education is designed to reveal medicine’s controlling ten-
dencies, not only with regard to obesity and fat-politics but also towards other patients and 
conditions. It compliments evidence for teaching professionalism, which favours a mixture of 
role-modelling and reflective practice. Reflection requires the dissonance that comes from real-
ising one’s attitudes and behaviour aren’t what you thought they were and a commitment to 
consider seriously why that is. The fact that so few professionals are aware of their fat prejudice 
emphasises the importance of a thick conception of reflective practice in which insight is gained 
through the critical analysis of knowledge gained from personal reflection, patient narratives, 
peer discussion and academic and other literature.

A positive conception of professional power is that power and knowledge are co-created by 
patients and professionals through ‘therapeutic alliances’ through which kindness, commit-
ment, interpretation, bearing witness and advocacy all play important roles. Power is not only 
a malign force, as even Foucault argued, ‘It needs to be considered as a productive network 
that runs through the whole social body much more than a negative instance whose func-
tion is repression’.45 Mol has argued that medical power is both structural and symbolic and 
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socially conferred and is a necessary part of the therapeutic relationship, especially in the care 
of patients with chronic conditions.46

Role modelling is a particularly problematic aspect of professionalism training for the simple 
reason that most role models that students are exposed to are outside the jurisdiction of the 
medical school. Learners experience good as well as bad role models and complain that they are 
not exposed to enough good ones, for example, 34% of medical students complained that a lack 
of role models was a barrier to learning about empathy.47 Attributes that students value in their 
role models include not only value clinical competence but also teaching skills, concern for the 
doctor–patient relationship and attention to the social determinants of health.48 The problem 
of how to increase students’ exposure to good role models arises partly because of the unchal-
lenged assumption that role models are people students should look up to. In practice, this refers 
to an authoritarian hierarchy which makes it hard for students to challenge behaviour that is 
perceived to be unprofessional. A second problem is the concept of poor role models as bad 
eggs, and professionalism as an issue of individual behaviour rather than a team or institution- 
based set of values and behaviours. One potential solution is for role modelling to be learnt as 
an aspect of professionalism by all clinicians in facilitated, non-hierarchical, small discussion 
groups. This gives greater emphasis to the importance of teamwork, shared responsibility and 
learning and mutual support that makes participants active in their own professional identity 
formation. Within this it is implied, but can also be made explicit, that students and clinicians 
all act as role models to those around them. A model of group support that enables staff of all 
backgrounds and levels to come together and talk about how they are affected by caring for the 
same patients, called Schwartz rounds, is already taking place at over 300 English NHS institu-
tions at the time of writing – and is being steadily spread to other institutions.49

CONCLUSIONS

By presenting medical student and physician attitudes towards obesity, I have argued that the 
medicalisation of obesity shows that medical professionals share and contribute to a remoralising 
of social attitudes. In their relationships, they have the power to control the stories that patients 
are allowed to tell, restricting them to particular medical narratives to the exclusion of other inter-
pretations. Without reflection, this leads to the entrenchment of attitudes, preservation of hier-
archy and a lack of self-awareness. By teaching and learning about power, prejudice, epistemic 
justice and narrative humility, we can illuminate these problems in a way that has immediate 
practical benefits for patients and professionals and can make care more humane and effective.
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Genethics and genomics in 

the community

IMRAN RAFI AND JOHN SPICER

INTRODUCTION

In this chapter, we explore some of the aspects of what is often termed the ‘new genetics’ as 
applied to primary care (and specifically general practice) in the British National Healthcare 
Service (NHS). Genetics, the study of heritability, has promised much over recent years to the 
personalised care of patients, perhaps more than it has actually delivered. It has moved from 
the laboratory to the clinic and also promises to move to the community setting too, and in 
doing so holds challenges for all primary care clinicians. The ethical challenges of genetics 
(represented in the portmanteau term ‘Genethics’)1,2 are no different in the community to any-
where else, though they may be differently described: this is the content of the chapter, along 
with some necessary technical issues.3 Genomics, a more often used term in current literature 
and not qualitatively very different to genetics, reflects a more holistic understanding of the 
influence of the genome on health, science and future promise.

NEW TECHNOLOGIES 1

The 20,000 genes we carry in each cell are collectively the genome, comprising the exome 
(which does the protein coding) and the rest. Today, we can sequence the whole genome 
[whole genome sequencing (WGS)] including RNA or, being less costly, the exome [whole 
exome sequencing (WES)]. The methodologies and techniques behind sequencing technol-
ogy can be used to identify high-risk genes such as BRCA1, associated with breast cancer, or 
rare gene variants such as those for developmental disorders. The findings from WGS or WES 
may affect reproductive choices or indeed treatment choices for various diseases in the future. 
It is likely that in years to come, the impact of these aspects of genomics will find a way into 
primary health care as our patients who undergo such tests seek help and advice, so that some 
understanding of what is now a large literature on genethics should be useful to a primary 
care clinician. Sequencing speed and accuracy is increasing and this makes determining the 
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likelihood of pathogenicity much easier. Some costs are falling, making direct-to-consumer 
testing a reality, and others are extremely high, meaning that the techniques are available in 
the experimental and private healthcare settings only. Nonetheless, clinical utility may be dif-
ficult to determine. Variants of uncertain significance inevitably arise, the genomic equivalent 
of the clinically unclassifiable abnormality in a complex patient, which exemplifies a disjunc-
tion between individual genotype (the genetic code) and phenotype (the physical expression 
of the code).4

The argument can be made that genomic information is different from other kinds of bio-
logical data. It constitutes personal identity and has the potential to be predictive, diagnostic 
and even stigmatising.5 Also of concern is the fact that genetic information identified by testing 
should not be used as a mechanism of unjust discrimination. In the United States, the Genetic 

Information Non-discrimination Act has established protection for citizens against employment 
and health insurance discrimination. Interestingly, it does not protect against life insurance 
premium loading on genetic grounds.6 There is no concept of genetic discrimination in UK law.

In introducing DNA or RNA sequencing into mainstream healthcare practice, cost- 
effectiveness will be an important factor in the offering of genome sequencing through accred-
ited laboratories, and economic analysis of clinical pathways will be necessary. In the UK, the 
UK Genetics Testing Network defines best practice in these areas where testing for prediction, 
pre-natal testing and diagnosis is needed.7

The mainstreaming of genomics into the UK NHS is a challenge for policymakers and edu-
cationalists which includes primary care. Accordingly, the ethical impact of these techniques in 
the primary healthcare setting is included in educational materials for UK general practice 
trainees.8 Understanding new clinical pathways of care and the role of the non-genetics spe-
cialist can be challenging for all clinicians but having information available to primary care, 
enabling meaningful and informative discussions with patients exposed to genomic technol-
ogy will be particularly important. Collins has usefully summarised the areas where clinicians 
should be mindful of the ethics of genomics, which are as follows:

Applied ethical principles guide clinical management and counselling regarding repro-
ductive choices and the use of targeted drug therapies. As genomics becomes mainstreamed 
into clinical practice, clinicians will need to continue to consider some of the theoretical per-
spectives available. For example, from the consequentialist position, a raw summation of the 
harms and benefits attached to a genomic intervention offers one method of ethical analysis. 
Inevitably, such moral calculus is necessarily constrained by deontologically derived positions 
such as the clinical duty of care, or the respect for autonomy. The modern principlist approach 
to ethical reasoning, described more fully elsewhere in this book, and characterised by respect 
for autonomy, beneficence , non-maleficence and justice, is perhaps more familiar when faced 
with decisions based on genomics information. Such principles can be addressed to some of 

The ethico-legal and social implications of the Human Genome Project9

 ▪ Understanding and exploring the concept of genetic variation.

 ▪ Integration of genetic technologies and information into healthcare and public health activities.

 ▪ Understanding the importance of gene–environment interactions.

 ▪ Understanding the philosophical, theological and ethical perspectives using genomic 

information.

 ▪ Consideration of the socio-economic factors and how concepts of race and ethnicity influence 

the use, understanding and interpretation of genetic information.



171

New technologies 2

these genomic issues: the equity of access to WGS/WES genomic technology and testing, offer-
ing and respecting patient autonomy in their decisions in managing their own genomic infor-
mation will be important. The challenges for physicians will be to ensure that data are stored 
securely on information systems, and that discussions with patients reflect the concerns they 
may have around family access to genomic data or secondary access by insurance companies.

VARIATION AND UNCERTAINTY

Most relevant conditions that are presented to primary care are complex multifactorial con-
ditions such as heart disease, cancer and mental health disorders (e.g. schizophrenia) all of 
which reflect gene–environment interactions, environmental or linkage to social deprivation. 
Inevitably, the care of patients with these conditions is an uncertain process; elsewhere in this 
book, we have described uncertainty as being a key feature of primary care. Uncertainty in 
diagnosis, for example, could be reduced in the future, as those multifactorial disorders are 
more accurately defined in nosological terms.

Penetrance describes the probability of an abnormal gene causing a linked phenotype and 
thus, highly penetrant genes exist. Examples here would include Huntington’s disease. In 
Huntington’s disease, those carrying an altered Huntingtin gene have a 100% chance of devel-
oping dementia in later age (in other words, it is highly penetrant and deterministic) and have 
a 50% chance of transmitting the altered gene to their children. So, immediately in dealing 
with this sort of less uncertain condition there are issues of confidentiality, of the possibility of 
screening pregnancies for affected foetuses and the use of preimplantation genetic diagnosis for 
the ‘best’ interests of the next generation even though this is a condition of late-onset, and so on.

Genetics by its very nature describes the variation between individuals, manifested as the 
phenotype. Such variation is clearly less both genetically and phenotypically in families, so it is 
apposite to note that this has enormous ethical importance. Quite apart from any evolutionary 
need, we may have to ensure the continuation of our genomes down the generations, and our 
genomic closeness to our relatives may imply a degree of responsibility to them also. So, those 
clinicians who care for families over their life course in primary care have a unique associa-
tion with a clinical manifestation of their genomic ‘disorders’. Thus, the decision on whether to 
screen the children of a Huntington’s patient as above is one taken ultimately by the index case, 
but it can be informed by discussion with both the genetic specialist and those who know the 
patient and family over time. The long-term care of such a patient is inevitably coordinated by 
the generalist with whom he is registered, and this may have impact on such decision-making. 
Perhaps both should be ethical specialists?

NEW TECHNOLOGIES 2

Genomic-wide association studies (GWAS) have been used to assess rare variants in com-
mon disease using a case-control, statistical methodology.10 GWAS has demonstrated many 
traits for common diseases such as inflammatory bowel disease but not much heritability was 
explained probably because of undiscovered rare variants.11,12 Moreover, the public may have 
an overexpectation of the value of genomic data, an overexpectation which could need temper-
ing.13 To date, commercial companies have offered genetic diseases and pharmacogenetics data 
based on the result of GWAS to people who want to exercise their right (and pay) to access their 
own genomic information. Data have been produced on the basis of the analysis and variation 
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at the level of single-nucleotide polymorphisms (markers of genetic similarity that are usually 
abbreviated to the demotic ‘SNiP’). The issues around the clinical utility and validity of this 
sort of data and a lack of non-directive pretesting genetic counselling that occurs in the NHS 
may lead to subsequent re-engagement, surveillance and management through the NHS. Data 
validation maybe required and the potential harms of being provided with genomic informa-
tion, where the clinical utility may vary or be determined to be low, need to be considered. For 
example, a consumer tested and being told that there is no genetic risk of obesity may lead to 
lifestyle choices that actually increase the risk of obesity through false reassurance, particularly 
where a strong family history of obesity may be present. Other than that, it is not yet clear 
whether there is any utility in persons knowing, for example, how much of their genome might 
be of Neanderthal origin.14 Genomic knowledge has even been classed as entertainment, a 
challenging notion for the utilitarian.15 As such, this sort of knowledge is analogous to the 
biochemical or haematological analyses provided for fee-paying patients by some private sector 
laboratories, and liable to be of limited effect in future healthcare.

More fundamentally, the 100,000 Genomes Project, led by Genomics England Ltd. (GEL), is 
an ambitious programme of translational research using next-generation sequencing technol-
ogy to sequence DNA of patients affected with cancers, infectious diseases and rare diseases.

GEL have ensured a robust consent process for the 100K Project that enables healthcare 
professionals to manage the complexity of the data provided through sequencing, including the 
management of incidental findings not routinely being fed back to patients(infra).

Incidental findings are ‘additional findings concerning a patient or research participant that 
may, or may not, have potential health implications and clinical significance, that are discov-
ered during the course of a clinical or research investigation, but are beyond the aims of the 
original test or investigation’.16

The importance of an informed and voluntary consent model is of paramount importance 
and provides the necessary patient autonomy to participate or not. Genomic information will 
be seen by many as personal and sensitive, and the confidentiality of the information being 
generated and held will be highly important. Researchers in this setting will have a duty of care 
to ensure that participants have the right to withdraw. Participants would want to ensure that 
information governance is respected. One particular challenge for GEL would be to ensure that 
there is equity of access to testing. Clinicians and researchers in the project must recognise that 
the use of WGS may reap a benefit, and even beneficence, in terms of new diagnosis or treat-
ment options but that the harm (maleficence) to patients or their families may be considerable 
through the gain of genomics knowledge that may be psychologically harmful.

Whole exome sequencing does allow targeted sequencing and minimises the number of 
incidental findings through the use of gene panels. These are defined areas of gene sequencing 
known to be associated with a particular disorder, for example, deafness or cardiomyopathy. 
In the case of the 100,000 Genomes Project, a set of guidelines regarding consent and insur-
ance are operated – none of this is contentious – but there are yet no clear procedures for the 
handling of ‘surprise’ results. One might reasonably argue that the transition of such clini-
cally relevant information via a clinician with prior knowledge of the client might be the best 
practice.17 Yet, there is a duty of care to the patient and an ethical framework should be in place 
for any policy decision made in this setting. The management of incidental findings will need 
a decision on whether the laboratory reports the finding to a requesting clinician or whether 
the patient receives this. Arguably, it may require a prior discussion on what this might mean, 
including gaining knowledge that could also have an effect on other family members subject 
to a risk, say, of diabetes or heart disease. What is opened up here is an account of the ‘owner-
ship’ of genomic information; as stated above, this kind of personal information is anything 
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but personal, having an importance to any related individual.18,19 For the primary care clinician, 
that may involve a duty of care to both the index case and family members, carrying as she does 
a responsibility to all.20

TOWARDS PERSONALISED MEDICINE

The future holds potential for an increase in phenotyping diseases and subclassifying complex 
diseases, exemplified by hypertension and renal disease. Analysing the value and statistical 
power of multiple genes all together which have been associated with a particular phenotype 
(e.g. heart disease) could occur more frequently.

An example of such personalised medicine is of cancer treatment based on cancer genomic 
profiling, tumour mutational profiling and molecular signatures of somatic mutations. All of 
these use information based around gene mutations on treatment options and offer the use of 
targeted therapies. This, however, may be restricted may be on resource grounds; the technol-
ogy underlying tumour profiling of this sort is currently expensive, and probably not accessible 
in a resource-constrained system such as the UK NHS. Here also opens the potential for indi-
viduals not being offered therapies that have been shown to have efficacy as ‘they are deemed 
to be genetically different’. One who is denied treatment on the grounds of genomic indication 
of inefficacy could be held to have suffered a double jeopardy.

Reproductive options using genomic information are expected to become increasingly 
available within the NHS.21 A good example of this is the use of circulating cell-free foetal 
DNA analysis,22 which will allow diagnosis of rhesus status and provide a risk of haemolytic 
disease of the newborn and Down’s syndrome. Here, the technology allows the study of 
fragments of circulating DNA in the maternal circulation produced by the foetus, which is 
specific for that particular pregnancy. The test, a simple blood test, is non-invasive compared 
to the use of amniocentesis, and without the risk of miscarriage. It can provide a risk estimate 
of the risk of a Downs carrying pregnancy and offer a choice early in terms of continuing 
with the pregnancy or proceeding with termination of the pregnancy. Avoiding a live birth 
affected by a genetic condition such as Downs’s syndrome offers reproductive autonomy but 
does open up many potential discussions. It can also reliably detect the genetic sex of the foe-
tus. At the time of writing this, non-invasive prenatal testing is the subject of consideration 
by the Nuffield Council on Bioethics, led by a bioethicist who himself has a diagnosis of a 
genetic disorder.23,24

This includes equality of access to testing (including preimplantation testing for many 
genetic conditions, e.g. muscular dystrophy), prenatal testing and considering the rights of the 
embryo, overriding the rights of the woman, social engineering and eugenics, and procreative 
beneficence (the putative moral duty to have the best children possible)25 It is relatively easy 
to cast the access issue in the more general ethical terms that all resource allocation decisions 
are made,26 and the reader is directed to the last section of this book to consider this further. 
However, the advancement of personalised medicine in this genomic context may be fraught 
with what two authors have termed a ‘capability’ – based upon the degree to persons may vary 
in realising better health options from genetic testing.27

How, it may be asked, can primary care add to the ethical thinking around these com-
plex issues? At the point of first access with the clinician, the patient subject to a decision as 
described in this context is in a very difficult position. Certainly in developed countries, the 
move to non-invasive methods of assessing the risk of serious foetal malformation is at first 
sight a vast improvement, as now the risk of carrying a Downs pregnancy can be assessed 
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without risk to the pregnancy continuing. The technology underlying such a process is the field 
of the specialist, but its interpretation and subsequent decision-making perhaps better handled 
in the context of a long-term relationship between patient and clinician. Procreative benefi-
cence would suggest, or even dictate, that a pregnancy that leads to an outcome worse than 
a better alternative is morally objectionable, and therefore, that all pregnancies of potentially 
malformed foetuses should be terminated. However, such a rule does not square necessarily 
with patients’ own moral positions, which may encompass a different value to foetuses, respect 
for sanctity of life, disability rights or a host of other perspectives. Teasing these values out, as 
part of a patient decision-making process, is the stuff of primary care as well as the skill of a 
genetic counsellor.

WGS has been of value when looking at multiple affected family members affected by devel-
opmental disorders underpinned by a genetic basis as in DECIPHER (DatabasE of genomiC 
variation and Phenotype in Humans using Ensemble Resources28). A genetic diagnosis could 
include a syndrome of potential complications including learning disability; however, this 
does not mean that there should be a loss of personal autonomy for those affected, which may 
include declining treatment options or taking difficult reproductive decisions. An example of 
this is familial hypercholesterolemia (FH): a diagnosis affecting multiple family members, and 
tests might include identifying family members at risk through cascade testing (which includes 
a DNA test).29 In the case of FH (an autosomal-dominant condition), over 1000 gene variants 
have been identified and the reliance on good gene variant databases is of importance, both 
in terms of accurate data and also identifying pathogenic and benign variants. FH is also a 
disorder which has moved, in terms of its management, from the specialist to the general-
ist in recent years. It is very treatable, with good evidence for benefit where the genomically 
identified severity can be defined. Thus, it is an example of where the laboratory, the specialist 
geneticist and the generalist physician, should be closely linked.

PREVENTION AND SCREENING

Predictive genomics that supports prevention can be applied either at a personal (e.g. BRCA, 
breast cancer gene panels, heart disease or cancer risk stratification) or population level 
[e.g. haemoglobinopathies, diabetes such as high-prevalence populations of maturity onset of 
diabetes of the young (MODY)] or stratified screening for cancer in the future.30

Using pharmacogenetics for predicting response to treatments, for example, studying drug 
targets and lessening the risk of drug adverse effects such as statin myopathy, has obvious 
potential value but brings an extra layer of complexity when prescribing. For example, it is 
known that drug metabolism shows wide genetic variation, but to complicate matters, non- 
coding areas may affect drug response so that WES would not identify them. The ethics of 
screening using genomic information is in one sense no different to other screening pro-
grammes. There are guidelines on the viability of screening programmes in the UK from the 
UK National Screening Programme31 – these are essentially a development of the traditional 
‘Wilson criteria’ but they do not offer an ethical justification beyond the evidential.

However, population screening in the genomic field is not without its ethical complications, 
many of which will be immediately intelligible to the practitioner in primary care, necessarily 
in a more proximate relationship with his or her patient (and the family) than the geneticist. 
Great strides have been made on occasion in the elimination of genetic disease at a population 
level: for example, the Cyprus experience where thalassaemia has been virtually removed by 
means of education, screening and ‘eugenic’ means (such as stating which couples ought not 
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to marry and have children).32 Interestingly, each of these factors has been explicitly assisted 
by the Greek Orthodox and Muslim authorities there. Some progress also has been achieved in 
communities where consanguineous marriages are associated with a higher incidence of foetal 
malformation, mainly by the active intervention of primary care teams.33 Such aims evidently 
do not value the genomically disadvantaged by avoiding their birth. Nonetheless, the state of 
affairs in the Cyprus example balances a healthier population over the constraints in reproduc-
tive choice.

CONCLUSION

Genomic medicine illustrates ethical issues both common to several branches of clinical care, 
but also dynamically distinctive ones. These distinctive issues boil down to notions of identity 
and agency which are to varying extents shared between genetic family members, genetically 
similar communities, races and ultimately human beings. An awareness of the craft of the 
generalist clinician in dealing with genetic disorders is arguably matched by an awareness of 
the craft of the ethicist: a moral craft, as it has been termed.34 Traditionally, this moral craft has 
been within the domain of the genetic specialist, but will inevitably become the domain of the 
generalist as time goes on and research develops: the generalist being in a more long-standing 
and proximate relationship with his or her patient and their family.
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INTRODUCTION

The relationship between the patient and the clinician is built on trust, and without it the effec-
tiveness of any clinician is severely limited.1 That trust is based on a promise (both implicit and 
legally protected) that what is said in the consultation is confidential and will not be shared 
without permission. How else can a clinician ask about sexual history, drug use or suicidal 
intent and expect honest answers? The legal basis for this duty of confidentiality is not straight-
forward and there is no one set of laws in the UK in which it is enshrined.1 In practice, doctors 
and nurses depend on their professional bodies for guidance [in the UK, these include the 
General Medical Council (GMC), the Nursing and Midwifery Council and the British Medical 
Association].

There are some exceptions to the primacy of confidentiality. In this chapter, we will explore 
when it may be morally and ethically right to breach this trust and where a legal requirement 
to keep or breach confidentially is ethically problematic. We will consider the question of con-
sent to share information and the potential implications where a patient refuses to consent to 
disclosure, both where non-disclosure may risk harming the individual, and where it may pose 
a risk to the public. Computerisation of health data, which means that it may be accessed from 
multiple sites and by multiple individuals (potentially including the patient), has an impact on 
how clinicians act to protect patients’ confidentiality. We will also look at the 2015 UK legisla-
tion around female genital mutilation (FGM) and discuss whether ethical and legal duties may 
conflict in this matter.
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DISCLOSING CONFIDENTIAL INFORMATION IN THE 
PUBLIC INTEREST

The GMC in the UK advises doctors in its guidance on confidentiality that

Confidential medical care is recognized in law as being in the public interest. However, 
there can also be a public interest in disclosing information: to protect individuals or 
society from risks of serious harm, such as serious communicable diseases or serious 
crime.2

Such advice stems from consequentialist moral theory, which proposes that the ethically 
correct course of action may be the one that provides the greatest overall benefit to the greatest 
number of people. Therefore, the moral justification for disclosing information in such a case 
would be that overall, the benefits to the public of information disclosure are great enough that 
they outweigh any potential harms that may be experienced by the individual from disclosure 
against their wishes.

However, the decision of whether to disclose information based on a consequentialist jus-
tification can be challenging because of the difficulties associated with accurately evaluating 
and weighing up the benefits and harms associated with each course of action. In particular, 
the guidance brings with it the challenges of considering what is meant by serious harm or a 
serious crime as there is no formal definition of what the word ‘serious’ means in either context. 
Clinicians need to use professional knowledge and judgment to try to form an assessment of 
the likelihood of the risk of significant harm, to the patient or others. This would usually not 
extend to crimes involving financial losses such as theft, fraud or property damage. The above 
guidance also suggests that doctors have a duty to inform the person whose confidential infor-
mation is being disclosed, which may mean that confrontation or loss of trust is inevitable.3

When considering whether to breach confidentiality, some cases are reasonably clear-cut. 
For example, if a patient comes into a clinic brandishing a knife and states his or her intention 
to kill their ex-partner, it seems more than reasonable that in order to prevent a probable vio-
lent crime from being committed against another person, the doctor should report this to the 
authorities which could protect the patient and perhaps the intended victim as well. Famous 
American and British legal cases of this type have condemned clinicians who have acted in 
favour of confidentiality, and condoned those who have acted in favour of protecting some-
one from serious harm. One such case was the case of Tarasoff in 1976. A psychiatric patient 
informed his psychotherapist that he intended to kill a woman whom he specifically identified. 
The psychotherapist did not inform the targeted woman, and she was subsequently murdered 
by the patient. In the judgment, Justice Tobriner stated,

the public policy favoring protection of the confidential character of patient–
psychotherapist communications must yield to the extent to which disclosure is essential 
to avert danger to others. The protective privilege ends where the public peril begins.4

The case also prompted a ‘duty to warn’, whereby if ‘a patient poses a serious danger of vio-
lence to others, [there is] a duty to exercise reasonable care to protect the foreseeable victim of 
that danger’.5 This case may be contrasted with the British case of Edgell.6 In this case, a patient 
asked his legal advisors to provide a confidential statement that the patient was no longer a 
risk to the public, to enable transfer to another setting. However, the psychiatrist felt this was 
not the case and that the patient posed an ongoing risk to the public, subsequently breaching 
the patient’s confidentiality by informing the hospital and the Home Office of these concerns. 
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The court of appeal agreed that the psychiatrist had acted appropriately in breaching confiden-
tiality as the patient posed a serious risk to the public.7 These cases demonstrate the challenges 
that clinicians may encounter due to the need for them to rely on their professional judgment 
to appropriately balance the likely harms and benefits of disclosure against a patient’s wishes.

MANY CASES IN PRIMARY CARE ARE LESS CLEAR-CUT

A patient who attends primary care and discloses cocaine abuse is clearly involved in illegal 
activity, buying (and possibly selling) illegal drugs as well as possible theft to fund their habit. 
General practitioners (GPs) in the UK are not usually required to report this to the police, 
although many people would consider drug use, buying drugs and theft to be ‘serious crimes’. 
Forensic disclosure is not required in this case because cocaine abuse in itself does not pose 
significant immediate risk of harm to others. Consider though, whether the situation would be 
different if the GP knew that the patient lived with their partner and three children under the 
age of six. The GP might want to consider, for example, whether illegal activity such as drug 
selling was occurring at the home, whether the drug usage affected carrying out the responsi-
bilities of parenting, or potentially impacted on the safety of the children. In such a scenario, 
breaching confidentiality may be justified because the consequences of the patient’s drug habit 
(although not the drug use as an act in itself) is placing children at a risk of serious harm. 
Any healthcare professional (HCP) may be justified in breaching confidentiality and informing 
social services in order to ensure such children were not being placed at risk of serious harm, 
with a consequentialist justification that the harms associated with breaching confidentiality 
towards the individual patient are outweighed by the benefits of protecting the children of the 
family.

If the person habitually using cocaine was also a HCP, then again the GP would need to 
consider the impact of their usage on the safety of others, in particular their patients. Where 
the HCP’s drug use was adversely impacting on their ability to work and therefore placing 
patients at risk, the GP would be professionally and morally obliged to breach confidentiality 
and inform the relevant services and licensing bodies (e.g. the Nursing and Midwifery Council 
or GMC), and take appropriate measures to safeguard patients. However, if the HCP’s drug use 
was not affecting patient care, one would need to question whether breaching confidentiality 
would be justifiable, as it would be less clear whether disclosure would be in the public inter-
est. This would be a difficult decision for the GP to make, as there may be legitimate concerns 
that the HCP’s drug habit could worsen, potentially placing patients at risk in the future, or 
their drug use could prompt wider concerns surrounding the HCP’s professional integrity. Care 
must be taken to ensure that decisions made are based on considered professional judgment, as 
merely a risk of potential harm to patients may not be sufficient to justify the harms associated 
with breaching confidentiality, particularly where there will be need to an ongoing therapeutic 
relationship to encourage the HCP to engage with services. Rather than breaching confidenti-
ality in such a case, it may be necessary for the GP to seek advice from their professional body, 
or discuss their concerns directly with the HCP involved. Although this drug use would not be 
reported to the police when discovered in the context of consultation, if the patient attends a 
substance misuse clinic for treatment in the UK, their details will be submitted to regional or 
national drug misuse databases but only with their consent.8

Consider next the case of a woman who tells the GP that she is suffering a long history of 
domestic violence in the context of a controlling relationship. She may have only felt able to talk 
about what is happening to her because of her belief in the confidentiality of the doctor–patient 
relationship. She may seek assurance of confidentiality and be fearful of the consequences 
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she may have to endure if it is discovered that she has told anyone. In this situation, there 
is the potential risk of harm to the woman from ongoing domestic violence, and this may be 
significant. Supporting a woman in this situation would normally involve assessing what she 
perceives to be the risk of further significant harm or injury, and informing relevant services 
who may be able to help. However, if the woman does not wish for, or feel ready for any fur-
ther action, then domestic violence would not normally be reported to the police without her 
consent, even though it could be argued that a physical assault on a person is a serious crime.9 
The reason for this is that her need to trust in the safety and privacy of the doctor–patient rela-
tionship and to feel able to remain engaged with the process of seeking support and advice are 
extremely important, and more harm could come to her if this trust is lost through breaching 
confidentiality. However, there may be scenarios where the doctor feels that the risk of losing 
patient trust by disclosing information against her wishes are outweighed by the risk of harm 
from failure to intervene, for example, where there may be vulnerable individuals or children in 
the household. In such a situation, there would be both a moral and legal justification for such 
disclosure to protect others.10

A further challenge in such a case might be that the actions of the doctor may inadvertently 
result in a breach in confidentiality and thus place the patient at risk of harm. This could occur 
if the patient attended an appointment with their partner, or if the patient’s family has home-
access to their electronic healthcare records. In this scenario, the doctor would have to strongly 
consider their conduct during the consultation and their computer-written notes in order to 
avoid placing the patient at greater risk of harm. Advice may need to be sought in such a cir-
cumstance from professional indemnity bodies, or from experienced colleagues.

PATIENT CONFIDENTIALITY VERSUS PUBLIC SAFETY

These situations remind us that HCPs have a duty of care not only towards the individual 
patient or client, but also to other members of the public and to society. These duties are not 
usually in conflict with each other. However, when there is tension between the needs or 
wishes of the individual patient and others who could potentially be at risk because of their 
health or behaviour, some ethical and legal determination ought to be made as to which party 
should take precedence.

A common scenario in which this arises is when an individual discloses a health condi-
tion which means they would be disqualified from driving due to risk their condition poses to 
others. The individual in question may have important reasons for wishing to continue driv-
ing, including being able to do their job (and so be paid), to maintain independence (e.g., do 
their shopping) or to care for others. They may feel that not being allowed to drive will have an 
adverse impact on their own health and well-being. The medical guidance for conditions that 
preclude driving, or require ongoing assessments and monitoring, is laid out in the UK by the 
Driver and Vehicle Licensing Agency (DVLA), and aims to reduce the risk of accidents or inju-
ries to other members of the public. In these situations, the statutory duty of HCPs towards the 
public outweighs their duty to the individual and they are required to share the relevant parts of 
the patient’s medical information with the licensing authorities. Knowing that doctors need to 
report information, for example, about episodes of loss of consciousness, can lead to individu-
als not telling their doctors about relevant symptoms, potentially with tragic consequences. 
A recent example of this was in Glasgow in 2014, where a driver lost consciousness at the wheel 
of a garbage truck and killed six pedestrians. At subsequent judicial enquiry, it emerged that he 
had lied about his medical history to doctors and licensing authorities.11 This case reinforces the 
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benefits, or ‘rightness’, of acting to protect the public when clinicians become aware of factors 
which could compromise safe driving in accordance with statutory guidance. It also illustrates 
the fact that, where patients believe that confidentiality may be breached and that sharing of 
information with a third party (in this case the DVLA) would lead to personal adverse conse-
quences, they may choose not to disclose important information to their doctor, resulting in a 
loss of opportunities for risk reduction.

ENQUIRIES FROM POLICE AND THE COURTS

On occasions, police officers ask for information held by doctors to help them with their enqui-
ries. Regarding disclosures in the public interest, the GMC guidance advises doctors they must:

… weigh the harms that are likely to arise from non-disclosure of information against the 
possible harm both to the patient, and to the overall trust between doctors and patients, 
arising from the release of that information.12

When police do ask for information in the absence of a court order it is up to individual 
doctors, often with advice from their colleagues and indemnity associations, to decide whether 
the public is best served by its release, as information should only be disclosed if this would be 
considered to be in the public interest.13 If the crime is not serious, or the information is only 
tangential or involves information about other parties, the doctor may decide not to disclose 
(and may argue with the judge even if there is a court order). The situation can be further com-
plicated if the confidentiality of the police investigation means that the doctor is not able to 
know all the details of the crime being investigated; in this situation, it may be difficult for the 
HCP to determine what information is relevant, as the amount of information disclosed should 
always be the minimum necessary to achieve the aim of disclosure.

One interesting area in which this has recently arisen is in the case of gun ownership. 
Members of the public applying for firearm and shotgun certificates in the UK must be deemed 
medical fit to hold a licence, and by applying for one, patients are deemed to have consented 
for police to contact their GP, and their GP to disclose necessary information in order to allow 
such an assessment to be made.14 GPs are required to notify the police if they have concerns 
regarding the patient having access to a firearm, and also inform the police if the patient suffers 
from certain conditions, the majority of which listed are mental illnesses.15 At the discretion of 
the police, GPs may be required to provide a more detailed medical report. While it is clear that 
GPs may have a duty to breach confidentiality if they are concerned the patient is likely to pres-
ent a danger to themselves or to others by having access to shotguns, the new rules surround-
ing gun ownership may be ethically problematic. They raise significant moral questions about 
whether it is right for HCPs to disclose sensitive patient information where there has been 
no crime committed, and where there may be no immediate risk to the patient or the public, 
simply because this is a legal requirement of the gun licence application process. For example, 
disclosure would be required if a patient has a diagnosis of schizophrenia, but there would be 
no distinction between a patient who suffered with psychotic hallucinations commanding him 
or her to kill someone with a gun, and a patient with schizophrenia who is mentally stable. The 
requirement for HCPs to simply flag up all patients with a mental illness to the police is also 
problematic because it may exacerbate the stigma associated with such conditions, and may 
deter patients from disclosing their mental illness or seeking help. The requirement for GPs 
to notify police of concerns places great responsibility on the shoulders of the GP in terms of 
assessing risk, as with other cases where the degree of harm or the seriousness of the crime has 
to be determined by the HCP.
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THE LAW AND FGM

The World Health Organization defines FGM as procedures which intentionally alter or injure 
the female genitalia for non-medical reasons. They describe it as a violation of the human 
rights of women and girls.16 There are many adverse health consequences, both physical and 
psychological, for this practice and no advantages in health or hygiene. It is a cultural practice, 
not particular to any religion, and it is widely practiced in 28 African countries but also in the 
Middle East, Indonesia and Malaysia. The prevalence and type of procedure vary; in Egypt, 
91% of women have been cut.17

In the UK, FGM has been illegal since 1985 but to date there have been no successful pros-
ecutions.18 There are many people living in the UK who have been cut and there are fears for the 
girls born into families where there is a cultural tradition of FGM. The concern is that they may 
be illegally operated on in the UK or, more likely, be taken abroad for the procedure.

In 2015, the Serious Crime Act introduced mandatory reporting of FGM in the UK: this 
requires that if a health or social care professional or a teacher becomes aware that a woman 
or girl under the age of 18 has been subject to FGM, that professional should inform the police. 
This is only required if the person has disclosed the FGM herself or if it has been found on 
examination. This is irrespective of how long prior to the disclosure the FGM took place and in 
which country it occurred.

If a person has been subjected to this procedure, it seems reasonable to consider that this 
constitutes a serious crime which, once reported, will be investigated and the people respon-
sible will be prosecuted. Where FGM has taken place for a child under the age of 18, imme-
diate contact with the police is required by law under the Serious Crime Act as there will be 
particular concern regarding vulnerability and safeguarding. The prosecution of parents or 
others responsible for FGM is intended to be protective to other girls in the family and a deter-
rent to other members of their community.19 FGM clearly causes significant harm to women, 
and protecting other girls and women from experiencing it is crucial. There is, therefore, also a 
safeguarding obligation, which would justify a breach of confidentiality to safeguarding agen-
cies, in keeping with any other situation in which a professional has concerns about a potential 
significant risk to a child or a young person. What is different with mandatory reporting in 
FGM is that professionals are legally obliged to report this first to the police before alerting 
safeguarding teams, though it is likely that these agencies would then work together in their 
response to the report.

It is worth considering the impact of breach of confidentiality on this very vulnerable patient 
group: some women who have suffered FGM are deeply traumatised by the experience. The 
PEER study reported in 2010, prior to the introduction of mandatory reporting that ‘from 
the discussions with the women, it was clear that confidence and trust in the health services 
was minimal’.20 Overcoming language and cultural barriers to build a trusting relationship 
with a doctor may take time and many consultations before a patient is able to talk about her 
experiences.

In this context, breaching confidentiality leading to police involvement and the impact of 
her disclosure on her family may have a very damaging effect on her trust in the medical pro-
fession. The intended deterrent effect on her community, which may make FGM less likely in 
future, may have the unintended consequences of preventing women and girls who have expe-
rienced FGM seeking the medical care they need in the aftermath of FGM and in pregnancy.

If the woman in question is 17 years old and was subjected to this abuse as an infant while a 
citizen of another country, the law requiring immediate forensic disclosure is the same but the 
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balance of benefits and harms is altered further. If there is no risk to other girls in the family, it 
can be argued that the damage to the individual’s trust relationship with doctors and the reduc-
tion in the wider community’s confidence in the medical profession outweigh the benefits of 
disclosure as successful prosecution is extremely unlikely. Many argue that this legislative and 
punitive approach to the problem of FGM is likely to drive the practice underground and delay 
its eradication, advocating instead a focus on engagement with community and religious lead-
ers and education about the health risks of FGM.21–23 There are also questions about the ethics 
of treating FGM as legally different from other forms of abuse against women and children.

The GMC guidance is clear that we should disclose information when the law requires us 
to do so; however, we are also charged to weigh the risks and benefits of disclosure to the 
individual and to consider the damage that disclosure may cause to the overall trust between 
patients and doctors.

In most situations, doctors are given discretion to weigh up the likely benefits and harms of 
forensic disclosure, as in the case of domestic abuse described above. In the case of FGM, the 
UK Serious Crime Act has taken away this discretion, and doctors are obliged by law to disclose 
information to the police without patient consent even if they believe the harms, in the form 
of damage to trust, outweigh any possible benefits. It appears doctors have conflicting ethical 
and legal duties.

CONCLUSIONS

Healthcare professionals start from the position that what patients tell them is shared in con-
fidence and regard this as an essential element of the trust relationship that they have with 
them. Nevertheless, there are clearly times when they should and must break this confidential-
ity, usually to protect a person from risk of serious harm. In most situations, this is a matter of 
professional judgment, with guidelines and advice from professional bodies to aid these deci-
sions. However, in specific areas, the law is more clearly delineated, for example, in the case 
of firearms licensing and FGM in the UK, the results of which may sometimes conflict with 
HCPs judgments of the balance of harms. The potential hazard is that losing trust leads to non-
disclosure of relevant clinical information and opportunities to protect the patient or others are 
lost, as demonstrated by the bin lorry case.

These situations are challenging and often there is no clearly ‘right’ answer; it is important 
that HCPs reflect on each case carefully and colleagues support each other in making the dif-
ficult decisions needed.
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INTRODUCTION

Healthcare professionals (HCPs) working in primary care settings commonly encounter 
patients with mental illnesses. In many cases, the illness may have little impact on the consul-
tation, decision-making and responsibilities of the HCP. However, patients with mental illness 
may present to primary care settings in a number of ways, and each individual situation may 
raise its own ethical challenges.

In this chapter, we explore some of the ethical issues which HCPs may encounter when 
caring for patients with mental illness in a primary care setting. We discuss the diagnosis of 
mental illness in primary care, considering the wider benefits and harms of making such a 
diagnosis. We reflect on confidentiality as a much rehearsed ethical topic in the context of 
mental health, because of the social stigma associated with psychiatric illness and because 
patient-centred confidentiality is a predominant concern in Western medicine. We examine the 
ways in which the HCP–patient relationship can be ethically distorted by mental illness and 
the consequent justice issues that arise when illness makes interaction with healthcare services 
chaotic. We conclude by reflecting on the multiple roles that an HCP may have when caring 
for patient with mental health needs and the fine line between paternalism and abandonment, 
between HCP as carer and as societal guardian.

ON THE ETHICS OF DIAGNOSIS

A problem which we acknowledge but do not dwell upon is that mental illness is epistemologi-
cally problematic. For some, mental illness is an illness to be treated like any other. For others, 
it may be considered to be less an illness and more a construct of our attitude towards what is 
expected of us as citizens.1 Currently, the formal diagnosis of a specific mental illness requires 
using either the World Health Organization’s International Classification of Diseases (ICD)2 or the 
American Psychiatric Association’s Diagnostic and Statistical Manual of Mental Disorders (DSM).3 
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These manuals provide diagnostic criteria, primarily focusing on symptoms, duration and 
impact on the patient’s life, to enable a formal diagnosis. The development of these manuals 
has standardised the diagnostic process, ensuring coherent choices of treatment, and enabling 
research. Despite advances in neuropsychiatry, however, mental illnesses often do not yet have 
the same evidential basis as ‘organic’ health problem in terms of an observable pathophysiologi-
cal process in the body.

In primary care, diagnosing a mental illness is not necessarily straightforward.4 Patients 
may present with non-specific physical symptoms such as fatigue, reduced appetite or general 
apathy, causing diagnostic uncertainty as to whether such symptoms represent a physical ill-
ness or mental illnesses such as depression. Alternatively, patients may present with another 
health problem, but their conduct or behaviour may prompt the HCP to consider the possibility 
of an undiagnosed mental illness. Patients may present with mood disturbance, and it may be 
difficult for the HCP to determine whether this is simply a ‘normal’ and appropriate emotive 
response, for example, following a significant life event such as a bereavement or redundancy, 
or whether it is pathological and indicative of an underlying mental illness necessitating an 
intervention.

In some situations, the question faced by HCPs might not be ‘can I make a diagnosis’, as the 
DSM and ICD facilitate this in their provision of clear, time- and symptom-specific diagnostic 
criteria. Rather, the question faced may be ‘should I make a diagnosis?’, particularly where 
such a diagnosis has the potential to result in harm and may convey little benefit to the patient. 
In such cases, HCPs are required to make assessments and decisions outside their perceived 
normal clinical remit of simply making the diagnosis, by being required to additionally evalu-
ate potential harms and benefits which may ensue for the individual patient, and for a wider 
society.

In some cases, a formal diagnosis of a mental illness may be clearly beneficent. It may pro-
vide eligibility for beneficial medical or psychological treatment, or financial or employment 
support. The formal recognition of symptoms may encourage patients to acknowledge and 
recognise the impact of their difficulties, and subsequently enable them to accept treatment. 
Making a diagnosis may be seen as good from a consequentialist perspective, as formally diag-
nosing and treating the mental illness may eventually enable the patient to return to normal 
life and become a functioning citizen able to participate in and contribute to society. Potential 
distress is reduced not only to the patient but also to those who interact with them and inap-
propriate use of resources such as emergency services might be reduced.

However, making a diagnosis of mental illness can also result in foreseeable harm. One 
consequence of receiving such a diagnosis is that it legitimises the sick role for the patient. 
Whilst this does offer the benefits outlined above, patients may use their newfound diagnosis 
to define themselves as someone who is ‘ill’, and subsequently devolve themselves of responsi-
bilities such as caring responsibilities, engagement with education or employment and finan-
cial responsibilities.5 It may even excuse behaviour which societal consensus might regard 
as reckless, immoral or illegal. In many countries and historically in the UK, a diagnosis of 
‘insanity’ has saved many people from judicial execution on the justifiable basis that if someone 
is not responsible for their actions, they should not be held accountable for them. Whilst the 
general idea of the ‘sick role’ may benefit the patient as an individual (and we are not saying 
that this is wrong per se), questions may arise as to how this fits into the justice systems that are 
created for the benefit of society as a whole.

Secondly, the medicalisation of aspects of mental health through a formal diagnosis may result 
in some patients receiving benefits which might be viewed as unjust in wider society terms. A 
university student experiencing hyperactiveness and poor concentration may receive a diagnosis 



189

Confidentiality and mental health

of Attention Hyperactivity Deficit Disorder (ADHD) and subsequently be treated with methyl-
phenidate, a drug commonly associated with improved concentration and performance. If, for 
argument’s sake, we assume that the medication works flawlessly and without side effects, an 
unintended but foreseeable outcome of this treatment may be improved performance and grades. 
Whilst some questions about enhancement of performance in competitive settings are best 
answered through societal debate and consensus, an HCP may question whether treatment of a 
condition or enhanced performance motivates the diagnosis. Whilst healthcare traditionally has 
concerned itself with correcting deficits, treatment that represents a net enhancement raises the 
question of whether others should be denied a similar opportunity who do not have the condition 
as severely, or even at all. The question then is whether HCPs should administer such medication.

Thirdly, the provision of a diagnosis of mental illness may have a significant adverse impact 
on a patient’s sense of personhood and autonomy, both immediately, and in the future. The per-
sonal nature of the symptoms experienced by those with mental illnesses may cause a patient 
to call into question aspects of their identity, impacting on their perception of self and person-
hood. Once a diagnosis of a mental illness has been formally made, future decision-making by 
the patient may be at risk of being called into question. For example, if a patient has low mood 
and receives a formal diagnosis of depression, a later decision to refuse chemotherapy might 
be scrutinised in more depth than would otherwise be the case. The HCP may have concerns 
that the decision has been influenced by the patient’s depression or possible underlying sui-
cidal ideation, rather than simply the patient deciding they would rather avoid the significant 
side effects associated with chemotherapy. As another example, a patient formally diagnosed 
with dementia may have future decisions called into question because of presumed cogni-
tive impairment. Importantly, such decisions may not only be those regarding their health but 
may also extend to include decisions surrounding finances, accommodation and nursing care. 
Unlike physical illnesses for which a cure may be objectively defined through normalised blood 
results or radiological resolution, the personal and subjective nature of the symptoms of mental 
illness make it far more difficult to determine the point at which a patient has been ‘cured’. As 
a result, it may not be easy for patients to shed a diagnosis of mental illness, and thus, HCPs 
have a responsibility to carefully consider the future impact their diagnostic decision-making 
may have.

By being in a professional position to give patients a formal diagnosis of a mental illness 
and legitimise the sick role, primary care HCPs act as ‘social arbiters’ to the responsibilities 
and benefits of such patients.6 The wider impact on the patient in terms of their ensuing illness 
behaviour may be socially defined, and may vary according to the cultural and social expecta-
tions of the society in which they reside.7 HCPs have the power to not only label the patients’ 
thoughts, feelings and emotions as being a consequence of a mental illness but also to disre-
gard and disempower such patients by defining their symptoms as being within the normal 
range of emotions and not pathological in nature. The ethical challenge for such HCPs is to 
determine whether making a diagnosis of a mental illness is truly in the patient’s best interests 
by weighing up the potential benefits and harms such a diagnosis will bring, not only to the 
patient but also to the society as a whole.

CONFIDENTIALITY AND MENTAL HEALTH

The importance of respecting patient confidentiality is clearly demonstrated in professional 
guidelines and case law, and is also viewed as a morally desirable behaviour for HCPs. However, 
the duty to maintain confidentiality is not absolute, and situations may arise where an HCP 
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feels it may be necessary to breach confidentiality, most commonly where the benefits of main-
taining confidentiality are outweighed by a significant risk of harm to the patient or to others 
associated with not sharing such information.

Such situations are not isolated to only those with physical illnesses but may also be found 
with patients with mental illnesses. One example may be where an HCP learns of a patient’s 
occupation, and becomes concerned that a deterioration in their mental state could place the 
public at risk.8 Obvious occupations not only include doctors, HCPs and pilots,9 but may also 
include those such as bus drivers, police or teachers. If an HCP has serious concern that the 
patient’s mental illness is adversely impacting on their ability to perform their job to such a 
degree that the public are being put at risk, most would agree that they have a professional and 
moral responsibility to encourage the patient to disclose their condition to their employer to 
enable them to take appropriate actions to minimise or mitigate the risk, such as offering the 
patient time off from work, or amending their duties.

In many cases, the patient will oblige, but there may be situations where a patient’s men-
tal status means they lack insight into their condition and thus refuses to consent to dis-
closure of such information. Here, the HCP may have a moral and professional duty to 
breach patient confidentiality and disclose such information to the appropriate party. This 
is recognised in professional guidelines such as those of the General Medical Council (UK), 
which states that

personal information may … be disclosed in the public interest, without patients’ consent, 
and in exceptional cases where patients have withheld consent, if the benefits to an 
individual or to society of the disclosure outweigh both the public and the patient’s interest 
in keeping the information confidential.10

As with breaching confidentiality in patients with physical illnesses, the justification for 
such action is rooted in utilitarian theory, and requires an assessment of the overall balance 
of benefits and harms. However, in patients with mental illness, there may be additional 
factors requiring consideration in deciding whether breaching confidentiality is ethically 
justified. Patients with mental illness may have a particularly close relationship with their 
primary care HCP because of the personal, sensitive and chronic nature of their disease. 
Significant time and effort may have been invested by the HCP to establish a positive and 
trustworthy relationship with them, and breaching confidentiality may damage or even lead 
to the total breakdown of this important therapeutic relationship. This may have catastrophic 
adverse outcomes for the patient in terms of their ongoing engagement with services and 
treatment and prognosis. Therefore, there may be scenarios in which an HCP decides not 
to breach confidentiality if he or she deems that such a breach will result in unjustifiable 
harm to the HCP–patient relationship In such situations, the HCP may take responsibility 
for significant risk and may wish to share this burden with other people involved in the care 
of such patients.

The position of HCPs specifically in primary care can also raise unique challenges in rela-
tion to confidentiality. One such challenge is the potential interaction between the HCP and 
the patient’s relatives. In a primary care setting, it would not be unusual for the patient’s rela-
tives to be registered under the care of the same HCP as the patient, and ethical dilemmas may 
arise as a result of this. Relatives may ask the HCP for information about the patient’s mental 
illness, and it is accepted that it would generally not be appropriate to breach confidentiality 
in such circumstances. However, a relative attending an appointment may provide the HCP 
with a unique opportunity to obtain a collateral history regarding the patient with mental ill-
ness. Such a collateral history may be valuable in helping the HCP formulate a better picture of 
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the patient’s mental state, and enabling him or her to make more informed decisions regarding 
their care. However, the prying of such information is ethically problematic, as it violates the 
privacy of the individual patient, and may inadvertently lead to a breach in the patient’s confi-
dentiality. This will be particularly the case if patient is unaware of the conversation between 
the HCP and the relative, although this might be the only way in which the HCP is able to 
acquire such information, particularly if the patient themselves does not engage well with the 
primary care HCP.

An alternative source for a collateral history for a patient with a mental illness may be 
through social media. Many people have public profiles on social media forums which may 
be accessible to HCPs. Is it ethically justifiable for an HCP to use such forums to access 
patient information? Changes in behaviour, for example, posting pictures on a social media 
profile of recklessness or drunkenness, might alert the HCP to a significant deterioration 
in a patient’s mental status. Accessing the patient’s social media profile may provide the 
HCP with crucial information not obtainable through any other means, and may prompt 
the HCP to review the patient, and make changes to their treatment which could provide 
great benefit. However, accessing and using sources of information such as social media 
profiles raise significant ethical issues.11 Similarly to using relatives as collateral history-
givers, the invasion of the patient’s privacy through the intrusion into their personal sphere, 
outside the accepted confidential space of the consultation room, violates the patient’s pri-
vacy and instinctively causes a sense of moral unease. Accessing such information also risks 
blurring professional and personal boundaries between the HCP and patient.12 Although 
patients may post information on social media forums knowing that this is a public space, 
it is unlikely that they do so with the forethought that such information may be accessed by 
their HCP and used in decision-making. Should the patient become aware that this infor-
mation is being accessed and used in such a way they may feel a sense of violation, and this 
may have significant adverse effects on their relationship with the HCP.13 That said, even if 
the patient remains unaware that the HCP has accessed such information, there is still an 
instinctive feeling of dishonesty associated with such behaviour and clinicians would need 
to very carefully consider whether this is morally justified by the benefits they may gain 
through becoming privy to such information.

RESTRAINT AND COERCION

Significant ethical challenges can arise in the management of patients with mental illness, 
particularly where there may be disagreement between the HCP and the patient around their 
care and they refuse treatment.

Some patients with mental illnesses may be so acutely unwell that refusing treatment may 
place their life, or the lives of others, at significant risk of harm. Here, the threat of formal 
detention (‘sectioning’) may prompt them to accept treatment, which in England and Wales 
is legislated by the Mental Health Act 1983 (amended in 2007). The Act permits involuntary 
detention for assessment, provided the person is ‘suffering from a mental disorder of a nature 
or degree which warrants their detention in hospital’14 and that detention is ‘in the interests of 
their own health or safety or with a view to the protection of others’.15

This stylised legal language foregrounds both the need for a diagnosis, of sorts, and the 
utilitarian judgement that such in infringement of liberty rights is justified by detention. Full 
details of legal constraints and processes will vary around the jurisdictions of the world, but 
not by much. In the Act above, most commonly a doctor with prior knowledge of the patient, 
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such as their primary healthcare clinician, plays a part in the assessment for detention. They 
may be well placed to provide evidence which justifies coercive care, and supports the deci-
sion that detention against the patient’s will is in their best interest and necessary under the 
relevant legal definitions. Acting as the ‘usual doctor’, the primary care professional’s knowl-
edge of the patient’s wider circumstances places them in a better position to take into account 
broader factors which might be relevant in the assessment process, such as prior wishes, the 
patient’s previous experiences of services, family support, and so on. In comparison, the 
‘expert doctor’ who may also be involved in the legal process of ‘sectioning’ is likely to be a 
psychiatrist, who aside from formally assessing the patient for detention may have little prior 
knowledge of them as an individual. The role of the two different professionals in this process 
highlights the ethical challenges that might be encountered in determining best interests. On 
one hand, the ‘usual doctor’ is likely to consider far broader, non-medical factors. They are 
also likely to maintain an ongoing relationship with the patient beyond their detention. This 
may mean they have to take a more consequentialist approach in their decision-making in 
order to ensuring an ongoing trusting relationship with the patient can be continued (even if 
the clinician is deemed to be supporting involuntary detention). On the contrary, the ‘expert 
doctor’, with a background in psychiatry, may be primarily focused on the patient’s well-being 
in terms of their psychiatric status, and so may have a narrower focus in their assessment, and 
they may be less inclined to consider the impact of detention on long-term relationships with 
healthcare services.

However, returning to the primary care setting, it is relatively uncommon for individual pri-
mary care clinicians to be faced with a patient who is so mentally unwell that he or she require 
acute admission under such a formal and restrictive measure. A more common scenario in pri-
mary care is that of a patient with a mental illness who refuses investigation, referral or treat-
ment, but is not placing themselves or others at risk of harm serious enough to justify such an 
intervention. Despite the patient’s refusal, the clinician may still feel that the care being refused 
is in their best interests, and so may feel they have a moral and professional duty to encourage 
the patient to accept such treatment.

One possible approach they may consider is to attempt to coerce the patient into accept-
ing treatment. Coercion may take many forms ranging from the subtle nudge, such as over- 
exaggerating the expected benefits of treatment, to a more aggressive approach, such as 
alluding to a threat of formal detention should the patient not comply, perhaps even where 
such formal detention would not be legally justified. The approach the HCP decides to take 
may depend on the patient’s clinical state, the nature and extent of intended benefits of the 
investigation or treatment being proposed and perhaps the likelihood of success of such a 
coercive measure.

The example of substance misuse is apposite here. In primary care, people who misuse 
drugs are common enough, and may draw their supply from illicit sources or even [mis]pre-
scribed routes.

Whilst a literature has been developed on the justifications for coerced treatment in special-
ist services, there is very little on the ethics of persuasion, encouragement or indeed coercion 
into treatment or treatment moderation where patient care is part of the holism of generalist 
care.16 It has even been said that the familiarity, bred of a long-term relationship with the pri-
mary care professional, may also breed consent.17,18 This of course may assist the primary care 
clinician in persuading, encouraging or nudging a substance-misusing patient into a better 
outcome.19

The approaches described above are paternalistic in nature, defined by Dworkin as ‘the 
interference with a person’s liberty of action, justified by reasons referring exclusively to the 
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welfare, good, happiness, needs, interest or values of the person being coerced’.20 It should 
be noted that those clinicians who are party to such actions, be they detaining patients or 
attempting to coerce them, are indulging in paternalist activity – something increasingly rare 
in Western society. Such paternalism is considered ‘soft’ where the patient is of capacity, and 
‘hard’ where he is not,21 and such distinction is important in terms of encouraging clinicians to 
check and balance the proportionality of the restrictiveness of the paternalistic action against 
the patient’s right to respect for their autonomous decision-making.

RESPECT, RESPONSIBILITY AND ABANDONMENT

There will be some situations where the patient’s refusal is not sufficiently serious to warrant 
formal detention, but despite great effort in persuasion, the patient continues to refuse to accept 
treatment which the HCP strongly feels is in their best interests. Provided that the patient has 
capacity (and it must be stressed that patients with mental illness should still be presumed 
to have such capacity unless they demonstrate otherwise), such a refusal must be respected 
and there will be little else the HCP will be able to do other than supporting the patient in 
their decision-making and taking appropriate steps to minimise any ensuing harm. The HCP 
will need to come to terms with the moral unease that he or she is likely to experience from 
the patient’s decision. However, by respecting the refusal, the clinician is acknowledging that 
patient’s autonomy is of overriding importance, and that a paternalistic approach may not be 
justifiable in all situations. Respecting the patient’s wishes may enable the clinician to maintain 
a trustworthy relationship with the patient, which from a utilitarian perspective may result in a 
more positive longer-term outcome.

One challenge faced by the HCP in such a situation will be determining how far their duty of 
care now extends, given the patient’s refusal. The scope of the duty of care and the responsibili-
ties of such a clinician may be difficult to define in such a situation, as there may be subtleties of 
the interaction between a patient and clinician that do not fit the bald ‘refusal’.

For example, if a patient refuses to come to the clinic appointment at the primary care cen-
tre because of social anxiety, should the general practitioner (GP) phone them? How many 
times? What if they do not answer? Should they write? Should they visit them at home? If 
they are not at home, should they phone the patient’s next of kin? But what if the next of kin 
is unaware of the diagnosis? Is it justifiable to go to such great lengths for a patient whose 
behaviour indicates they do not want treatment where primary healthcare services are so 
stretched?

These questions are frequently faced by primary care HCPs who ultimately retain respon-
sibility for the patient whilst in the community, yet do not have formal powers as they would if 
the patient was detained under section. Such a responsibility is founded on notions of duty of 
care – a sound deontological principle – which even though it may be defined contractually for 
some doctors has to be interpreted in its practical application. Formal coercive treatment is not 
available to primary care clinicians under statute, and arguably is not the business of a general-
ist anyway. Nonetheless, in answering the rather mundane questions above, which are the stuff 
of everyday primary care, clinicians are faced with the challenging task of assessing patients 
as whole people whilst delicately balancing refusals, autonomous decisions, best interests and 
their own professional and moral responsibilities. Such decisions also need to be taken in the 
context of a wider healthcare system with limited resources, in terms of time, finances and 
personnel, and so how much effort is professionally or ethically required to be invested in such 
patients is difficult to determine.
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CONCLUSION

… [primary care]..occupies an important space at the interface of users, families, 
communities and professional worlds, and is able to address mental physical and social 
aspects of care. … a low stigma setting, able to offer rapid access … a longitudinal 
approach where patients are never discharged … perhaps above all interpersonal 
continuity of care.22

This quote from Helen Lester, a GP and an academic who died far too young, captures the 
key threads of primary care as practiced in the UK and elsewhere. She ties it to the themes of 
mental health that we have described in this chapter.

The diagnosis of mental illness challenges our understanding of how health and illness are 
defined, and may alter the way we approach patients to make decisions surrounding treatment 
and care. The impact of a diagnosis and subsequent treatment is far broader than purely the 
medical, and has consequences in terms of how we treat people as members of society and 
how we view the principle of justice in terms of the responsibility and accountability of patients 
with mental illness. Added challenges encountered by primary care professionals relate to 
their long-term relationship with their patients and their knowledge of non-medical aspects 
of patients’ lives, which may complicate their decision-making. Clinicians are faced with the 
challenge of defining best interests for patients where there are multiple confounding factors, 
coupled with the need to consider not only the patient’s wishes but also their vulnerability and 
how this may adversely impact them.

Primary care health professionals cannot avoid the ethical dilemmas so described but their 
analysis may help their clinical practice as advocates, societal guardians, resource arbiters and 
even occasionally, paternalists.
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Veterans and the ethics of 

reciprocity in UK primary 

healthcare

 HILARY ENGWARD

INTRODUCTION

In the UK, The Armed Forces Covenant states that veterans should receive priority treatment 
where it relates to a condition, subject to clinical need, which results from their service in the 
Armed Forces.1 Those injured in service, whether physically or mentally, should be cared for in 
a way which reflects the nation’s moral obligation to them, whilst respecting those individuals’ 

wishes. The nature of war and the large number of soldiers surviving with injury (by contrast 

with previous armed conflicts in history) raise questions about the provision of medical care for 

injured service personnel and the nature of the government’s duty of care for veterans with long-

term, chronic health conditions. By extension, some of that duty is devolved to frontline healthcare 

services – primary healthcare in the UK. The purpose of this chapter is to explore the nature of 

this entitlement and moral obligation, and to consider what this might mean in relation to caring 

for veterans in the primary healthcare. Since primary care is often then the first point of contact 

between a veteran and the health services, decisions about if and how a veteran ought to be pri-

oritised need to be articulated, including whether veterans may be distinctly vulnerable or needy.

Who are veterans? In the UK, the legal term ‘veteran’ encompasses anyone who has served 

for at least 1 day in the Armed Forces (Regular or Reserve) in uniform. In the UK, the Armed 

Forces community of serving personnel, reservists, their families and veterans is approximately 

10 million people, of which roughly 2.8 million are Armed Forces veterans.2 The largest age band 

of UK veterans is 65+ years, approximately 28% of the overall 65+ years UK population.3 From 

recent wars (Iraq and Afghanistan), greater numbers of casualties survived battlefield injuries, 

with younger injured veterans more likely to live longer than previously due to enhanced body 

armour and medical evacuation,4 and many have severe injuries to areas not directly protected 

by body armour, such as the head and neck. The nature of the military experience has also 

changed over time, with the term ‘new wars’ being used to characterise the nature of possible 

harm that deployment might incur, such as bearing witness to atrocities such as child soldiers, 

civilian population expulsion, exemplary violence, torture and sexual assault.5
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In the UK, all veterans are entitled to priority access to National Health Service (NHS) 
hospital care for any condition, as long as it is related to their service and subject to the clini-
cal need of others. This entitlement is set out in The Armed Forces Covenant, which outlines 
the relationship between the nation, the government and the Armed Forces. The covenant 
between the Armed Forces and society values and respects service personnel and veterans for 
the work they do on behalf of the nation. The enshrinement of the Armed Forces Covenant in 
law now places a formal obligation on the state to provide services for veterans. The nature of 
entitlement and the reciprocal obligation by society is however uncertain, has been subject to 
change during political change,6 and has come to mean different things to different groups 
(such as military charities). McCartney states that there will always be a gap between what ser-
vice personnel want and what the public might be willing to give.7 Against the contemporary 
backdrop of deep cuts in the UK health and social service provision, the question remains as 
to how much the UK is willing to care for its veterans in line with other competing health and 
social care needs.

THE CASE FOR PRIORITY ACCESS TO HEALTH SERVICE

In the UK, the NHS provides the right to healthcare that all citizens can enjoy. Special interest 
groups do not gain special entitlements, and instead gain healthcare commensurate with that 
which is best available. However, for conditions related to military service, the Department 
of Health directs that veterans at their first outpatient appointment ought to be ‘scheduled 

for treatment quicker than other patients of similar clinical priority’. Against the backdrop of 

competing health resources, the moral justification for some groups in society, for example, 

veterans, to have accelerated care over others, can be difficult to articulate, and, what makes a 

veteran more worthy to accelerated access to health services is unclear.

One such criterion to think about this is access based on individual medical need. At face 

value, this seems reasonable as it suggests that access to services can be based on objective 

scientific and clinical knowledge. However, medical need in itself is not neutral and confers 

notions of preference or value. For example, prolongation of life, elimination of disease and 

improved quality of life are all medical needs, but how these are to be ranked in relation to 

each other is unclear. If, however, the level of need which a veteran has is the same as that of 

another member of the general public, but the veteran is given priority, then ‘need’ cannot be 

the rationale for the veteran’s priority. All other things being equal, the priority must stem from 

the veteran status as a veteran. The veteran, in other words, merits care in a way that the non-

veteran does not.

It is perhaps worth exploring why a veteran might merit special treatment. ‘Our’ veterans 

are military personnel who place themselves in danger in order to protect our country and 

values; therefore, a medico-military criterion, based on merit to protect our country, may be 

sufficient to gain preferential access to healthcare resources. There is some evidence of public 

support for this idea. For example, the UK public showed support for British citizenship rights 

for retired Ghurkas, with a notion that something was owed to the soldiers in return for the 

risks they exposed to on the behalf of UK.8 This refers to the principle of reciprocity, in which 

justice seems to demand those who have been exposed to exceptional risks, be entitled to com-

mensurate consideration.

If this is the case, we then need to consider how extensive this obligation is. Veterans may be 

injured because they were placed in undue circumstances of risk, but not all veterans have been 

active in the theatre of war. For example, should those who work in information technology far 
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from the frontline be entitled to prioritised medical care? If two veterans have the same injury, 
one in a car accident at home out of service, and another as a result of combat in war, should 
both, as veterans, have equal access to accelerated health services? What if the injury resulted 
in a deliberate choice not to follow procedure? For example, head injuries from Vietnam War 
occurred when soldiers did not wear helmets because they were too hot and uncomfortable.9 
Similarly, in Iraq, some soldiers did not wear goggles.10 Are head and eye injuries resulting from 
a personal choice not to wear protective clothing less worthy of care? The answer to these ques-
tions may simply be that if we accept that healthcare is a basic human right, then the answer is 
no, we cannot distinguish based either on circumstance or behavioural choices, and treatment 
must always be given according to medical need. Military service therefore should not add to or 
detract from an individual’s right to healthcare.

If however we accept that veterans ought to receive priority care based on their service to the 
country, then we also need to ask whether priority treatment ought to be given to other service 
members who serve their nation in some way, for example, fire, police and paramedic personnel. 

However, such a benefit is not extended to others who might be injured in the course of their 

work in the public sector. It also generates a set of ethical duties around how to treat people who 

perceived themselves as entitled to care that is better in some way because of their status.

There is also another dimension to this debate. Over the last decade, increasing numbers of 

active service personnel, veterans and families of those killed in war have questioned whether 

inadequate resources put soldiers at unnecessary risk. With possibilities of depleted resources 

following a 15% reduction in defence spending (2010–2016),11 there is risk that serving person-

nel may be at increased risk in harm and injury. It might be argued that the right to life (as 

entrenched within the covenant) has been breached, and the government should be account-

able for harms caused resulting from inadequate equipment. On the one hand, the covenant 

provides the soldier with a clause of ‘unlimited liability’, and on the contrary places the worth 

of equipment beyond the scope of this morally binding protection. It seems, therefore, that con-

cepts within the covenant are flexible, or in the least, open to political interpretation. A Supreme 

Court ruling in 2013 established three key principles that the Ministry of Defence (MOD) could 

be sued for negligence that Human Rights legislation is applicable in military and operational 

areas, and the interpretation of the combat immunity was narrowed, leading to concerns that 

the ruling may lead to litigation, affecting training and equipment.12 If this is the case, it could 

be argued that soldiers, whose injuries have been sustained as a result of inadequate resources 

(argued as a form of employer’s negligence) ought to receive prioritised healthcare.

VETERANS MAY HAVE DISTINCTIVE NEEDS 
AND VULNERABILITIES

Possibly from popularised media reporting, there is an assumption that the veteran population 

in the UK is vulnerable to mental health issues, higher rates of homelessness, alcohol misuse, 

domestic violence, relationship breakdown and criminal activity.13 This may be the case, but it 

could be conversely argued that all persons who experience change are equally as susceptible 

to such health concerns. However, in transition from the military to civilian communities, dif-

ferences between civilian and veteran healthcare needs may stem from the unique nature of 

the military culture. Through processes of basic training, military personnel are socialised to 

adhere to military cultural norms, including acceptance of regimentation, hierarchy and deper-

sonalisation in favour of the collective, and it is this reproduction of a very specific view of the 

social world that radically differs from the civilian social world.14 For some veterans, the move 
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from active military service to civilian life is a major change in culture, leading to problems in 
independently gaining housing and employment, and to adjust to civilian cultural norms.15 
Cohen defines this as a ‘cultural gap’ in which differences in the norms, values and culture 

between the military and civilian spheres exist, leading to a ‘connectivity gap’ and diminishing 

contact between the Armed Forces and society.16 In relation to the UK, Cohen concludes that 

these lead to a ‘respect-value’ gap, characterised by citizens respecting but placing little value 

on the sacrifice of those placed in harm’s way to serve the state.

The extent to how this is played out in contemporary healthcare provision for veterans needs 

further enquiry and understanding.17 One cannot therefore assume that veterans will have 

health needs that differ from the civilian population, but must recognise that unique needs that 

may stem from military service. It may indeed be that the potential vulnerability that results 

from being or having been active service personnel is unique and distinct from the civilian 

population. That potential vulnerability creates a distinct duty – that it should not be over-

looked by primary care professionals.

CARING FOR VETERANS IN THE PRIMARY CARE SECTOR

The onus of deciding whether medical need is service-related lies with the primary care profes-

sional. In primary care in the UK, general practitioners (GPs) are expected, when referring a 

patient, to state that in their clinical opinion, the condition may be related to military service. 

Where secondary clinicians agree that the veteran’s condition is likely to be service related, 

they are expected to prioritise veterans over other patients with the same level of clinical need. 

This does not necessarily mean veterans should be given priority over other patients with 

more urgent, or greater, clinical need. However, it is therefore dependent upon the primary 

care professional to recognise whether the patient is a veteran or not. In a survey of 500 GPs, 

81% responded that they knew little about priority treatment for veterans, and 85% had not 

informed secondary care providers of a veteran’s entitlement to priority treatment within the 

prior year.18 Research data such as these imply that primary care professionals therefore need to 

be aware of the covenantal duty to ascertain whether the patient has veteran status, and from 

this, to determine if the nature of the clinical need is linked to that active service.

SPECIALISED SERVICES FOR VETERANS

There are some examples of veteran-specific service provision in the UK, for example, there is 

government money for veteran mental healthcare that is ring-fenced from the rest of the NHS 

budget. There has also been an increase of new third-sector providers alongside more estab-

lished brands such as the ‘Royal British Legion’ and ‘Combat Stress’, which deliver veteran-

specific care and support (e.g. Combat Stress specifically offer treatment for Post traumatic 

Stress Disorder [PTSD]). However, this has resulted in different approaches, interventions and 

governance procedures. It is also unclear exactly which of these bodies should properly come 

under the official regulation of bodies such as the Care Quality Commission (CQC), and where 

the boundaries of treatment versus support lie.

In the UK currently, specific healthcare provision is limited to prosthetics and mental health. 

This appears specialised to distinct consequences of combat rather than a simple privilege of 

veteran status. Therefore, a move towards a specific veteran healthcare system, such as that 

exists in the United States, seems unlikely but it is useful to consider if this would be a good 
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thing. It is of course important to note the differences between the USA and the UK health 
and social care provision. The need for separate health and social care provision for veterans in 
countries where healthcare is unequal is more easily justified because veterans otherwise face 

a lack of healthcare. In the UK, however, the argument is less straightforward as the NHS has 

been freely available to anyone who wants to avail themselves of it, including veterans. Another 

key argument against a system similar to the US Department of Veteran Affairs relates to size. 

The budget of the US Department of Veteran Affairs for an estimated population of 23 million 

veterans is roughly equivalent to that of the entire NHS. There are 4.5 million veterans in the 

UK, and any introduction of a specific system would, out of necessity, need to prioritise who 

ought to be prioritised, with objections to favouring, for example, those who have been injured 

in the most recent wars over other older groups.19 Another related issue is that not all health 

problems are directly attributable to military service. For example, only 50% PTSD cases in 

currently serving personnel can be directly attributed to deployment.20 It is also assumed that 

veterans may prefer to see clinicians with an understanding of and sensitivity towards military 

life and culture,21 and whilst ‘Veteran-informed,’ or ‘Veteran-specific’ services may be relevant 

to some individuals, there are likely to be others who would not want either.22

CONCLUSION

This chapter has sought to increase awareness of the veterans in the primary healthcare, and to 

raise important questions about the nature and scope of the duty to care for veterans. Primary 

care professionals are expected, when referring a patient that they know to be a veteran for a 

condition that in their clinical opinion may be related to military service, and to make this clear 

in the referral. Where secondary clinicians agree that the veteran’s condition is likely to be ser-

vice related, clinicians are expected to prioritise veterans over other patients with the same level 

of clinical need. This does not mean veterans should be given priority over other patients with 

more urgent, or greater, clinical need. It is therefore dependent upon the primary care profes-

sional to recognise and understand the unique experience of the veteran. It is however not clear 

how much of an understanding healthcare professionals and workers have about the nature of 

military experience, or even if the patient is a veteran.

Helping veterans manage health and well-being concerns is important, given the demands 

placed on military personnel,23 and to date, the nature of the veteran in the primary care sector 

is poorly understood and there is minimal research that explores the nature of this experience. 

Past military contribution does not necessarily always confer prioritised access to health ser-

vices, but may rather operate as a ‘tie breaker’ when there are many patients of equal need, and 

that access to services for veterans and their families may be defensible when services required 

are related to the injuries during military service, and only when no other patient with more 

urgent medical needs requires attention.
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INTRODUCTION

The ethical dimensions of residential care practice have largely been neglected by practical 
ethicists, meaning that the ethical issues arising in this context are under-explored and poorly 
articulated. A similar claim has been made about primary care,1 where it has also been observed 
that very few of the ‘big ticket’ concerns in acute or secondary healthcare that have exercised 
medical ethicists over a number of decades arise. What has been recognised, however, is that 
ethics – as it is identified, negotiated and managed in residential care – is better understood as 
being ‘everyday’ in character.2

Importantly, the idea of ‘everyday ethics’, or the ‘ethics of the ordinary’ in primary care is 
now well recognised as capturing something distinctive about the moral character of this sec-
tor of healthcare.1,3 There are important lessons to be learnt from how this concept is correctly 
articulated between these two care sectors. Partly, these lessons revolve around the ways that 
ethical issues of particular kinds emerge as problematic in day-to-day care and support inter-
ventions, and partly they concern how the interpretation and translation of moral values or 
principles is correctly thought about when these interventions are enacted.

Residential care is of course a broad church. The only clearly defining feature of these care 
environments is that care is provided to those ‘in residence’ of a particular setting. The largest 
component of residential care, therefore, will be nursing, care or ‘group’ homes, tracking a sig-
nificant component of the long-term and social care sector. Not every residential care environ-
ment will be long-term, however. Respite care services are an important feature of residential 
care, where short-term residential placements for individuals are justified on the grounds of 
the need to give family caregivers a break from their caregiving responsibilities. Equally, not 
all long-term care settings based within the community are residential; the growing home care 
sector is not covered by this definition, because in these settings, the individuals receiving care 
remain resident in their own home.

There will, as I will go on to show, be distinctive ethical features of the residential care set-
ting. This distinctive character will no doubt give rise to differences in the content of the ethical 

Introduction 203

Residential care and primary 

care: Overlapping ethical 

considerations 204

‘Doing good’ in residential care 206

Ethical issues in residential care 207

Conclusions 209

References 209



204

On residential care ethics

concerns that arise for residential care practitioners in contrast to those working in primary 
care. There may also be consequent ethical tensions between primary care professionals and 
their residential care counterparts when they interact in residential care. My aim in this chapter 
will be to give a fuller account of the ethics of the residential care sector.

I will begin, however, by sketching out the areas of overlap between the kinds of ethical con-
siderations that should be recognised as marking out the shared distinctiveness of the ethics of 
both residential and primary care practice.

RESIDENTIAL CARE AND PRIMARY CARE: OVERLAPPING 
ETHICAL CONSIDERATIONS

It is important to clarify whether well-established principles in healthcare can be straightfor-
wardly adopted in the residential care setting. It has been argued that the ethical principles to 
be applied in residential and other long-term care are different,4 whilst others have embraced 
philosophically nuanced readings of the same principles such that they do justice to the par-
ticularities of the long-term care environment.5 One useful way of beginning to settle this 
question is to make some initial observations about the relational dimensions of caregiving in 
this setting. Similar to the primary care context, residential care is characterised by a particular 
and rather unique standpoint towards the relationships that ought to be cultivated between 
(professional) care provider(s) and care recipient(s).

In British primary care, the care relationship between a general practitioner (GP) and 
a patient involves recognising that the GP (or other primary care provider) is responsible 
for ensuring that members of a particular community recognise the local doctor as the 
‘first port of call’ when healthcare needs arise. This is not to imply that GPs, as individ-
uals, will be the sole provider of care in repeated encounters with the patient, but that 
there is value within primary care to build and maintain such relationships with patients 
for the longer-term. Similarly, in residential care, the nature of the living environment is 
such that relationships between caregivers and care recipients are focused on continuous 
and interpersonal engagement between the two parties, orientated towards ensuring that 
these individuals’ needs can be appropriately identified and met. In nursing homes and 
other care homes, these relationships transcend public and private space, and are neces-
sarily continuous, often being seen to blur the boundary between family and professional 
responsibilities and actions.6,7

In both primary and residential care, there are clear and distinctive professional ethical 
obligations that flow directly from these interpersonal caregiving relationships. One impor-
tant obligation concerns the ways in which the recipient of care is respected as a person, and 
this obligation will need to be interpreted in ways that do justice to an account of the care 
relationship that is longer-term and interpersonal. Such respect cannot merely be captured in 
terms of the ‘in-the-moment’ obligation to enable and respect the decisions made by a patient 
about whether to accept a particular kind of intervention. Instead, a more diachronic account 
of autonomy is required: one that is both backward-looking and forward-looking. This implies 
a duty of being respectful to the person’s changing values with the onset of disability or disad-
vantage that underpins his/her need for residential support, but that is also focused on promot-
ing choice-making and self-determination into the future through care-planning activities and 
meaningful forms of engagement with activities.

The value of recognising that respect for autonomy here which also extends to include an 
obligation to promote or create autonomy8 is only one of the ways in which autonomy-focused 
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professional duties can be interpreted. A second important feature of the residential care  setting 
is the ways in which it is necessary to interpret personal autonomy in relational terms – an argu-
ment that has also been extended to the primary care setting (see Weingarten’s contribution in 
this volume). In residential care, the concept of relational autonomy would require caregivers 
to pay close attention to the ways in which a person’s values are expressed with regards to the 
concern of others. The onset of chronic conditions, or other such disabilities, that lie behind 
care recipients’ move into a care home setting is disruptive in the sense that it typically involve 
reconfiguring responsibilities and expectations between individuals and their loved ones. In 
this regard, it is important to ensure that the principle of respecting the autonomy of those in 
receipt of long-term care is elucidated in ways that are sensitive to a detailed understanding of 
the practical ways that people live their everyday lives in such settings.5

Nowhere it is this clearer than when light is shone on the ways that decisions concerning the 
move into residential care, and the content of the care recipient’s daily activities in the home, 
are made. Such decisions commonly involve the person giving due consideration to the inter-
ests of friends or family members, rather than being merely self-regarding. Family members 
are a major presence within residential care settings, visiting regularly, sharing in activities 
run by the home or even cohabiting with the person so as to maintain valuable connections 
outside of the private home setting. Respecting the person’s values, and the expression of these 
values through choices made by the person within the home, means recognising that this will 
likely involve the person foregrounding the interests of others in self-determining the course 
of his/her own life. Recognising that the obligation to respect the person’s autonomy will mean 
attending to third parties’ interests is important, such interests do not contaminate what is 
owed to the person because these are proper expressions of the person’s own interests config-
ured in relational terms.

Importantly, however, the nature of care home provision means that ethical duties towards 
the person cannot simply be captured by showing appropriate concern to the person’s val-
ues. Respect for dignity and respect for privacy will also be important. With care and support 
interventions in nursing and other care homes being continuous, commonly long-term, and 
particularly invasive, dignity- and privacy-related obligations need to be raised up beyond the 
level to which they are commonly regarded in medical ethics.

Dignified care will involve attending to the ways in which care recipients are included in 
interventions into their daily routine, ensuring that they are treated compassionately and 
humanely at all times. Caregiving in residential care is demanding, time-consuming work. 
There is often a risk that interventions into people’s lives will be justified with regards to the 
caregivers’ own interests, or to manage limited resources and other financial or time pressures 
in the home, rather than with regards to what is best for the care recipients themselves. Whilst 
the sustainability of care in a residential setting characterised by finite resources is an ethical 
challenge in its own right, it is important that care interventions are instigated and justified in 
ways that remain focused on giving primacy to the interests and dignity of individual persons, 
and not by recourse to some nebulous sense of communal interests. Equally, the blurring of 
public and private space in residential care places important duties on caregivers to give due 
consideration to respecting the privacy of residents. How privacy can be managed will hinge on 
clarifying the boundaries of private space in the care home, and what respectful engagement 
with the care recipient requires of caregivers when they are engaged in personal or intimate 
care work. Respecting privacy will also involve clarifying duties on visitors or other profession-
als who are not involved in caregiving to limit the spaces of the care home in which they are 
permitted to intrude, and to ensure that the care recipient is able to give or to refuse permission 
for circumstances in which caregivers seek to enter his/her private space in the home.
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Ethical considerations in residential care extend beyond simply reconfiguring duties relating 
to respecting persons. Again, similar to primary care, the residential care setting is bounded by 
a particular community of individuals that it aims to support. In primary care, this is typically a 
specified geographical region; in residential care, it is a shared home environment. The clearly 
bounded nature of these two care sectors has important implications for how justice, or the fair 
treatment of individuals within these communities, is interpreted. Fairness in residential care 
means recognising that the needs and interests of different recipients of care in the communal 
spaces of nursing or care home need to be balanced. Certain decisions, particularly those con-
cerning the choice to enter or to leave residential care, will invoke justice-related considerations 
to other caregivers, most notably family members. In contrast to other healthcare settings, 
where justice involves making often invisible trade-offs between the health needs of ‘statisti-
cal’ individuals, treating people fairly in residential care will mean balancing the interests of 
identifiable people in the community setting plus those who might retain some degree of fam-
ily caregiving responsibilities. Many of these individuals may be vocally expressing why their 
concerns are more important or pressing than those of other individuals living in the same set-
ting. Providing care in fair ways in the residential home environment means attending to how 
these interests can be balanced in the most appropriate ways.

‘DOING GOOD’ IN RESIDENTIAL CARE

Whilst there are overlapping considerations in residential and primary care concerning how to 
treat people fairly, and to respect care recipients appropriately, there are important differences 
when attempting to articulate the overarching purposes of these two kinds of care activities. 
Indeed, in order to establish the ethical obligations of residential caregiving, it is necessary to 
articulate clearly and compellingly precisely what residential care is for, that is to say, what it 
means to do good in the provision of support in this context, in the broadest sense.

Firstly, it must be acknowledged that the care needs of those receiving support in residen-
tial settings are not limited to matters relating to healthcare.9 The disabilities or impairments 
most commonly associated with those living in residential care settings (i.e. dementia, intel-
lectual disability or chronic mental health difficulties, often with comorbid physical impair-
ments) require continuous, and often increasing, inputs of personal and social support over 
time. Crucially, such support does not have as its primary aim the cure or treatment of the 
underlying disease. Indeed, it is not accurate even to account for residential care in terms of the 
management of these diseases or impairments – an account that might, instead, be appropriate 
to define the role of the primary care provider in the residential care setting. Instead, care work 
in the residential setting is more akin to supporting experiments in daily living under chal-
lenging circumstances.10 How then, ought these experiments to function? Is sustaining human 
contact the value intrinsic to support of this kind, or can the good life be articulated in a way 
that is focused entirely on meeting (or maximising) the interests, well-being or flourishing of 
the recipient of residential care?

One viable route for answering this question convincingly is to draw on the important work 
that has been carried out recently in capabilities theory (see e.g.11). The central idea here is that 
people may, as a result of disability, impairment or disadvantage, come to lack the real-world 
opportunities to be and do in ways that they have reason to value. On this account, residential 
care services (being a site in which such disability, impairment or disadvantage is manifested) 
ought to act to ensure that such real-world opportunities are safeguarded. Much of the discus-
sion in capability theory in recent years has focused on the question of precisely what people 
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have reason to value. Importantly, this account will depart from what people actually values, 
and so capability theory is not founded upon an autonomy-driven or person-centred account of 
the good life. For Sen,12 democratic engagement can serve to specify the content of these capa-
bilities in different domains of human activity and welfare; for Nussbaum,11,13 philosophical 
reasoning can supply the necessary content, and she identifies 10 central human capabilities: 
(1) life, (2) bodily health, (3) bodily integrity, (4) senses, imagination and thought, (5) emotions, 
(6) practical reason, (7) affiliation, (8) contact with other species, (9) play and (10) control over 
one’s environment.

The appeal of this approach for the residential care setting is that the focus on ‘beings’ and 
‘doings’ closely reflects the everydayness of the interventions that makes up residential care, 
and that aims to enhance the personal and social functioning of care recipients. This ‘function-
ing’ account of care in this setting also connects these capability theory arguments to recent 
policy formulations about the needs of older adults, and the appropriateness of reconfiguring 
services to meet the needs of these individuals differently.14 Clearly, there is much further work 
to do to specify how core capabilities could be developed in ways that can adequately capture 
the nature of the interventions that people have reason to value in these different spaces of 
care. Such work is, I believe, a necessary component of further ethical thinking of residential 
care practice.

ETHICAL ISSUES IN RESIDENTIAL CARE

The ethical landscape of residential care differs from other care environments in terms of the 
ethical issues that arise, as well as in terms of the ethical values and principles that underpin 
good practice in this context. Part of the reason that different ethical issues arise in residential 
care concerns the particularities of the care work involved, and part of the reason concerns 
the ways in which the different articulation of values and principles leads to different conflicts 
between competing obligations. The terrain of these issues has been drawn largely from ethical 
analyses of dementia, with residential and nursing home care extending to both professional 
and family caregiving settings,2,15–19 and these analyses provide a useful springboard for sum-
marising the relevant ethical issues.

RESPECT FOR PERSONS AND RISK MANAGEMENT

One category of ethical issues relates to person-orientated considerations. There is a well- 
recognised tension in residential care between preventing a person from coming to harm and 
taking steps to minimise risks in ways that compromise quality of life.20 Risk of harm comes in 
many forms: there are risks associated with wandering off and being vulnerable to road traffic 
or hypothermia, risks from misusing appliances within the home or from other obstacles or 
risks that arise from eating inappropriately stored food. To reduce risk, caregivers may judge it 
to be necessary to restrict care recipients’ freedoms: preventing them from leaving the home, 
from moving from a particular place in the home or from accessing certain rooms in the home.

This same kind of issue emerges particularly when caregivers are considering whether to 
make use of assistive technologies. Such technologies include fall detectors, GPS tracking 
devices and real-time audio and/or video recording of the home. These technologies have 
the potential to make substantial improvements to the lives of care recipients, and it has 
been argued that such technologies are a way of avoiding the dilemma highlighted in the 
section above. Tracking devices can reduce the dangers from getting lost. Video surveillance 
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methods (telecare) may enable caregivers to respond more quickly in case of need. However, 
both these uses of technology raise questions of invasion of privacy, and the availability 
of telecare also raises concerns that the possibility of such remote ‘care’ will undermine 
the maintenance of the interpersonal relationships that lie at the heart of residential care 
practice.21,22

BALANCING THE PERSON’S PREVIOUS WISHES AND VALUES 
WITH THEIR CURRENT INTERESTS

A different kind of issue arises when the care recipient may lose the capacity to make 
decisions. A dilemma can arise when people have values, or made decisions, that seem at 
odds with what they currently enjoy and appear to value.23,24 For example, should a care 
staff change the television channel if a person who identified himself as being an atheist 
prior to the onset of dementia is enjoying singing along with the hymns broadcast within a 
religious affairs programme, when doing so would it cause him or her significant distress?2 
Subsequent questions that arise here relate to the process through which such decisions 
are made. Who should be involved, and why? How should disagreements between parties 
be resolved?

TRUTH-TELLING AND DECEPTION

It is widely recognised that respecting a person’s dignity and autonomy means that we should 
not tell lies to them, or engage in other deceptive practices. What should carers do when, 
because of cognitive impairment, telling the truth causes distress to an individual?.25 A com-
mon concern here arises when people with dementia living in a nursing home keep forgetting 
that their spouse has died. If every time they ask where they are and are told that their spouse is 
dead, they may mourn each time anew. Even when relatives believe that it might be right to tell 
a ‘white lie’ to prevent distress, some find it very difficult to do so because it is at odds with the 
history of their relationship,15 and it is likely that a common intuition might prevail in profes-
sional caregiving environments as well.

FREEDOM OF ACTION VERSUS THE INTERESTS OF OTHERS

Other ethical issues emerge out of the fact that in residential care, the person is often receiving 
support in a communal living environment. Dilemmas about acting in line with the interests 
of one person can become complex when other individuals might be at risk from the person’s 
behaviour, or when acting in line with these compromises the possibility of acting in line with 
the interests of other care recipients in the same setting. Within a nursing home, for example, 
one person’s unfettered behaviour may interfere with the freedoms, or enjoyment, of other 
residents.19 When should staff intervene to restrict the freedom of one resident for the sake of 
other residents?

MANAGING SEXUAL RELATIONSHIPS

The lack of privacy that is so often a feature of residential care means that it can be difficult to 
foster sexual relationships within these environments. However, even in ideal circumstances, 
there are ethical issues in managing these relationships, some of which will be significantly 
affected by cultural expectations and religious values.
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It is not uncommon in care homes for two residents to form a close relationship with at 
least some physical intimacy.26 Care home staff may take a dim view of this behaviour, or be 
instructed by a spouse or other family to prevent such intimacy. This raises questions of the 
person’s well-being, their likely previous wishes, the interests of the family, the role of the fam-
ily in decision-making and society’s position on what sexual relationships citizens should be 
allowed to continue.

CONCLUSIONS

Ethical analyses of residential care settings are still in their infancy. In this chapter, I have tried 
to slowly advance ethical thinking about residential care by showing how the ethical duties 
on professional caregivers need to depart in important ways from how such duties have been 
fleshed about in other health care settings. I have also argued that much ethical progress can 
also be made by getting clear on what it means to do good (i.e. to act beneficently) for those in 
receipt of residential care, and that – again – this account will be significantly different from 
accounts of good care that are commonly articulated in health care. I have also shone light on 
the terrain of ethical issues that can arise in residential care.

Further progress can, I believe, be made in each of these three areas, with advancement in 
each potentially recalibrating the thinking in the others. For example, examining the funda-
mental purpose of providing support to people living in residential care opens up the possibil-
ity of reconfiguring care services in ways that are sensitive to the moral positioning of different 
individuals who stand in relation to those with long-term conditions, moving beyond the com-
mon but myopic approach of conceiving of the various stakeholders – people with dementia, 
family carers, care professionals and the state – as parties with different interests that often 
come in to conflict.

There are also important secondary questions about ethics education, training and support 
in the residential care sector. The different professional structures and cultures in residential 
care imply, again, that translating approaches adopted in healthcare ethics will be inadequate. 
Instead, aligning educational and training initiatives with the induction and workplace-based 
support mechanisms open to residential care staff is likely to have more success. There is impor-
tant intellectual and practical progress to be made in residential care ethics, and the growing 
numbers of those living in these settings should only help to move residential care ethics higher 
up the agenda in the forthcoming years.
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Ethics and the professional 

identity of a general practitioner 

in twenty-first century Britain

JOHN GILLIES

INTRODUCTION

Professional identity in the twenty-first century is a rather elusive concept. This may be 
especially true of general practice where professional identity is predicated neither on 
specialising in one particular organ system, as in many medical sub-specialties, nor on a 
high degree of technical skill, as in most surgical specialties, but is based on a generalist 
approach and centred on the doctor–patient relationship. British general practice is offered 
here as a case study, illustrating the connections between professional identity and prac-
titioner ethics. For the sake of brevity, both general practice and general practitioner are 
abbreviated as GP (which one is meant should be clear from the text) and ‘GPs’ refers to 
general practitioners.

People step into the same waters, and different waters flow onto them.1

Another reason for that elusiveness of concept is change. As Heraclitus reminds us from 520 
BCE, everything flows and changes: rivers, people, times, ideas, concepts, technology and cul-
ture. It is therefore worth asking: What other factors might be contributing to changing ideas 
about professional identity over the past 20 years?

In the final section, I consider what ethics has to offer and consider developments in a school 
of ethics that sits intuitively with concepts of professional identity, the virtues.
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GENERALISM AND PROFESSIONAL IDENTITY

Twenty years ago, McWhinney asserted that general practice is different from other medical 
specialities.2 He described the following core features of general practice:

• It defines itself in terms of relationships, especially the doctor–patient relationship.
• GPs tend to think in terms of individual patients, not abstract concepts of disease.
• It is based on an organismic rather than a mechanistic metaphor of biology.
• It transcends the Cartesian dualism between mind and body.

These differences are significant; it is through such claims to distinctiveness that a profes-
sion claims status and rewards for its members. He concluded that ‘the importance of being 
different is that we can lead the way’. While his understanding of professional identity has 
been profoundly influential, it is debatable whether general practice has ‘led the way’ over the 
ensuing 20 years. While GP and primary care are now acknowledged as central to the func-
tioning of health systems,3 the steadily falling share of NHS resource spent on general practice 
over the past decade across the UK rather gloomily suggests the reverse.4 However, following 
McWhinney’s delineation, a great deal of academic work has been done on defining general-
ism, now regarded as being at the centre of professional identity for GP. Here is one definition 
of what a generalist is and does:

We conceptualise generalists as exhibiting compassion, tolerance, trust, empathy 
and respect (virtues). They reflect carefully on each clinical interaction, recognise its 
complexity, and acknowledge their prejudices (E.g., towards obesity, unsafe sex practices, 
single parenthood, substance misuse, poverty, violence, religion). By acknowledging and 
dealing with their feelings (being reflexive), generalists can begin to fully engage with each 
patient. The generalists spend time gathering information from the biopsychosocial and 
cultural domains, rather than focusing solely on physical symptoms and signs.5

Mangin et al.6 subsequently suggested that the continuing rise of multimorbidity, a major 
characteristic of the work of modern general practice, cannot be addressed by a specialist model 
of care and single disease guidelines, but requires a well-trained generalist workforce, build-
ing on the findings of Starfield et al.3 The importance of multimorbidity, encompassing both 
psychiatric and physical morbidities, as a defining feature of modern primary care is well illus-
trated by a landmark study of 1.8 million Scottish GP records.7 There is a global consensus that 
being a generalist is central to the professional identity of GPs, and that simplistic concepts of 
evidence-based medicine may be inappropriate or insufficient to deal with growing levels of 
multimorbidity and complexity. As our population of elderly patients with complex morbidity 
soars, a generalist approach is required to minimise polypharmacy based on unsophisticated 
ideas of evidence for single diseases.

DOCTORS ARE CHANGING

Generation Y, those born between 1980 and 1999, also referred to in the literature as ‘millen-
nials’ or ‘nexters’, and are considered to be technologically savvy, process information rapidly 
and are reported to embrace change quickly and to become frustrated with uncreative envi-
ronments with less flexible rules. This generation has been deemed to have a high degree of 
self-value, to expect respect and to emphasise social interaction and teamwork, with positive 
interpersonal relationships in the workplace being extremely important to them.8–12
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These characteristics are reflected in a study of GP trainees in Scotland that further con-
firmed the significant attachment by generation Y doctors to the inclusive nature of their 
training environment, respect, feeling valued, support and teamwork13. More recently, the 
importance of feeling valued, and the undermining effect of not feeling valued, has again been 
reflected in the narrative used by junior doctors when discussing their dispute over the new 
contract offered by NHS England.

Other studies of doctors have demonstrated the importance that generation Y doctors attach 
to life–work balance with monetary reward alone being of a lesser importance. For example, a 
study by Jones and Green14 on GPs found that early-career GPs were highly satisfied with their 
job when their career offered a balance between career and family and a range of job experi-
ences which maintained intellectual challenge. They particularly valued the development of 
relationships with patients. Similarly, good training conditions, opportunities for one’s partner 
and desirable location were important characteristics of attractive training position for trainee 
doctors in the UK.15

However, it is important to remember that the GP workforce is comprised of a mix of 
baby-boomers, generation X and generation Y.16,17 There are obviously ample opportunities 
for value conflicts between these very different age groups! It is also important to note that 
those in positions of power and influence within the profession are the older age groups. 
However, we are seeing a gradual shift of power as time and retirement alter the character-
istics of the workforce, including a gender shift to a majority female workforce. The embodi-
ment of professionalism may differ between generations; for example, a newly qualified GP 
in the UK may consider it unusual and even unprofessional to live in the community where 
he or she practices, while a GP in the 1950s might have considered this a part of the job and 
possibly even have consulted from the front room of his or her home (note also the change 
of gender).

THE INTERNET HAS REVOLUTIONISED ACCESS TO 
MEDICAL KNOWLEDGE

The most widely consulted doctor in today’s world is ‘Dr Google’. While this trend is sometimes 
derided by health professionals, it can also be seen as an example of the democratisation of 
medical knowledge.18

Most GPs will be able to give some examples of how Google has helped individuals 
reach a correct diagnosis. However, the information from Google or any search engine on 
the internet is of course not always reliable. It seems to be inevitable that some patients 
will be  inappropriately worried, seriously misled or financially exploited by unscrupu-
lous online businesses. Google is taking steps to address this, but it is hard to escape the 
conclusion that it is almost impossible to police to prevent exploitation on the Internet.19 
Dr Google has no professional qualifications, is not a member of a Royal College and is not 
subject to registration, jurisdiction or the fitness to practice procedures of the UK’s General 
Medical Council (GMC). The GP is now a guide to reliable medical information, rather then 
the sole keeper of it. Indeed, there is now too much knowledge for any one human brain – 
GPs themselves may use internet search engines to locate advice, educational materials 
and check areas in which they lack intellectual confidence. Attempts to ‘know it all’ may 
be a form of hubris and represent poor practice. Knowledge appraisal skills have therefore 
replaced ‘mastery’ of a field.
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THE AGE OF REGULATION: PROFESSIONAL AND 
PRACTITIONER VULNERABILITY

The shocking affair of Dr Shipman, the British GP who, during his career, killed over 
200 patients, led to major changes in the regulation of medicines and doctors, prompted by 
Dame Janet Smith’s Shipman inquiry in 2000.20 The inquiry led to changes in death registra-
tion, controlled drug storage and record-keeping, better training for coroners and more inten-
sive monitoring and regulation of doctors. In particular, the inquiry also stated that the GMC 
of that period was an organisation designed to look after the interests of doctors rather than 
patients. Major changes have followed, and the GMC has substantially more powers to deal 
with concerns about doctors and take appropriate action. Recently, concern has been expressed 
about high rates of suicide by doctors being investigated under the GMC’s fitness to practise 
procedures.21 It came as a surprise to many doctors that the GMC had no senior medical officer 
overseeing cases where the health of a doctor was of concern. This is being corrected and, at 
the time of writing, a further review by Professor Louse Appleby is currently helping the GMC 
review and improve its fitness to practise procedures.20 While an ethical duty of self-care (to 
ensure that they are able to care well for their patients) is central to the professional identity of 
doctors, dealing with mental health problems can pose a particular challenge in this area and 
needs to be sympathetically addressed. Perhaps the significant thing about these recent events 
is that some doctors have interpreted them as indicating that, to date, the mental health of doc-
tors was then of low priority for the regulator.22,23

GPs’ premises and practices have also been regulated and inspected in England by the Care 
Quality Commission24 since 2009. It is likely that this process is reassuring for patients and 
the public. However, concerns have been expressed by the Royal College of GPs (RCGP) that 
it is onerous, expensive for practices and the NHS, as well as a distraction from the business 
of providing general medical services for patients.25 There is also a lack of evidence nationally 
and internationally that such inspection regimes actually improve quality and prevent harm.

It is certain that these regulatory changes have impacted on professional identity and 
behaviour. We cannot be sure that the impact has always been one that has been positive for 
patients, as well as for doctors. This will be explored below. There is a concern that regulation 
may foster a culture of compliance, which can replace but may diminish cultures of professional 
judgment.26

CHRONIC UNDERINVESTMENT IN GENERAL PRACTICE

Research by RCGP has shown that over the past 8 years, the share of NHS expenditure spent 
on general practice has fallen by over 2%, from 10.8% to 8.6%. The exact figures vary across the 
four UK countries but the direction of travel is the same.27

This underinvestment in general practice has led to increasing difficulties in meeting the 
needs of patients, well documented in increased waiting times, problems of decreased conti-
nuity, increased stress among GPs and difficulties in recruiting trainees and GPs across the 
UK, summarised in a recent BMJ editorial.28 In this sobering assessment, the authors suggest 
that if general practice fails, the whole NHS fails. Underinvestment seems to be leading not 
just to a GP crisis but also to an existential crisis for the NHS as a whole across the UK. When 
doctors like these editorialists, who have both contributed constructively to the development 
of general practice and to the NHS for decades are speaking in terms like these, we need to 



217

Keeping the essence of general practice in the face of a conceptual emergency

consider not just the direct threat to general practice but also the implications for the profes-
sional identity of GPs.

This chronic underinvestment suggests an undervaluing of the professional identity of 
GP. In the UK, GPs have the ability to do a number of clinical roles more cost-effectively 
than in specialist settings. These include responding to demographic change, complexity 
and multimorbidity with a generalist approach. That generalism, an adaptive approach 
to the patient, is undervalued reflects the continuing fallacy of lower professional status 
attached to GP, despite conspicuous, evidence-based success in delivering quality and 
cost-effectiveness.29

Underinvestment can be considered as a component of a ‘conceptual emergency’ as set 
out below.

KEEPING THE ESSENCE OF GENERAL PRACTICE IN THE FACE 
OF A CONCEPTUAL EMERGENCY

In a 2009 paper on the essence of general practice,30 it is suggested that to meet the future suc-
cessfully, GPs and their professional organisations needed to:

look critically at current developments, explore ideas, and suggest possible ways 
forward for general practice that both provide continuity with past traditions and 
engage constructively with the rapidly changing worlds of evidence, technology, and 
contemporary culture. In doing so, it was hoped that some characteristics of the essence of 
general practice would be defined.

In the same paper, some aspects of the essence are defined: the qualities, future key roles of 
GPs and the advantages of a securely financed general practice model for the UK NHS in the 
future.

Since 2009, the International Futures Forum, a global organisation based in Scotland, has 
suggested that we have entered a time of ‘conceptual emergency’, defined thus:

We are experiencing a step change where complex human systems now operate within 
other complex systems, often with modes of thinking and practice developed in simpler 
days. This is a new world, raising fundamental questions about our competence in key 
areas of governance, economy, sustainability and consciousness. We are struggling as 
professionals and in our private lives to meet the demands it is placing on traditional 
models of organisation, understanding and action. The anchors of identity, morality, 
cultural coherence and social stability are unravelling and we are losing our bearings. 
This is a conceptual emergency.31

One can argue that this represents an overly apocalyptic view of the present, and by implica-
tion, the future. Another view is that it accurately reflects the world that GPs and their patients 
live in, reflected both in GPs’ lives and the complexities that their patients bring into their 
surgeries every day. It is important to consider that this is not a despairing view, but a non- 
pejorative accurate assessment of where we are. If GPs wish to be useful to patients in this 
world, perhaps we need to adopt a flexibility of professional identity, while at the same time 
keeping a focus on caring for the individual before us. As suggested in the essence paper, we 
should not abandon our traditions and values but continually examine and re-examine them in 
the light of our rapidly changing, culturally incoherent and complex society.
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So, to return to Heraclitus, it is clear that the river that we are stepping into every day as GPs 
is flowing faster and more turbulently than ever before. It is also clear that the new GPs who 
are stepping into that river have very different ideas and expectations of their work and lives. Is 
it the work of ethics to help us through that turbulence and avoid us being swept off our feet?

WHAT ETHICS HAS TO OFFER

Much discourse on medical ethics since the Second World War has been based on the princi-
plist approach.32,33

The focus on the four principles of medical ethics, respect for autonomy, beneficence, non-
maleficence and justice, has served to introduce generations of medical students and post-
graduate trainees to an ordered way of considering ethical problems and identifying a way 
forward. Respect for autonomy is generally considered to be ‘primus inter pares’ of the prin-
ciples. Gillon asserts the centrality of the principle of respect for autonomy within the four 
principles framework.

The development of principlist thinking through successive editions of Beauchamp and 
Childress’s textbook over many years illustrates the success of this approach. It is likely that 
the emphasis on respect for autonomy grew at least partially out of the appalling research car-
ried out in concentration camps by Nazi doctors, which violated the autonomy of participants 
already imprisoned in degrading and inhuman conditions.34 It is important that in considering 
ethics for professional identity in primary care, we do not ignore or forget these events.

Respect for autonomy, while important in all areas of medicine, may be of prime impor-
tance in general practice because of the nature of our professional identity outlined in the first 
section. As argued by McWhinney, GPs deal with individual patients who have agency, not 
abstract concepts of disease. The doctor–patient relationship is also central to the speciality of 
general practice. Respecting autonomy in practice through this relationship, by being respect-
ful and maintaining privacy and confidentiality, is therefore of great significance. Breaches of 
confidentiality can cause serious problems with trust in the relationship. The difficulties over 
the past 3 years in NHS England of rolling out the care data system of extracting information 
from GP patient records to support policy and planning, while maintaining the right of the 
individual patient to privacy of their data, illustrate the challenge of maintaining trust in an 
age of big data.35

This is a major issue in itself, of course, but a central feature of this continuing debate is that 
the issue of ensuring and maintaining trust may be developing into a discourse not just about 
GPs maintaining the trust of patients, but also about which institutions, including those of 
the state, can considered trustworthy when some of those data are shared.36 Can GPs be both 
repositories of personal information gained through a trusting doctor–patient relationship and 
agents of the state in assisting in the collation of some of that information for policy and plan-
ning? The answer to this question seems to be still open at the time of writing.

This focus on the individual agent (and patient) is also reflected in the work of Gaita37 whose 
conception of good and evil is founded on the preciousness of each individual human life. 
This, of course, is paramount in all areas of medicine. The centrality in general practice of an 
‘unconditional regard’ for patients38 is essentially a reflection that each human life is precious, 
both to that individual and to those who have relationships of kinship and love with them. Our 
professional identity, as set out above, is based on being a generalist. Generalism integrates 
biotechnical and biographical perspectives, and the subject of this generalist approach is the 
unique and precious subject of that biography.39
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Benatar also argues forcibly that each human life, regardless of place of birth, continent, 
gender or wealth, has the same moral value, an argument which is not currently given much 
significance or importance in neoliberal economics.40 So, while respect for autonomy is a com-
plex concept, it is inextricably tied to notions of individual preciousness in Gaita’s thinking, 
and the intrinsic common moral value of every human being in Benatar’s. We should there-
fore hesitate before disregarding the principlist approach, to which the primacy of respect for 
autonomy is central.

However, over the past 30 years, as well as the principlist approach, ‘there have also been 
developments in virtue ethics, hermeneutics and phenomenology. Somehow, all these will 
need to be reconciled and put into some rational order and relationship with each other’.40

It is that ‘somehow’ that Singer et al. see as a problem. However, I am not convinced that it 
is possible, desirable or practical to try to reconcile irreconcilable ethical theories or approaches. 
The major change that we have seen is of that of a shift to different approaches based on virtue 
ethics. These, and their relevance for professional identity, will be discussed below.

AFTER MACINTYRE

Alasdair MacIntyre’s book41 was published in 1981 with the nostalgic title After Virtue, and 
is an analysis of what he sees as the moral fragmentation of our post-enlightenment world. 
MacIntyre’s argument is that people are clinging to superficial fragments of ethics and morality, 
sometimes paying lip service to ideals while ignoring them in action. This is because the deeper 
understanding and internalisation of morality have been lost. Despite being a complex, difficult 
and not altogether cheerful work, it has been very influential in moral theory and in shaping 
thinking about how we should create communities and professional identities in many fields.

MacIntyre’s thesis is that we should develop our virtues – human qualities such as courage, 
compassion and integrity – to help us to achieve internal goods which are central to leading a 
flourishing human life, or what Aristotle described as ‘eudaimonia’.42

Moving closer to professional identity in primary care, I discuss below two authors who 
have very significant things to say on this.

THE REGULATIVE IDEAL

The most searching and rigorous articulation of a virtue approach to professional roles is prob-
ably that of Oakley and Cocking,43 whose idea of virtue is that of a regulative ideal, defined thus:

they have internalized a certain conception of correctness or excellence in such a way that 
they are able to adjust their motivation and conduct is such a way that it conforms or least 
does not conflict with that standard. (p. 25).

So, in medicine, the good or virtuous doctor will have the requisite skills and competences, 
will be up to date, compassionate and conscientious, and will exercise judgment carefully when 
needed, not because of a set of rules or diktats from a regulator, but because he or she has 
assimilated from study, experience, reflection and role modelling what a good doctor should 
be. This process, and probably this result, is described by McDowell as ‘ethics from the inside 
out, not the outside in’.44

This is not to say that external regulation by the GMC or the Care Quality Commission is 
redundant or superfluous, but to suggest that it represents ethics applied ‘from the outside in’ 
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to use McDowell’s phrase. It is certainly likely that the GMC rules or duties of a doctor45 form 
part of the material that the good doctor will have studied and assimilated, but in deciding 
what to do in conditions of considerable uncertainty (which are very common in GP), he or she 
will also rely on his or her internalised understanding of what in this particular case is good 
clinical practice.

FLOURISHING

Peter Toon has made a considerable contribution to the philosophy of general practice over 
21 years with the publication of two RCGP occasional papers on a virtue-based approach to the 
philosophy of general practice,46,47 His new book A Flourishing Practice? takes the virtue ethics 
analysis a step further.48 Toon has been profoundly influenced by MacIntyre and in his latest 
work, applies MacIntyrean analysis to our current healthcare system in the UK. He suggests 
that it is characterised by moral fragmentation – in ethical thinking, in legal analysis and in 
managerial, market-driven and consumerist thinking. The resultant confusion makes dysfunc-
tionality of the system inevitable.

MacIntyre’s answer to this dysfunctionality, in general societal terms, is that virtues are 
developed and exercised within ‘practices’. These are varieties of coherent, organised and coop-
erative human activity to realise internal goods. The internal goods arise from the activities and 
contribute to the flourishing of the individuals involved and to that of their communities and 
wider society. These are different to external goods such as the remuneration achieved and the 
acquisitions – houses, cars and holidays, acquired with these goods, for example.49

Toon argues that general practice should be considered to be a MacIntyrean practice with 
internal goods, founded on the virtues. For GPs, their roles include relieving the suffering of 
patients and helping them manage, understand and interpret their illnesses or unwellness, 
thereby helping them lead flourishing lives in an Aristotelian sense. This requires the exercise 
of certain virtues by GPs: compassion, humility, conscientiousness and an emphasis on rela-
tionships, collaboration, reciprocal roles and mutual benefits.50 He suggests that the current 
emphasis on deontological frameworks, such as the GMC’s good medical practice44 would be 
better recast as framework of virtues rather than duties. Toon’s focus on virtues is attractive 
for a profession that has emphasised throughout its history a vocational element to practice, 
and a focus on role modelling those seen as exemplars of good behaviour and practice. It is 
also a good fit with Generation Y’s focus on being valued, relationships, flat hierarchies and 
teamwork.14

Oakley and Cocking’s internalising of a conception of virtues and excellence underpinning 
the professional role also reflects the history of British GPs and fits well with a serious idea of 
what a GP should be, as well as what he or she should do.

There is also much in Toon’s view of moral fragmentation that reflects the International 
Futures Forum assertion that we are in ‘a conceptual emergency’; his arguments set out firmly 
the way in which we should address that emergency.

Questions remain, however. Are the ‘moral fragments’ that MacIntyre and Toon describe not 
also aspects of a tolerant and pluralistic society that we should strive to maintain and develop 
at a time when tolerance and pluralism are under attack? Is twenty-first-century democracy 
characterised by an ability to not only argue forcibly but also to agree to disagree, rather than 
by a lack of virtue? Can Toon’s model really represent a way of maintaining continuity with past 
tradition,51 a major feature of MacIntyre’s nostalgic view, and deal with the torrent of change 
in Heraclitus’s river? This includes Dr Google, generational shift, quasi-oppressive regulation, 
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underinvestment and the political hostility which GP faces. Is it Procrustean or even Utopian 
to try to fit general practice into this model?

CONCLUSION: THE CENTRAL PLACE OF PHRONESIS

So how do we move forward in a conceptual emergency? A ‘somehow’ is needed, through 
which these different approaches will ‘be reconciled and put into some rational order and rela-
tionship with each other’.40

I suggest that rather than struggle to reconcile irreconcilables, we accept that in a time of 
great clinical, organisational and conceptual complexity, we look towards a conception of ratio-
nality that underpins both the principlist and the virtue-based approaches. This is one based 
on practical wisdom or phronesis, and deriving from that, one of perceptual capacity.52 I suggest 
this not as an ethical escape clause, but as a way forward that acknowledges and embraces our 
conceptual emergency: the complexity and the unremitting, accelerating change of the twenty-
first century.

Practical wisdom, the usual translation of the Greek phronesis, is the virtue of being able to 
deliberate well. ‘The man who is able to deliberate well is he who is able to aim in accordance 
with calculation at the best for man of things attainable in action’.53

Allowing for the sexism of the fourth century BC, this encapsulates much relevant to today: 
aim (look at where you wish to go, but be aware that you may not get to precisely this point), 
using calculation (applying the evidence base) and attainable in action (in practice, even general 
practice, and therefore not just in theory).

What the principlist approach often leaves us with is an understanding of several different 
ways of looking at a difficult ethical situations viewed through the lenses of the principles, but 
sometimes no clear way forward, even with the addition of ‘scope’ to principlist discourse.54

Deliberating well may provide a way of using all the different lenses to give us a coherent 
vision which then enables us to make the correct decision. We should not abandon principles 
but recognise that we need phronesis to use them effectively in general practice.

Oakley and Cocking, in a discussion of their regulative ideal, suggest that while a ‘virtuous 
person’s motivational structure is governed by a particular regulative ideal, appropriate to a 
particular virtue’, the general regulative ideal, involving an understanding of the general good 
for us all, is phronesis or practical wisdom.55

In his account of flourishing professionals, Toon also suggests that phronesis encapsulates 
the qualities of, among others, technical competence, sound judgment, openness and honesty. 
It is therefore also central to the development of the virtues necessary for MacIntyrean practice 
in Toon’s conception.

Putting this argument in the context of generalism as the core of the professional identity of 
GP, Reeve’s definition56 is crucial:

Generalism describes a philosophy of practice which is person, not disease centred; 
continuous, not episodic; integrates biotechnical and biographical perspectives; and views 
health as a resource for living and not an end in itself.

There is a complexity here which underpins the need for phronesis. The good GP under-
stands the patient as well as the disease or illness. She sees the biomedical aspects as a feature 
of the patient’s life. She uses a non-Utopian, functional definition of health as a guide.

There is, of course, the persistent niggling argument that relying on phronesis for mak-
ing decisions leaves us with a ‘black box’ of judgment which we cannot penetrate.57 
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Essentially, however, that is the nature of judgment. It is where the processes of reasoning, 
deliberation and discussion take us to in complex situations such as clinical decision-making in 
a generalist discipline. In depth, explorations of this can be found in Occasional Paper 86 and 
later discussions on perceptual capacity.51,58

GPs rely on perceptual capacity as a central part of professional identity, especially in con-
sulting with patients. This is founded on phronesis, and is the ability to read or assess a situation 
correctly, in depth and breadth. Wiggins57 called this ’aithesis’ or ‘situational appreciation’, and 
Nussbaum ‘some sort of complex responsiveness to the salient features of one’s situation’.59 It is 
based on sound clinical knowledge, the exercise of empathy and compassion and the judicious 
use of imagination and finely tuned emotional responses. To achieve this, professionals should 
‘aim’ as Nussbaum suggests, to become ‘a person on whom nothing is lost’.59 It is this capability 
that is at the heart of both the regulative ideal and the internal goods of general practice. It is 
the foundation of professional identity as general practitioners.
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INTRODUCTION

Much has been written about the content of ethics in terms of primary healthcare. Arguments for 
the importance of a nuanced ethics education have been advanced in terms of the nature of the 
clinician–patient relationship outside the hospital setting as well as the sheer volume of patient–
clinician contacts in primary healthcare. Many such ideas inform the scope of this volume. There 
is relatively little written about ethics education in the context of primary care per se – and this is 
largely confined to descriptions and justifications of syllabus and pedagogic approach for teaching 
ethics to general practitioners.1–4 We would like to propose a broader account of ethics education. 
Just as healthcare might aim to focus on the needs of patients and populations, education similarly 
has those who commission and purchase it, those who receive the education and those who receive 
the benefits of the education. These various stakeholders might attach different value to different 
content and different modes of education. In this chapter, we will consider what might be taught, 
why it might be taught and finally offer some concrete examples of where it is or could be taught 
in the context of British general practice (as just one example of primary healthcare). This chapter 
focusses on medical ethics education in the UK context but borrows unashamedly from other dis-
ciplinary perspectives. We will not dwell on legal and statutory aspects of medical ethics education 
because these will vary depending on the country and the profession, and because it is addressed 
elsewhere.5 The aim of the authors is that this should be used as a case study that may inform any 
healthcare professional involved in teaching and learning ethics in the primary care setting.

TEACHING AND LEARNING ETHICS ‘IN’, ‘OF’ AND/OR ‘FOR’ 
PRIMARY HEALTHCARE

Considering ethics education ‘in’, ‘of’ and ‘for’ primary healthcare adapts an approach by 
Draper and Ives to consider the ‘content’ of ethics education in relation to primary care.6
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Ethics ‘in’ primary care, for example, might be attractive in the undergraduate medical education 
setting. Medical students can see everyday principles such as consent and confidentiality in action 
(and ways in which these are tested) when, for example, someone agrees to have a routine blood 
test, or where many family members are looked after by the same clinician. Patients are gener-
ally more likely to be well enough to assert their rights and expectations,7 and clinicians such as 
general practitioners may espouse a holistic rather than a more narrowly biotechnical approach to 
treatment.8–10 This ethics in primary care may be important for students, trainees and trainees who 
are ‘only passing through’ as learners – the learning in primary care can, we suggest, enhance clini-
cal interactions in other settings. The idea of ethics ‘in’ primary care relies on the idea that primary 
care is a good learning environment for ethics education and that clinicians are good teachers.11 
Even the facts that so much of healthcare is community-based and office-based rather than hospi-
tal-based or that many patient healthcare narratives begin in the primary care setting might imply 
that ethics ought to be taught and learnt in the these contexts. This approach makes no claims that 
there is a particular academic–intellectual blend of ethics in primary care, only that this is a context 
qualitatively or quantitatively rich in ethical experience and therefore potential learning.

“GPs are sometimes a bit smug about medical ethics. We are the ones trained in ethics, 
communication skills, and patient-centred medicine — we just are the good guys. Also we 
don’t go around turning off life support machines, deciding who gets the transplant, or 
fiddling with stem cells, so if biomedicine makes mistakes it won’t be our fault.”12

Ethics ‘of’ primary care implies that there is a particular species (or blend) of ethical scholar-
ship that has emerged from and is possibly distinctive to the primary care setting. This might 
imply simply that ethics is experienced in a particular way in the primary care setting that is 
not usual in other settings. It might imply that particular skills are needed or that a particular 
approach (Virtue ethics has been a conspicuous offering13) might be better for practitioners’ 
and patients’ ability to flourish. However, the ethics ‘of’ primary care implies learning about 
what ethical practices and understandings exist as well what they ought to be. Ethics ‘of’ pri-
mary care implies that primary care is an area that might be researched and studied including 
by non-clinicians as a source of scholarship. An ethics of primary care might incorporate ele-
ments such as ‘inter-professional’ ethics or the ‘ethics of the ordinary.’ We see this less as ‘What 
ethics can be taught in primary care?’ as ‘What ethics can primary care teach?’

Ethics ‘for’ primary care implies that there are forms of ethics education (in terms of syl-
labus and/or pedagogy) which can enhance primary care practice. Greenhalgh (for example) 
argues that primary care is an applied, problem-orientated discipline drawing on a range of 
other theoretical and applied disciplines.14 Most (of many) definitions include first-contact care, 
undifferentiated care, continuity over time, coordinated within and across sectors and a focus 
on the individual and the population or community.15 She identifies core values for good pri-
mary care, which are as follows:

 1. Holistic: Embraces the complexities and interactions of bodily systems, mental responses, 
family community and sociocultural context. It also seeks continuity of care through time.

 2. Balanced: Seeks a middle ground between breadth and depth of knowledge, between lay 
and medical models of illness and distress between intervention and leaving well alone.

 3. Patient-centred: Sees each patient as an individual and seeks to offer personalised rather 
than standardised packages of care.

 4. Rigorous: Primary care seeks to draw judiciously on multiple sources of evidence (patient’s 
unique predicament, relevant research literature and wider family and social context) 
when considering the action to take in relation to a particular problem.
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 5. Equitable: Takes responsibility for social justice in the allocation of scarce resources, hence 
works proactively with, and plays an advocacy role for, the disempowered, inarticulate 
and socially excluded. This may include challenging the educated, worried well when they 
seek a disproportionate share of healthcare resources.

 6. Reflective: It is practiced in conditions of ignorance and/or uncertainty. Requires a 
questioning attitude, willingness to revise provisional diagnoses in light of emerging 
findings and the humility to defer to higher authority (specialist, parent, patient) when 
appropriate.15

FIVE BASIC ORIENTATIONS FOR ETHICS EDUCATION: FROM 
‘WHAT’ TO ‘WHY’

Having considered what ethics might be taught in the context of primary healthcare, it is worth 
considering the purpose of ethics education related to the context of primary care. To do this, 
we consider ethics education through the ways in which education is broadly orientated. Eisner 
argued (based on a wealth of educational theory and insights from empirical studies) that 
there are five basic and important orientations to a curriculum. Awareness of these orientations 
allows the educator to see behind the immediate issues affecting educational programmes 
and to make vivid the major ways in which those programmes are conceived. Eisner refers 
to cognitive processes, academic rationalism, personal relevance, social adaptation and social 
reconstruction and curriculum as technology.16 All these orientations have a bearing on ethics 
education.

An orientation towards the development of cognitive processes emphasises the belief 
that curriculum and teaching strategy should foster the student’s ability to think and reason. 
The focus is on helping the learner to learn, to use and strengthen their intellectual faculties. 
Implicit is the idea that facts and theories change, whilst there is eternal currency in critical 
thinking skills and the ability to make a good argument and recognise logical flaws and falla-
cies. This orientation may prioritise content that is meaningful to the learner and problems that 
are intellectually challenging. It requires the ability to raise the kinds of questions that direct 
learners’ attention to levels of analysis that they would not have been likely to use without the 
aid of a teacher.

Academic rationalism is one of the most recognisably traditional orientations in education. 
It argues that the function of education is to foster the intellectual growth of students in those 
subject matters most worthy of study. This might be expressed in our context in two key ways: 
Firstly, ethics is one of those worthy subjects – critical to reflexive practice (though we note 
that reflection is an educational method, it is also critical to ethics education) and professional 
citizenship. Secondly, the content of ethics education is prescribed in the form of worthy texts – 
for example, the works of Aristotle, Thomas Aquinas or Peter Singer. As an example of the 
recommendation of worthy content for UK general practice education, see Knight, who argues 
that the four principles of Beauchamp and Childress ought not to replace the first principles 
of deontology, consequentialism and the virtues.17 Because many human problems have been 
addressed by great minds over the generations, we are invited to stand on the shoulders of 
those giants and select the very best of them to learn from. Academic rationalism leads to two 
key difficulties in ethics education; as we have alluded to the above, there is much debate over 
the right content for a syllabus. Furthermore, the selection of the syllabus and correct pedagogi-
cal methods and academic language with which to master it fosters academic specialisation. 
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This is problematic because jargon and highly developed argumentation may render some work 
in scholarly journals unintelligible to non-experts. Primary healthcare workers need to be able 
to access the intellectual content of education if it is to be meaningful in practice.

Personal relevance emphasises the primacy of personal meaning and the educator’s respon-
sibility to make such meaning possible. In practical terms, this might mean developing edu-
cation with student involvement. This orientation is founded on the respect for learners as 
persons. This might be proactive in terms of ethics education – asking students to identify those 
issues that are important to them or more indirect/post hoc in the forms of a sincere approach to 
the involvement of students in educational design or feedback. A difficulty that may arise here 
lies in the heterogeneity of learner in terms of background, perceived and actual learning needs 
and place in a healthcare hierarchy among other sources of diversity. McAuliffe, for example, 
points out that higher education has been traditionally focussed on discipline-specific ethics 
education, making interprofessional ethics education more problematic.18 ‘Personal relevance’ 
approaches may also have a distorting effect on ethics education, when students see its role as 
granting the ability to win arguments and justify prejudices or to steer clear of criticism only.

Social adaptation and social reconstruction collectively are an orientation that derives its 
aims and content from an analysis of the society that education is designed to serve. It might 
be said that the mission of educators is to locate and be sensitive to social needs in providing 
their programmes, clearly a socially adaptive or reconstructive approach. This is very evident 
in historical accounts of the origins of the bioethics movement in medicine and the biosciences 
more generally, where unethical behaviour (mainly by doctors) is implicated in humanitarian 
atrocities committed in the furthering of medical knowledge19 and other abuses of medical 
knowledge and status.20 More cynically, however, a social adaptation orientation might iden-
tify with an institutional purchaser of education in response to the needs of the institution – 
for example, if a healthcare provider noticed that complaints against its staff were on the rise 
and accordingly commissioned ethics education. By contrast, social reconstruction is aimed at 
developing levels of critical consciousness – the aim of such programmes is not so much to help 
students to adapt to a society that is in need of fundamental change but to help them recognise 
the real problems and do something about them. Ethics education may aim at social adaptation. 
This is reflected in the recent court case where the British Association of Physicians of Asian 
and Indian Origin unsuccessfully sued the Royal College of General Practitioners for having an 
examination that discriminated against non-white international medical graduates. The court 
determined that more efforts were needed to enable the acculturation of such candidates for 
practice in Britain.21 It can also aim at ‘increasing the good in the world’ by providing learners 
with the tools for activism and societal change. This is evident in much of the educational con-
tent of global ethics, and the ethics of procurement. Most recently, some writers have examined 
the vulnerability of healthcare workers to moral distress, emotional burnout and political dis-
enfranchisement (see chapters on Commissioning, Global Ethics and Self-care in this volume).

Curriculum as technology is an orientation that conceives of curriculum planning as a 
technical undertaking, relating means to ends that have already been formulated. These ends 
are made operational through statements that are referenced to observable behaviour. This 
approach favours the systematic mapping of educational objectives to observable objective 
measures. Expectations seen in industry are transferred into education with efficiency and 
effectiveness procedures applied to the product (learning). Not only are the students graded 
according to preset criteria but teachers are also evaluated on their ability to educate the stu-
dents. This orientation should be very familiar to medical educators in the UK and elsewhere.22 
An issue for ethics education may be difficulty in seeing the outputs or payoffs that are mea-
surable in the same way as teaching a clinical procedure such as performing venesection. The 
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danger here for learners is that in a curriculum as technology orientation, goals that cannot 
easily be measured or quantified may fall by the wayside. The emphasis on behaviour neglects 
the substance and rationale so that the learner may ‘do’ without a good understanding of ‘why.’ 
Correct procedure may be overemphasised at the cost of understanding and reflection. This is 
noted in RCGP curricular materials for trainee GPs in the UK, with the caution that unless a 
trainee is able to reflect on the ethics of their actions, they risk falling into unethical practice.23

Orientations as described by Eisner are models for parallel conceptions of educational vir-
tue. Whilst it seems unlikely that any one orientation would be encountered in a pure form, it 
is possible that one might predominate. Dominance of any particular orientation has conse-
quences for the practical operation of learning and teaching. Each orientation serves to both 
legitimise certain practices and discriminate against others. A seminar in ethics for trainees on 
a medical speciality programme may well have a different orientational ‘flavour’ to an online 
module for a Masters’ level degree in evidence-based healthcare, to a professional education 
session offered at a medical conference or to a postgraduate diploma in philosophy and eth-
ics aimed at all healthcare professionals. These and many other settings will be influenced by 
not only the commissioner of education and the learner but also the teacher (and the academy 
which influences the curriculum). Where any particular orientation predominates, there may 
be twin concerns that ethics education is not unjustly deprioritised (or indeed that it eclipses 
other necessary learning), or reduced to a series of thoughtless actions or statements aimed at 
satisfying a test criterion. Awareness of curricular orientation is therefore of use to all who have 
a stake in the education, whether as a tool for reflection or for analysing the actions of others.

Next, we will consider some specific medical contexts for teaching and learning ethics in 
primary healthcare. This is because the medical context is what we as teachers happen to be 
familiar with. That is not to argue that others do not have teaching expertise and learning 
needs that are relevant. Indeed, we invite colleagues in other medical disciplines and other 
healthcare professions to construct analogous schemata.

ETHICS EDUCATION ALONG A PROFESSIONAL LIFE COURSE

Medical students and immediately qualified doctors in the global West are pluripotential. They 
have yet to begin the specialising process, though they may, even at entry into medical school 
have particular career aspirations. Ethics education provided in medical school is largely aimed 
at creating virtuous doctors and doctors who are capable of recognising duties and reconciling 
conflicts.22 In the previous section, we have discussed ethics ‘in’ primary care. Ethics curricula, 
such as the UK Institute of Medical Ethics (IME) consensus statement on what an ethics cur-
riculum should contain, aim to show medical students knowledge, skills and attitudes required 
for practice as a junior doctor.24 This is a blend of general ethical principles including major 
troublesome yet everyday concepts such as confidentiality and global citizenship concepts such 
as justice. Given that juniors are less professionally autonomous, the ability to ration does not 
seem immediately relevant until we factor in the possibility that junior doctors may sometimes 
be less ideally supported in time-critical decision-making.

General practitioners, in the UK and elsewhere are encouraged to adopt a holistic approach 
towards patients’ and families’ bio-psycho-social needs. Such an approach is naturally appro-
priate to those who work in primary care, sharing as they do the key attributes of primary care 
work. Elsewhere in this book, Spicer discusses the ‘Oughts’ of generalist practice. Ethics for and 
ethics of primary care may predominate here. General practice trainees in the UK and other 
countries may also lack some of the moral conveniences of good hospital settings (they are far 
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from guaranteed either in hospital or community), such as a supportive hierarchy, functioning 
interdisciplinary teamwork, a fixed and easily accessible geographical space for discussion (the 
doctors’ mess or common room) and education (the postgraduate education centre). Accordingly, 
ethics education should not only address key predicted issues, such as confidentiality in the fam-
ily setting, but also prepare trainees to be more proactive in use of learning opportunities avail-
able. Some may be provided, such as a session on vocational training, or readings in dedicated 
training materials. Some may need to be accessed independently, such as books and papers in 
both general healthcare and bioethical literatures, a website or an educational course.

Ethics education may be seen as instrumental to a variety of purposes, such as leadership, 
management, and teaching and commissioning. Cox and Papanikitas, for example, outline an 
ethical approach to commissioning in this book. Leadership training may have an overt orien-
tation towards social reconstruction (recognising the need for and leading change).

Fully qualified and experienced professionals are unlikely to cease to have learning needs. 
Some of these needs, however, are not about taking on an enhanced role but survival and 
flourishing as a practitioner. Elsewhere in this book, McKenzie-Edwards discusses ethics as 
necessary for surviving and flourishing. General practitioners and their equivalents, for exam-
ple, need an equitable way of managing workload, because in many settings, the demand far 
exceeds both the supply and the available means to resource it. Having language with which 
to discuss moral conflicts, and spaces where discussion is relatively safe, may offer a potential 
antidote to both overt moral distress and ways of recognising the ethical issues.

CONCLUSION

In this chapter, we have eschewed the temptation to systematically list, in the manner of a syllabus, 
a collation of ethical content or skills that a primary care professional could and should possess, 
whether they are medical or other types of practitioner. The literature such as it is majors on the 
medical though our consistent opinion is that it is transferable between types. Instead, we have 
used a variety of prepositions to dissect the various educational themes that seem to be important 
to the learning and teaching of ethics as a primary care endeavour. Essentially, ethics education 
should follow the patient, and as most care takes place in the community, it follows that the learn-
ing and teaching about ethics as about other curricular objectives should follow too. However, 
realist education should also account for the fact that clinicians are not ‘Platonic gentlemen’25 but 
people who are engaged in an often difficult, emotionally rewarding and taxing endeavour. Ethics 
education that does not take account of the complex relationship between profession, civil society 
and state26 risks being a source of burnout or honoured in word only. We suggest that Eisner’s 
model15 has much to offer as a structure for consideration of primary care ethics education, and 
bears comparison with the other aspects of education theory relevant to its practice. We further 
suggest that diversity of providers and the holistic elements of practice can mean that primary 
healthcare has much to contribute to ethics education for healthcare in general.
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Interprofessional ethics in the 

primary care setting

HILARY ENGWARD

INTRODUCTION

Interprofessional care is the process in which different professional groups work together to 
deliver healthcare, its underpinning premise being to promote the well-being of the patient.

Generally, it is assumed that interprofessional working leads to enhanced patient care, 
although literature suggests that interprofessional working may not always have a positive 
impact on patient care. Issues around poor communication and a limited understanding of 
others roles/responsibilities lead to conflicts across in patient care.1 While there is wide discus-
sion of interprofessional working in the literature, most relates to the acute sector.2 It is there-
fore important that interprofessional working and the ethics inherent in those working in the 
primary care sector are better understood.

Ethics is the study of what is right or wrong, which includes the values and principles that 
govern individual, organisational and political conduct. If focus is primarily given to ‘shared 
values’ or ‘individual personal qualities’, we risk ignoring the more complicated interplay 
between people, policy, political ambitions and health outcomes – such phenomena inform 
how people act and set limitations on possible courses of action and outcomes.3 As such, under-
standing ethics in interprofessional working in primary care needs to consider the individual 
encounter, the organisation within which that encounter occurs and the politics within which 
that practice is contained.

The purpose of this chapter is therefore twofold; firstly, we consider how we might better 
understand interprofessional working in the primary care sector, and secondly, we consider 
ethics in interprofessional working in primary care. To do this, it is argued that interprofessional 
ethics ought to be considered at team and organisational levels. Using examples, interprofes-
sional and organisational differences between how ethics can be understood are identified. 
Conclusions suggest means of developing ethics in primary interprofessional care.
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CLARIFYING ‘INTERPROFESSIONAL WORKING’

Prior to exploring the ethical dimensions of interprofessional working, the term itself needs to 
be clarified. Leathard4 uses the term to refer to ‘interactions between professionals involved, 
albeit from different backgrounds, but who have the same joint goals in working together’. 
This includes communication and decision-making, accountability, coordination, equality of 
resources, open communication, cooperation, assertiveness, autonomy and mutual trust and 
respect. As such, interprofessional working is about team effectiveness, in which members of 
the team value each other’s roles as important to the team’s functionality.

Three different team approaches are distinguished and described to judge the quality of 
teamwork and team performance in healthcare: multi-, inter- and trans-disciplinarity. ‘Multi-‘ 
refers to different professions/disciplines each working on their own goals in a rather autono-
mous way, ‘inter-‘ refers to them working closer together on a common goal and sharing a team 
identity and ‘trans-‘ refers to the disciplines or professions sharing competencies and therefore 
being able to takeover tasks from other team members.5 Inter- and transdisciplinary teamwork 
have been associated with enhanced team functioning and higher treatment quality,6 better 
clinical outcomes,7 and improved patient safety8 and higher job satisfaction,9 and organisation-
ally, increased cost savings and reduced turnover.10

Whilst effective team working is a valuable pursuit in its own right, it may be, however, that 
the prerequisites of effective team functionality may bring about ethical challenges within that 
functioning. For teams to function effectively, there needs the requirement of open commu-
nication, autonomy and equity of resources across professional groups. This however requires 
shared understandings about the purpose of each disciplines’ function, and understanding as 
to how the individual within the disciplines in the teams values each-other’s role in the team. 
This may bring about disagreement as to how to best manage care. As such, the focus of ethics 
in interprofessional working needs to be at the team level, and is more an ethics of teamwork. 
To think about ethics of teamwork therefore means we have to shift our focus away from the 
patient, and instead focus on the team.11

ETHICS IN PRIMARY CARE AND 
INTERPROFESSIONAL WORKING

Clark et al., argue that teams learn to negotiate and understand in three distinct but inter-
related elements: (1) principles (guidelines for behaviour), (2) structures (established forms of 
knowledge and patterns of behaviour) and (3) processes (how things are done). These are con-
sidered in further detail as follows:

Firstly, principles act as guidelines for behaviour. In healthcare, ethical issues are con-
ceptualised in terms of codes of ethics. Most codes call for their professionals to work col-
laboratively with other professions, and most practitioners would ascribe to this as being a 
good thing. Ethical standards are often developed under the assumption that care would be 
provided in uniprofessional settings, and most codes apply to all members of that profession 
in all contexts. This is important because ethical standards are independent of context and 
are not specific to primary care. However, the primary care professional is likely to encoun-
ter situations that fall outside their uniprofessional expertise, which can result in differ-
ences in priorities between members of the team. Being deontological in focus, codes specify 
duties and moral obligations of the professions, but how the tenets of duties and obligations 
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interplay between the professions has received limited attention, and how ethical concepts 
are understood and used by the professions in the team may differ; the concept of confi-
dentiality may have different emphasis between professions, leading to a nuanced applica-
tion by professionals, for example, between the general practitioner (GP), genito- urinary 
practitioner and social worker, where focus may be on the individual and/or the family unit, 
where the individual needs and family needs may differ and be difficult to navigate, where 
the issue of ‘who’ is being treated is relevant and may differ in relation to the purpose of the 
discipline in that team.

Codes that are confined to ‘disciplinary silos’12 risk of uniprofessional collegiality, in which 
professions pursue their own goals at the exclusion of other professions.13 Dynamics between 
professions can be influential in how the team works together, for example, Mitchelle14 found 
that nurses experience conflict in the interprofessional relationship due to different discourses 
between the professional–patient relationship, leading to a lack in coherence between what 
the nurse feels they ought to do and what they actually do. This could be experienced by any 
member of the interprofessional team, but maybe more opaque in the primary care sector due 
to the diversity between the professions and the geographical vastness the interprofessional 
team is likely to cover.

The large volume of care provided in primary care settings across diverse geographical 
locations means that ethically challenging situations may occur at a higher frequency than 
in acute settings, even if the situations are not unique to primary care. Although the codes of 
ethics offer some clarity and congruence regarding aspects of care, they do not fully address 
the complexities of practice in primary care, where ethical norms are not easily transferrable 
across care contexts. A useful example here is consent. Consent, broadly, is the communica-
tion between the patient and the professional that results in an agreement to undergo specific 
medical interventions. Consent taking in primary care is not necessarily a one-time event, but 
is an ongoing, thoughtful and purposeful process. For example, it is more likely that consent 
to treatment may occur over several visits rather than at one single point in time. This is espe-
cially relevant to primary care, where the patient may not fully understand that they could be 
engaging in conversations with different members of the team that could result in an assess-
ment, diagnosis, treatment or change of treatment, of which the patient may not be aware of. 
Conventional methods of consent-taking at one point in time are not necessarily realistic to 
the pace of primary care, and patients need a better understanding of what is involved in their 
care and reviewing their records/history. Further, good practice might suggest that patients 
should be provided with verbal discussions/printed materials to ensure understanding of what 
is being agreed to, and they should understand that their information will be documented in 
their medical records and may be viewed by many different professionals in the delivery of their 
care. The ultimate goal of teamwork is enhanced patient care. However, what this enhanced 
care might be does not exist within in a vacuum, but is subject to various professional-specific 
principles that can be influential in how care is delivered in the interprofessional team. This 
does not mean all disciplines need to agree with one another’s approach to their practice, but 
rather that the differences should be clearly understood and used to increase the effectiveness 
of the care provided across the teams.

An important element often associated with types of care that are provided in the primary 
sector is the covenantal nature of care relationship with the person and persons in the com-
munity. This care relationship may continue irrespective of whether a person chooses to accept 
the care provided or not. This contrasts to care where, if intervention is refused, or consent is 
withdrawn, the care interaction often ends (a form of relationship often associated with sec-
ondary care. In the primary care context, however, this relationship is ongoing. For example, an 
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alcohol-dependant person may refuse support services, but the care and supporting relation-
ships between the professionals and their patients and communities may continue indefinitely. 
With increasing numbers of people living longer with multiple morbidities, and patients living 
longer with more complex health and social needs, integrated service processes need to work 
together to provide a cohesive care approach within interprofessional working.

Secondly, in the Clark et al. model is structures, such as established forms of knowledge and 
patterns of behaviour. Here, a socio-historical perspective is useful to consider how professions 
have been socialised. Looking at the development of the professions, Friedson15 describes a 
profession as ‘an occupation which has assumed a dominate position on a division of labour, 
so that it gains control over the determination of the substance of its own work’. How profes-
sions have historically evolved can indicate how professions worked together, which in turn 
informs how they currently work. For example, nursing was associated as a female occupa-
tion and viewed as less important than medicine, and as such, paid less. Research by van der 
Lee et al.16 explored the historical development of the collaboration between obstetricians and 
midwives in Dutch maternity care and found that interaction between the professions could be 
characterised as competitive rather than collaborative, where both professions used unidisci-
plinary protocols, strived to preserve autonomy in professional practice; although both profes-
sions shared the same patient population and pursued the same goal, that is, good maternity 
care,17 there was no evidence of ’interprofessional governance’ and ’shared goals and vision’. 
What is important here is that there may be historically and culturally embedded perceptions 
about power between differing professions, where those in subordinate groups are socialised 
to be dependant to the needs of the dominant group.

To explore this further, Friend and Cook18 suggest that collaboration involves parity, mutual 
goals, shared accountability, shared resources and voluntariness. Here, collaboration is nei-
ther top-down or bottom-up, but rather acknowledges that each individual brings unique 
knowledge and skills that benefits the decision-making process. The establishment of mutual 
goals for collaborative action is identified as the hallmark of collaboration where goals must 
be acceptable to all involved. This entails some form of ‘formalisation’ and ’internalisation’ 
of acceptable processes and limitations of practice; however, whilst parity across the team is 
desired, it may be difficult to attain. For example, van der Lee et al.16 identified that the for-
malisation of collaboration between the midwives and obstetricians entailed the introduction 
of regulations restricting midwifery practice to the physiological processes of pregnancy and 
delivery, without any usage of instruments or medication. Whilst this division gives obstetri-
cians a dominant position over the midwives, it may unhelpfully restrict the experience of mid-
wives to physiological pregnancy and doctors to pathological pregnancy in ways that ultimately 
disadvantage patients.

Thirdly, in the Clark et al. model is processes, or how things are done. As previously iden-
tified, the primary care team is however dispersed across a wide geographical community 
and consists of differing disciplines, but also may have differing employers, contracts and 
differing professional agendas. The space where ethical decisions are made and enacted in 
primary care may be virtual or via a telephone, and members of the team may never meet 
one another, therefore, it is difficult to understand each member’s role and responsibilities in 
the team. An unclear or incomplete understanding of one’s own role and other professionals’ 
roles in the collaboration is known to have a negative effect on a person’s attitude towards 
collaboration and to inhibit collaboration skills.19 A study within the practices of GPs showed 
that the extent of GPs’ collaboration with and patient referral to allied health professionals 
was negatively influenced by the GPs’ limited understanding of the roles and capabilities of 
those allied professionals.20
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A lack of understanding of each other’s roles and responsibilities can lead to decision-
making that serves the interests of the discipline as opposed to the patient. King21 uses 
a case study of a patient who requires wound dressing more often than the community 
can provide, and therefore has to access services at the local emergency department (ED). 
Simplistically viewed, the community team may have a moral duty, but not the resources. 
The ED team possibly have the resource (this too is debatable) but whose primary duties 
are to a different population. Whilst changes in service provision and process may make 
internal sense, the patient is powerless to change or challenge the change, and may suffer 
harm as a result.

Internal processes therefore can be delivered in isolation without awareness of the con-
sequences on other service provision and service users. Another useful example here is to 
consider how professional resources are deployed and consequences on the interprofessional 
team working and patient care. For example, in community mental health service provision, 
there may be a reliance on locum psychiatrists, leading to inconsistent care planning, with 
inconsistency in the care prescribed, where the community psychiatric nurse needs to negoti-
ate differences between the locum psychiatrist’s decisions in order to support the patient in 
the community. Akin to this may be difficulty in accessing in patient acute psychiatric beds for 
patients in crises. This compromises the purpose of primary care services, that being to care for 
persons, whether they are ill or not.

CONCLUSION

The contemporary context of primary care makes this anthology timely. Ethics is the study 
of what is right or wrong, of moral duty and obligation, and to develop and extend ethical 
debate in relation to how teams can work interprofessionally to enhance patient care fits with 
primary healthcare arrangements in both Europe and other global settings. This includes 
better understanding the values and principles of conduct of individuals who work in teams, 
although this latter part is perhaps not explicitly discussed. Applying a framework such as 
that used by Clark et al. enables us to see and explore different structures that influence 
interprofessional team working, centralising the wider principles, processes and structures 
the interprofessional team works within. In this context, for ethics to be its most useful, we 
need to ask questions about how care is able to be done within organisations, teams, and 
how individuals in teams become intrinsically ethical in their approach to their work. This is 
not saying that individual is not important, but we rather forward it is of equal importance to 
understand ethics as socio-culturally located, in order to understand how interprofessional 
work ought to be.

As such, for a more nuanced understanding of ethics in interprofessional working in pri-
mary care, some translational work is needed. By this we mean that a better empirically based 
understanding is needed to explore working realities of interprofessional working in primary 
care, but we also need to re-explore what we already know of healthcare ethics in relation to the 
context of primary care. Here the ‘ideal theory’ may be useful. The ideal theory sets aside ‘real 
world’ complications, what the ideal ‘ought’ to be like. This book is setting the scene to explore 
the ought of primary care, and our job is to explicate what the relationship between healthcare 
ethics as a theoretical activity, means in relation to the actual doing of healthcare practice in the 
primary care context. The challenge therefore, to ask what ethics in interprofessional working 
ought to be, how the ethics of interprofessional working is, and how the relationship between 
the two can be better understood.
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The ethics of teaching and 

learning in primary care

JOHN SPICER AND ANDREW PAPANIKITAS

INTRODUCTION

Just as every clinical interaction between a healthcare professional (HCP) and patient will have 
a professional, ethical and legal component, it can be said that every learning interaction should 
be viewed similarly. If that is so, then those learning interactions merit some analysis, argu-
ment and even an evidence base.1 The benefits for patients participating in healthcare educa-
tion are often indirect or intangible, often less than the predicted costs or harms. Accordingly, 
writers have even drawn comparisons between the ethics of research and the ethics of educa-
tion, suggesting and understanding of the former could usefully inform the latter.2

Contextually, the history of clinical education does not emphasise primary and community 
care as it does secondary care. The medical schools of Europe are historically founded in the 
hospitals for the poor. Writers such as Foucault have highlighted the influence of this his-
torical trend on the biomedical ‘gaze’ that sees patients as holders of anatomy, physiology and 
pathology rather than as a whole person.3 This gaze may limit the appreciation of patients’ full 
personhood, especially after clinicians’ induction into scientific medicine. The involvement of 
general practice and other community HCPs in healthcare education and training has, until the 
later part of the twentieth century, been largely confined to apprenticeships. The extension of 
gaze beyond the biotechnical is a distinctive feature of generalist primary care such as general 
practice or family medicine. It arguably enhances the practice of both those students and train-
ees who are passing through primary healthcare and those destined to remain.

Clearly, we should differentiate education for the practice of primary care from the wider 
issue of using primary care as a learning environment for all disciplines at earlier professional 
stages, wherever they may eventually practice. In each situation, teaching and learning in the 
community require a cadre of appropriately trained teachers, across the disciplines, as well as 
all the other curricular and support mechanisms in place.4 An immediate ethical dichotomy 
that arises from this is the difference between ‘student’ and ‘trainee’. For our purposes, here the 
emphasis for a student is on learning, with supervised involvement in patient care and little if 
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any clinical autonomy. The trainee by contrast is a service provider and a learner – the priority 
given to learning, and the level of supervision decreasing with career progression.

In general terms, the list of ethical issues in education is frighteningly long and includes 
conflicts of interest, justice issues and balancing benefits and harms.5 In nursing, for example, 
Fowler and Davis subdivide issues into those concerning: faculty, students, faculty-student roles 
and interaction, academic and scientific integrity, educational administration and ‘Profession, 
society and global relations’.6 For the purposes of this chapter, we will reflect on the patient 
in the primary healthcare setting, with particular focus in consent and the ethical distortions 
of task focus and observation on the learner consultation. We discuss the Hippocratic duty to 
teach and ethical issues relating to the needs of learners. We also look at more systemic con-
cerns such as curricula and workforce development as well as how professional diversity and 
the dispersed nature of primary healthcare may have ethical import. We have illustrated this 
chapter with cases – these are hypothetical with one exception that is adapted from a qualita-
tive study. We invite the reader to reflect on them and consider the issues in the reader’s context 
(whether or not it differs from the case).

THE PATIENT IN PRIMARY HEALTHCARE

If, as we would argue, experiential learning is the better way to acquire clinical skills, then 
access to patients is a sine qua non. It is now without serious contest accepted that patients 
should consent prior to their involvement in primary care education, as elsewhere.7,8 As such, 
a consent may be regarded as a ‘flak jacket,’ protecting the educator from accusation that 
patients’ rights have been violated, though the underlying issues bear examination.9 There are 
often (in high-income countries at least) differences in the quality of the healthcare encoun-
ter. For example, patients’ ability to consent to be seen by a student may be influenced by 
their long-standing relationship with a general practitioner – in short, they might for various 
reasons find it hard to say no. The most powerful of these reasons could actually be the long-
standing relationship between doctor and patient, mirrored in other primary care disciplines. 
Where both parties know each other well, over time, it might be that patients feel obliged in 
some way to be party to an education session they might rather not be part of. Familiarity 
might be said to breed consent in a long-standing clinical relationship, but it may also breed 
coercion, unless the educator is careful.10,11 The benefits of a purely educational encounter for 
the patient may relate to the satisfaction of improving the overall quality of local healthcare. 
This may be more evident in a primary care setting where the learners may remain in practice 
and the patients may themselves reap the benefits of a more experienced clinician at a later 
date. For students and itinerant trainees, this benefit may be paid forward – patients benefit 
from others’ generosity in a manner analogous to herd immunity from vaccination. There 
may also be tangible gains such as a financial honorarium or enhanced access to healthcare 
for patients who participate.

Medical students and trainees (and other HCPs in training) learn inter alia about disease by 
obtaining data from patients (taking a history) and then presenting the data back to their teach-
ers. However, as they progress towards independent practice, taking a history should become 
more shaped by the patient’s values and agenda, on the basis that the doctor is there to help 
the patient.12 When medical learners forget this and prioritise the task (history-taking) over the 
broader aims of talking to the patient, this hinders a humane discourse between the student 
or trainee and the patient. The following scenario is adapted from a recent qualitative study in 
ethics education.13



243

The duty to teach

‘Taking a history’ can become an end in itself rather than a means to finding out what is 
ailing the patient. An approach that is too focussed on obtaining the pieces of information that 
the learner considers to be important can fail to elicit what patient’s relevant ideas, concerns 
and expectations are.

Techniques such as filming or otherwise recording consultations can pose consent issues. 
Where the patient views the content of the consultation as uncontroversial, consent may be 
readily forthcoming to use a recording for education and even assessment purposes.

This does not solve the problem of those consultations that are characterised by major emo-
tional content, extreme disagreement or a perceived stigma that is not dissipated.

Problems of positive bias and patient consent are less of an issue – video recording is now 
generally used in the UK for educational purposes and workplace-based assessment only.14 As 
the stakes are lower, the temptation to hide deficiency is less, though not completely absent.

THE DUTY TO TEACH

If, as we also suggest, there may be a duty on behalf of patients to be involved in clinician 
education, then it is appropriate to ask whether a comparative duty exists on behalf of primary 
care clinicians to teach, especially in virtue of the relative historical lack of teaching in these 
environments. In a UK context, clinicians in secondary care are assumed to be capable teachers 
simply by their place of work, though primary care clinicians must professionalise their teach-
ing skills in addition to their clinical skills by the formal attainment of a qualification. This is 
not a universal description but is common enough to suggest that the teaching role is a right 

CASE 1

Nawal, an experienced GP educator, is supervising Joe, a medical student who has just started his 

clinical attachment in general practice. Nawal warns Joe that the next patient has agreed to see a 

student but is suffering with a number of psychological problems. He asks Joe to be sensitive to this. 

Joe has studied a summary of the information that a good psychiatric history requires, and attempts 

to ask a series of questions in the order that they appear on his summary. The patient starts to cry 

and gets up to leave.

CASE 2

Phil, a general practitioner, attends a meeting of the practice partners at the healthcare centre where 

he works.

They are discussing how many medical students they can host – a local, independent psycho-

therapist would like to hire a room in the centre for private practice and this would mean reducing the 

number of students.

They are also concerned about access targets for numbers of appointments set by the local 

healthcare commissioners. GPs in the surgery who are supervising a student or trainee have some 

time set aside in each clinic so that they can teach, answer questions and check what the relevant 

learner has done. It is proposed that these ‘catch-up slots’ are removed. Teaching sessions are 

marked separately in the appointments calendar and patients are asked if they would be happy to 

see a student or a trainee. If patients are not happy to see a student trainee, they are offered an 

appointment at another time. It is proposed that this is inconvenient for patients, so if the patient 

does not wish to participate in training, the student or trainee should be asked to step outside for 

the consultation.
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for those working in a hospital, but a privilege for those in a community clinic. This is odd, and 
without obvious ethical justification.

Followers of the Hippocratic Oath held that all doctors, at least, were under a duty to teach 
their craft to their juniors (those who were the children of their colleagues at least). The duty 
to teach our juniors is a view we can extend to all HCPs in the modern age, and not only those 
who are junior. It is fraught with problems however. Despite the transferable skills between 
clinical practice and teaching, it is by no means clear that all clinicians have the motivation or 
competence to teach, as opposed to practice.15 So, any notional Hippocratic duty to teach is at 
once undermined. Furthermore, as a subset of motivation, the nature of teaching as a moral 
enterprise bears examination; under this header lie the character attributes normally held to be 
virtuous in any teacher – integrity, authenticity and good example.16,17

Generally, the motivation of primary care clinicians to teach is not in question, as much 
research has demonstrated, even in high workload contexts that generally primary care clini-
cians are keen to teach.18

LEARNERS’ ISSUES

Whether or not Omar (above) is any good as a teacher is as much subjective as objective, and 
the assessment of his skills is beyond the scope of this chapter, but if we accord him a duty to 
teach, it is possible he may not do it very well. Phil seems to thrive on teaching, though his 
primary care location is accidental in this example, and may thus enthuse his learners as a 
result. It is even possible Phil will help his learners cope with some of the pressures of clinical 
education, such as assessment overload, poor learner–patient relationships or overwork among 
qualified learners.19,20

Dealing with learners’ issues, described largely, could be said to be part of the teacher’s lot: 
whether they are progression problems, pastoral difficulties or any other variation.21 In primary 
care, by virtue of its distributed nature, it is likely that teachers’ ability to support learners in 
difficulty is more difficult to achieve: there is a less clearly defined faculty, less access to con-
tinuing professional development (CPD) as a teacher and less kudos for teaching. One of the 
largest challenges for any postgraduate learner is dealing with the balance between rendering 
a service to the patient (from whom he or she is learning, by doing this) and keeping a space 
for learning.22 This is a difficult ethical conundrum to resolve. Teachers must arrange suitable 
working weeks that allow learning to take place in a supported manner,23 but graduate them 
to make their learners ready for the realities of clinical working life. It is unlikely that health-
care resourcing will ever allow clinical practice to be undemanding, much as we may wish it 
thus. Whilst there is insufficient space in this chapter to consider fundamental differences of 
values between teachers and learners, many of their sources are covered in this book including 
conscience, intergenerational difference and the distinction between self-care and selfishness.

CASE 3

Two friends, Omar and Phil, are chatting over drink in the pub. Omar is a hospital physician and Phil 

is a GP. Phil is an enthusiastic teacher of young doctors in training – it keeps him on the ball, he feels. 

Omar is irritated at his teaching responsibilities, which his Medical Director requires him to do on top 

of his clinical workload. Omar’s point is that he feels he’s no good at it, dislikes having learners around 

and he’s better occupied looking after his patients in the intensive care unit.
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LEARNING ENVIRONMENTS

A distinctive characteristic of patient care in the community is the distributed nature of its 
organisation. Whilst hospitals are discrete, bounded entities, loosely identifiable within a 
geographical setting and possessing of support services and educational infrastructure, com-
munity care may have little of this. Instead, any given community might have a number of 
venues, purposes and staffs, managerially unrelated. It is not necessarily a coherent faculty 
within which to deliver teaching and learning, and thus requires a higher level of organisation 
to achieve this task.

This distributed network may be of value as it might generate diversity, innovation and 
flexibility of educational approach. In our chapter on teaching ethics, we reflect on the need for 
better interprofessional ethics in response to the diversity and plurality of primary healthcare 
providers and their infrastructures. A moral approach to healthcare education includes an ethi-
cal approach to hierarchy both within and across professions. Notions of equality and diversity 
may be useful in respecting and addressing the concerns of learners, colleagues and patients by 
giving them a voice. The reverse is testimonial injustice, where a group of people are unjustly 
denied a voice because of some aspect of their identity: being junior, an ancillary profession, 
female, etc.

Even the residence of the patient may, conceptually, be considered to be a learning environ-
ment for primary care clinicians; there is no doubt that teaching and learning takes place in 
such a place, and arguably the more challenging the venue, the greater the learning that might 
ensue, though it may be difficult to maintain resource standards. There may also be enhanced 
ethical tensions between education and care – for example, when inexperienced HCPs travel to 
geographical areas of high healthcare need and inadequate provision – a phenomenon seen in 
medical electives in low- and middle-income countries.

More generally of course, the learning environments of primary care are practices, family 
planning clinics, child health centres and much else. They are notable by their variety and situ-
ation in the heart of the communities they serve. They are situated and perhaps even embodied 
in their patients.

CURRICULAR ISSUES

We will espouse the wider meaning of the curriculum here, encompassing as it does the entire 
learner journey from curriculum design to evaluation. Each stage manifests its own ethical 
conundrums.

CASE 4

Bill, a student nurse, accompanies his supervisor, Reena, to a home visit at a long-standing patient’s 

residence. The house is cold, untidy and full of assorted junk collected over many years. The patient, 

Edna, appears happy in this situation. She receives meals via a charity each day, and has little need of 

cooking facilities. Reena observes Bill conducting a full community nursing assessment of Edna and 

her needs. Later they debrief on the assessment. Reena is impressed at Bill’s skills, but wonders if it 

was in fact safe to take a learner to such a venue.
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Fakole is onto something here. Whilst the story above may concern, on its face, the con-
venience of faculty, it is important to recognise that one of the strongest influences on career 
choice is the venue of placements undertaken at a pre-licensing phase of learning. So, it is right 
by inference to place learners in the places of work (and learning) that are needed for the future 
delivery of healthcare. Curricular design of this type can determine not only career choice 
but also professional identity evolution, collaborative practice competences and even support 
diverse clinical care. It matters, and has moral weight.24

When designing a curriculum, or more realistically a syllabus, it is important to ask how the 
content of a clinical course is arrived. Other than the primacy of ethics content, which the pres-
ent authors would argue powerfully for, what else should define content? The greatest influence 
on clinical curricula is that of official regulators, exemplified in the UK by the General Medical 
Council, Nursing and Midwifery Council and other regulators.

Their role is quasi-legal, in that they are invested by government with the power to deter-
mine curriculum and standards of teaching. At an undergraduate level, traditional power and 
influence have favoured basic science and research, at least in medicine. The question might be 
asked as to how is syllabus actually blueprinted against the needs of population and individual 
health. The ‘outcome-based’ education methodologies claim to answer this question, linking 
as they do content and delivery directly to patient care.25 One example of such a curriculum 
design, from the Association of Medical Educators of Europe, summarises neatly the role of the 
physician as doing the right thing, doing the thing right and the right person doing it. Each of 
these qualifiers clearly refers to right in a moral, as well as educational sense.

However, this is not quite as far as one might argue an ethical or even adequate approach 
to curricular design.26 Particularly for primary care, at the point of first access as it is, curricula 
might be said to need designing utterly on the existence of patients’ healthcare needs (those 
which present and those which are hidden by cultural taboos and inverse care laws).27 If a 
healthcare need exists, it needs placing on a curriculum. In a healthcare system of universal 
coverage where social solidarity is held to be of high value, then this aspect is even more jus-
tifiable. It does demand more speed and agility in curricular designers for primary care than 
is currently the case. However, as things are, the curricula that govern teaching and learning 
for the disciplines of primary care are set by colleges and regulators, with only a partial regard 
for the clinical content of primary care.28 This disjunction is awkward as it does not, in the 
end, serve patients’ needs. We might deduce therefore that there is an ethical imperative to 
design a curriculum as closely aligned to patient need in their various clinical environments as 
possible.29–31

In a UK context, there is much variation as to the investment in the education of the vari-
ous disciplines, and historically, medicine has had the greater share. Whether this is fair and 
equitable can be argued about ad nauseam. Suffice to say, in a context where multiprofessional 

CASE 5

At an academic council meeting, Dora and Fakole are discussing community nurse placements for 

their university’s undergraduate nursing programme. They disagree quite heatedly, as Fakole is argu-

ing for a significant expansion in the time devoted to community placements. She believes that the 

university has a duty to expose their students to as wide a variety of placements as possible, and as 

future healthcare will be increasingly shifting out of hospital, their students’ learning must shift too. 

Dora does not want to disturb the status quo, where students in hospital placements can be easily 

supervised and brought back for formal teaching. She also worries about the quality and number of 

supervisors available locally outside hospital.
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learning is held to be a common good, and workforce requirements indicate a broader skill mix 
is needed than hitherto, some readjustment may be necessary.

One example of variation between professions in primary care is in access to clinical supervi-
sion. Traditionally, non-medical disciplines, and psychiatrists, have valued the supervision process 
as part of continuing learning for practice, and time is set aside as part of employment contracts 
to attend supervision groups or similar. Supervision may itself vary in its orientation, for example, 
whether the focus is on assessment of competence and quality of care or on clinician flourishing 
more broadly. Evidently, there is an inequity of access between professions, and there are employ-
ment or service complications founded on the balance between continuing professional develop-
ment (CPD) and service delivery.32 This is particularly an issue in primary and community care 
due to the relative smallness of clinical provider organisations, rendering access to this form of 
CPD more difficult. So the Hippocratic duty to maintain skills is that much harder to obey.

Curricula for primary care, given its undifferentiated and diverse nature, should be orien-
tated at patients’ needs, designed to be flexible and sponsor-reflective practice in all its various 
forms. Such curricula derive their moral strength from the adequacy of the educational process 
involved and the health gain of the population in consequence.33,34

WORKFORCE ISSUES

A broader issue concerns the aims of education for primary care. As is argued elsewhere in this 
book, we believe primary care to be relatively underfunded and undervalued, compared with 
specialist practice. The trend of learners to select specialist practice, or at least to preferentially 
avoid primary care, is well documented.35 There may be many reasons for this: pay rates, pro-
fessional esteem and historical imperatives to name but a few. In any event, if as we believe 
primary care is essential to a well-functioning universal health coverage system, then this has 
obvious implications for the provision of HCPs to staff such a system. It is not only about the 
nature of the curriculum that future primary HCPs can and should pursue, but also about the 
numbers, placements and working relationships that these HCPS should be offered. It is fair to 
say that the science of workforce planning is uncertain at best, but nonetheless, a morally driven 
healthcare system should necessarily aim to engender a workforce that can offer the population 
the best health outcomes it can. Though utilitarian in construction, such an aim can claim to be 
ethical. What follows is how such a laudable end point can be achieved. For example, is it rea-
sonable to leave to a market driven-system, such as obtains in the United States, the commis-
sioning for numbers of doctors and other HCPs needed for universal primary care coverage? 
It may be thought to be rather haphazard to do so, where the alternative is the imprecise art of 
workforce planning based upon assumptions of population need.36 How primary care educa-
tion responds to wider society is imbued with ethical aspects and the above is but one example. 
The discussion of whether education is orientated towards the flourishing of individual learn-
ers, training or adapting a workforce to do a task well, or equipping a workforce to be proactive 
citizens and reconstructing society is a live issue in education broadly.37 Several chapters in this 
book offer insight into these questions in the context of primary healthcare.

CONCLUSION

This chapter has moved from consideration of individual learners to the bigger picture issues 
of population health need, and how clinical education should serve it. Although the welfare of 
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the consumer may not be the main concern of a business trying to sell a product at a profit, the 
welfare of patients is central to good healthcare practice.38 Ultimately, patients are end users 
of the various education streams that underlie HCP development, and it is for this reason that 
healthcare education is a moral enterprise, almost exactly analogous to clinical care in itself. In 
a more obvious manner than in direct clinical care, patients are also ‘means’ to the education of 
HCPs – the personhood of patients must not however be lost in educational settings. We must 
also not forget that both primary healthcare and education are peopled – the moral agency of 
teachers and learners is potentially subject to many external pressures and their personhood 
is also worthy of respect – they too are ‘ends’ as well as ‘means’. As such a robust set of educa-
tor values, preferably defined across the primary care professions is to be welcomed and the 
discourse that leads to it.39
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Evidence-based primary 

care ethics

ROGER NEWHAM AND ANDREW PAPANIKITAS

INTRODUCTION

‘Evidence-based medicine’ is often quoted as ‘the conscientious, explicit and judicious use of the 
current best evidence in making decisions about the medical care of the individual patients’.1 
This has been extrapolated to ‘the conscientious and judicious use of the best evidence rel-
evant to the care and prognosis of the patient to promote better informed and better justified 
ethical decision-making’.2 The two statements can perhaps be essentially read as saying the 
same thing. It seems odd that if one is committed to using the best available evidence in the 
everyday setting, one might not use it in ethically difficult circumstances. Both statements, 
however, seem to imply that where evidence supports a treatment as the ‘best’ available, clini-
cians should favour it, and moreover should not recommend any treatment that the evidence 
does not support. This simplistic approach trades on leaving the notion of evidence somewhat 
vague. For example, should the term ‘evidence’ include both the normative and the empirical, 
or to put it another way, ethical or moral ‘arguments, reasons and values’ and ‘facts’? In this 
chapter, we will discuss what might constitute an evidence base for primary care ethics and 
what might constitute its use for the process of ethical decision-making. We will reflect on the 
forms of evidence that make up ‘ethics’ in practice. We will consider some of the ways in which 
quantitative and qualitative empirical research claims to inform healthcare ethics, two ways of 
‘systematically’ reviewing literature for worthwhile healthcare ethics content and an account 
that combines the normative and the empirical as a single methodological research approach. 
We do not propose to solve the problems of disputed ethical language, modes of reasoning 
and conclusions. However, using a case and examples relevant to primary healthcare, we aim 
to make the reader aware of those disputes, and to foster a critical and reflexive approach to 
healthcare ethics.
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THE FORMS OF EVIDENCE ON WHICH ETHICAL DECISIONS IN 
PRACTICE MIGHT DEPEND

The evidence base which appears to be common in the UK primary healthcare education is 
similar to that which informs undergraduate medical education. We have initially interpreted 
‘evidence’ very broadly here as that on which ethical deliberation and action might depend.

• Philosophies of practice
• Philosophical ethical framework
• Authoritative statements/guidelines/the law
• Empirical work: Surveys, quantitative research, qualitative research, systematic reviews 

of quantitative studies, systematic reviews of qualitative studies
• Religion and culture
• Political ideology
• Stories of how clinical cases were managed, including personal reflective accounts.

Consider which of these you would count as evidence. One divide may be that normative 
(knowledge that informs how we ought to act, or moral values) and the empirical (knowledge 
that tells us what is, or ‘facts’) are different and distinct. Another division may be that within 
the empirical, on the type of research which a ‘fact’ is based and on the quality or rigour of the 
studies. Or, another division for a possible divide between what counts as evidence could be 
between practicality and justification.3 Practicality highlights the need for a focus on actual 
practice such as influencing the behaviour of actual patients (or broader policy concerns), and 
justification highlights their legitimisation.

In her book, Evidence-Based Medicine – A Critical Reader, Ridsdale4 addresses medical eth-
ics in general practice by offering two common scenarios, and applying personal experience, 
communication skills, the law and Beauchamp and Childress’ Four Principles method as made 
popular in the UK by Gillon.5 She acknowledges the major influence of outcomes-based ethics 
and duty-based ethics. If we applied her rationale to a hypothetical question raised by one of 
the author’s urban colleagues, it might look like this:

A 24 year old politics, philosophy and economics student attends your GP clinic. He tells 
you that back home in USA he saw a doctor (speciality unspecified) for concentration 
problems during his first degree. The doctor diagnosed him with attention deficit 
hyperactivity disorder, for which he has since purchased methylphenidate by mail order. 
He would like to be prescribed this medication.

The Ridsdale method invites the reader to ask: How do I ensure good communication? What 
do I know about my legal liabilities? How do I apply beneficence, non-maleficence, autonomy 
and justice to analyse the problem?

Ridsdale focuses on the four principles, but in practice, clinicians may be exposed to an ethi-

cal smorgasbord.

• Medical School: Four principles of autonomy, beneficence, non-maleficence and justice
• Postgraduate education: Virtues (professionalism) and duties (e.g. laws and, professional 

guidelines such as from the General Medical Council in the UK)
• Politically: A contractarian language of rights and obligations
• Evidence-based medicine and healthcare resource allocation as often used: emphasis on 

utilitarian/consequentialist thinking.
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This paints a confusing picture, and different clinicians may favour synthesised principles, one 
or more grand theories or reject all of the above in favour of combinations of narrative, the law 
and common sense.

The list below covers the issues on which BMA members have most frequently sought advice 
from the BMA Ethics Department in 2009–2010:

 1. Under what circumstances can confidential health information be disclosed?
 2. Who can apply for access to a patient’s health records?
 3. What should a doctor do when they have child protection concerns about a patient?
 4. How much information should patients be given in order for consent to treatment to be 

valid?
 5. What should doctors do if they are asked by a terminally ill patient to write a medical 

report to go abroad for assisted dying?
 6. Do patients have the right to see a medical report written about them?
 7. Under the Mental Capacity Act 2005, when is a person judged to lack capacity?
 8. How and when, can a doctor broach the subject of private treatment with NHS patients?
 9. Are general practitioners (GPs) able to register asylum seekers and refused asylum 

seekers?
 10. What is the BMA’s position on organ donation?

This list does not however tell us with certainty which issues are common, but those which 
were the commonest to result in requests for advice to one particular advice service for one 
undifferentiated profession in one country at one point in time. The list appears to be focussed 
mainly on issues with medicolegal ramifications. And yet, these issues or concerns are all per-
tinent to primary care, reflecting the differing and potentially conflicting types of evidence GPs 
and others in primary healthcare may need to be aware of and use in their differing roles. Such 
evidence includes empirical facts, underlying or ‘hidden’ values such as respect for individual 
patient autonomy, public health aspects of primary care and resource allocation involved in 
commissioning.6 The many types of evidence need to be combined with the normative moral 
philosophical analysis.7

EMPIRICAL ETHICS

Empirical ethics may be defined as

… research strategies in ethics that aims to combine the collection and analysis of 
empirical data with moral philosophical analysis. These research strategies are generally 
undertaken to shed light on issues in practical ethics: that is, the endeavour to make 
normative claims about practical situations.8

Sociologists in particular have offered a critique of empirical ethics or bioethics: (where bio-
ethics is understood as being concerned with issues in applied ethics such as practical issues in 
primary healthcare but with philosophical analysis being in some sense primary).9

• Philosophical bioethics lacks a sense of context, as evidenced by unrealistic thought 
experiments and complex jargon.

• Sociologists are better than philosophers at identifying injustice and understanding the 
imperfections of the real world.

• Ethics is just another way in which those who are in power oppress those who are not.10
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For their part, moral philosophers have offered critiques of empirical methods for ethics by 
distinguishing facts from values or for drawing normative conclusions from non-normative 
premises (alone).11 The fact–value distinction is well discussed in medical ethics.12

Thus, both philosophical normative evidence and empirical evidence must be critically con-
sidered when considering evidence-based medicine and its use in evidence-based ethics.

EVIDENCE-BASED MEDICINE AND ETHICS

Traditionally, evidence-based medicine has been taught in terms of a hierarchy of evidence. 
In this hierarchy, systematic reviews [which assess the quality of available randomised and 
controlled trials (RCTs)] and meta-analyses (which combine the data from multiple RCTs) are 
the best kind of evidence being ‘maximally informed and minimally biased’.13 By contrast, case 
reports and personal experience are the lowest form of evidence. If there is a clear population, 
intervention, comparison and outcome (PICO), then an RCT may well be appropriate. Indeed, 
there have been calls for government policy to make more use of PICO and RCTs in testing 
new and existing policies. This may challenge untested political ideology as a source for policy 
if that policy does not work or is shown to cause harm.14 If the ideal of best evidence consists of 
RCTs or other quantitative research methodology, then for the most part, explicit use of values 
and moral values is limited with the ideal perhaps being value-free (at least with regards to 
justification), the focus being on physiological outcomes of or as treatment effects. However, 
the evidence base as empirical research can and perhaps should come from other disciplines, 
for example, from the social sciences of psychology, sociology and anthropology, which (like 
the non-empirical as law, religion and moral philosophy understood as practical ethics) need 
applying to the particular case.

The inclusion of other, non-RCT, types of empirical research as evidence is especially rel-
evant for evidence-based ethics in primary care because patients often present (at least in the 
first instance) with ‘non-specific symptoms that may be related to complex social and psy-
chological factors as well as physical pathology’.15 Such social and psychological factors lead 
to another important ‘outcome’ of medicine or healthcare that of quality of care. Quality may 
include patient satisfaction with treatment or care, leading to patients and those around them 
flourishing more generally; hence, the importance of qualitative methods as evidence, par-
ticularly when patients present to their GP with problems around coping with their conditions 
(ibid.). Primary care disciplines such as general practice (and its worldwide equivalents) involve 
both the science and art in an especially integrated fashion with some claiming anecdote, 
patient stories and personal experience, though classified as ‘lower levels’ of evidence having 
an equally valid contribution to make to decision-making.16

In a sense, the use of RCTs and meta-analysis does have an ethical underpinning when 
thinking about (physical) benefits and harms to patients and the need to avoid bias in deciding 
what these are or the risk of them. However, as mentioned above, perhaps especially in primary 
care, the external validity of such trials may often be problematic. However, there is a growing 
body of literature suggesting that systematic reviews of non-empirical research are required as 
evidence in evidence-based ethics to help GPs and policymakers avoid ethical bias.17,18

McCullough et al. proposed that a systematic review of clinical ethics literature should 
address a PICO like regular systematic reviews. Unlike regular systematic reviews, they should 
end with a moral outcome rather than a physical one. For example, such a question might sound 
like, ‘In university students who claim to have a prior diagnosis of attention-deficit hyper-
activity disorder, is prescription by a general practitioner of drugs which may also be used 
as cognitive enhancers, rather than referral to a psychiatric specialist, ethically justifiable?’ 



255

Empirical ethics

McCullough et al. assigned numerical scores to papers based on the quality of the reasoning 
and each paper’s net conclusion.19

Sofaer and Strech proposed that a systematic review of reasons addresses the empirical 
question of what reasons have been given for the ethical question and has conceptual analysis 
applied post review.20 This might generate a different kind of question. ‘What are the reasons 
for and against the prescription of cognitive-enhancing medications to university students by 
general practitioners?’ They suggest searching multiple types of database and coding (grouping 
under a descriptive heading) the eligible literature in terms of reasons mentioned in passages 
of text and reason types. Reasons that occur in multiple publications are thematically ‘stronger’ 
but this does not necessitate what ought to be done, merely what the more usual reasons con-
sidered in the literature are. Their approach appears in essence to be a form of thematic analysis 
of reasons. They add that a table of characteristics of included publications allows reviewers to 
assess the state of the field and identify gaps. The rationale for such reviews is to make reasons 
available to policymakers and decision-makers and this plausibly will include academics, edu-
cators and practitioners in primary care in order to improve decision-making.

So what amongst the many empirical methods (as well as non-empirical, political or theo-
logical approaches) is to be counted as evidence and why it should be so counted have been 
and remain contested. It has been suggested that until this is clarified, then the very idea of 
evidence-based ethics ought to be put on hold, especially since the evidence in ethics is often 
of a qualitative nature thus compounding problems about quality.21 Others have also claimed 
that evidence-based ethics ought to be put on hold for the reason that it is actually incompat-
ible with a (bio)ethics normative mandate.22 However, two forms of evidence have recently 
offered promise: systematic reviews of reasons and development of a ‘narrow’ account of fully 
integrated empirical ethics.

RECENT EVIDENCE

Empirical disciplines do not explicitly claim to justify how people ought to behave or what 
people ought to do ethically speaking. This is traditionally the province of philosophical ethics 
which seeks justification of the particular practices via authority as binding universally inde-
pendently of any particular standpoint or context, although this account of ethics is often seen 
as contentious in sociological research23 and in some philosophical literature.24–26 If there were 
agreement as to what counts as evidence or ‘best’ evidence for primary care ethics, for which 
there currently is not, a further and related issue is the use that is made of it. How is the philo-
sophical theoretical account of normativity ‘combined’ with the empirical and other types of 
evidence for evidence-based ethics or empirical ethics?

Evidence-based ethics has largely focussed on empirical bioethics, though ‘reason-based 
reviews’ are also developing, in the sense that the evidence is a synthesis of facts that ‘inform’ 
moral decision-making, thus seemingly, leaving the answer quite vague. Empirical evidence 
(and some form of ‘mother wit’ or intelligence) has always informed ethical deliberation, but 
unless the empirical determines the ethical, the problem of the integration between the empiri-
cal and the ethically normative for evidence-based ethics remains.27,28

Two types of strategies seem common. Davies et al. carried out a systematic review of meth-
odologies that used both empirical research and philosophical analysis that aimed at drawing 
normative conclusions, not just descriptions of data to support factual premises or just philo-
sophical analysis regarding moral authority but an ‘integrative’ approach. The results found 
two broad poles, ‘dialogical’ and ‘consultative’. Roughly, the dialogical approach involves get-
ting a shared understanding and normative consensus on a discrete problem. The consultative 
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approach uses an external thinker who analyses the data and then independently develops 
normative conclusions based on theoretical coherence. Others recommend similar approaches 
as ‘pragmatic’, where evidence is thought to be neutral in regards to people’s explicit values 
which, in our multi-cultural and liberal democratic times, seems to afford a way of consensus.29 
A dialogical approach in the case of our example might ask how the ethics of treating students 
with cognitive-enhancing medications emerges from qualitative research involving clinicians 
and patients. A consultative approach might gather relevant qualitative and quantitative data 
and pass them to a philosopher who would produce a reasoned judgement on the ethics of 
treating students with cognitive-enhancing medications.

This still raises three important questions as to the use of evidence in evidence-based (bio)
ethics for normative justification, which are as follows: (1) The justificatory question as to how 
moral justification can be found through coherence or consensus, (2) The analytic process used; 
notably where the priority should lie between the thinker, theory or stakeholders and (3) The 
kind of conclusion that is sought; general or particular.30

The second strategy is more radical than the rest in that it attempts to combine empirical 
findings (‘is’ data) with normative (‘ought’ arguments) as ‘new methodological practices’, rather 
than coherence between two separate research methods.31 Briefly, Dunn et al. claim that the 
empirical research ought to inform normative argument and that the normative arguments 
ought to influence research to shape (for instance) individuals’ attitudes and experiences. This 
is not meant to be the method of wide reflective equilibrium32 or other coherentist accounts 
that are cyclical.33 These, they claim, are problematic as accounts of how such integration is 
achieved in research. Rather, they suggest new strategies aimed to be practically convincing and 
based on similarity to social scientific research for methodological development in empirical eth-
ics (seen as synonymous to evidence-based medical ethics). It is different from social scientific 
methods in its integration of normative philosophical theory. It differs from more contextual-
ised and from pragmatic approaches that call for meta-ethical revision – for example, about the 
importance of general features of agents for moral authority. They call for a new generation of 
ethicists skilled in both empirical and philosophical methods.

CONCLUSION

Primary healthcare offers a rich testing ground for evidence-based ethics, partly because evi-
dence-based medicine is already nuanced in this context – a hierarchy of evidence with an 
RCT at the top does not adequately answer the questions that need answering. Practice in 
primary healthcare is not exclusively technology or even physiology dependent and many deci-
sions and interventions defy statistical analysis. Extrapolating from Sackett’s seminal defini-
tion of evidence-based medicine, evidence-based ethics is the conscientious and judicious use 
of the best evidence concerning the care and prognosis of the individual patient in making 
ethical decisions.34 The key issue is the ethical responsibility of a healthcare professional to 
make use of good ‘evidence’ in ethical decision-making. What is to count as evidence is usu-
ally understood as an empirical matter both quantitative and qualitative, though other sorts of 
‘evidence’ may need to be somehow included. Concerns have arisen as to the quality of such 
evidence, especially of a non-RCT type though the claim that only those things which may 
be counted (such as in an RCT) are ‘true’ has been hotly debated. ‘Empirical’ evidence-based 
ethics seems to imply that it has straddled the divide between the seemingly distinct empirical 
facts and normative philosophical ethics and moral values. Again the literature is characterised 
by debate. Perhaps the best that can be offered in terms of justification and academic consensus 
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in terms of ‘evidence’ is the offering of ‘is’ data and well-curated ‘ought’ arguments, as in Sofaer 
and Strech’s systematic review of reasons. We do not present these questions as unsettled to 
unleash a form of postmodern ethical existentialism but to make some simple points: a reflexive 
practitioner or policymaker may consider how a good decision is made.
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Narrative ethics and 

primary care

JOHN LAUNER

INTRODUCTION

Over the last 50 years, a wide range of academic and practical disciplines have undergone what 
has generally been called a ‘narrative turn’. In its broadest characterisation, one could describe 
this as a move from asking the question ‘what is really going on here?’ to asking ‘what kinds 
of accounts or stories are people telling about it?’. The origins of this intellectual shift lie with 
many different influences, including social constructionism and postmodernism, together with 
gender and cultural studies. Narrative studies or ‘narratology’ has now diversified into many 
different streams, but all are united by the view expressed by philosopher Charles Taylor: ‘We 
understand ourselves inescapably in narrative’,1 and the psychologist Jerome Bruner, who has 
written: ‘To be in a culture is to be bound in a set of connecting stories’.2 Story-telling, accord-
ing to such thinkers, is the way we as humans experience, communicate and indeed create 
ourselves. It is the way we try to influence others and are in turn influenced by them. Such ideas 
are now central in the social sciences and humanities, and have affected almost every area of 
academic study, including medicine and law. (In common with most writers nowadays, I use 
the words ‘narrative’ and ‘story’ interchangeably.)

The narrative turn has had its critics.3 Some have pointed out – with justice – that the term 
‘narrative’ is now used by different writers to describe everything from short spoken utterances 
to so called ‘grand narratives’ like Marxism or neoliberalism. Others have drawn attention to 
the tendency of narrative scholars to place an emphasis on Western middle-class constructions 
in place of culturally diverse ones,4 on long-term instead of episodic experience,5 on good sto-
ries in preference to deceitful or manipulative ones6 and on language at the expense of other 
forms of expression.7 In spite of this, narrative theorists have, by and large, been able to hold on 
to their positions through accommodating to these critiques, and by promoting the strengths of 
their defining stance, rather than trying to defend specific articles of faith.
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NARRATIVE MEDICINE

Narrative ideas entered medicine on both sides of the Atlantic as a result of cross-disciplinary 
dialogue in many different centres.8 Around the turn of this century, an identifiable ‘narrative 
medicine movement’ coalesced around the publication of two influential books. One was a col-
lection of essays published in the United Kingdom, edited by Greenhalgh and Hurwitz.9 The 
other was a monograph by the New York physician Rita Charon.10 These books described, and 
provided further stimulus to, a wide range of educational and research activities around the 
world, involving doctors, health professionals and students.11 This has included:

• Studying literary works, and looking at how these can heighten empathy and 
professionalism

• Studying stories about personal illness, written by historical or contemporary patients, or 
by clinicians who have also been patients

• Encouraging practitioners and students to write stories and poems or keep reflective diaries
• Carrying out research into how patients describe their illnesses when talking to doctors 

or to each other
• Examining the way that doctors talk to each other about their work and how they 

‘construct’ medical knowledge in this way
• Examining the way that patients and clinicians negotiate between their different 

accounts of illness
• Training doctors and other professionals to be more attentive to patients’ stories and to 

collaborate with them in creating more satisfactory ones.

In spite of its protean nature, there are two concepts that appear to distinguish narrative 
medicine and hold it together coherently in all its different forms. One is the way that it claims 
legitimacy for individual stories as a counterpoise to evidence-based medicine, and as an essential 
complement to evidence. The other unifying concern of narrative medicine is with what Rita 
Charon describes as ‘narrative competence’. This encompasses skills for listening and expres-
sion, but most of all for empathic interaction through language. Narrative-based primary care, 
active mainly in the United Kingdom but with adherents in Scandinavia and elsewhere, has 
attempted to impart these skills for general practitioners (GPs) and those working alongside 
them in the community.12 It has also placed an emphasis on the need for professionals to share 
narratives with each other in the context of peer supervision.13

NARRATIVE ETHICS

From the outset, narrative medicine has been as much an ethical enterprise as a clinical and edu-
cational one. In an early book, edited with her colleague Martha Montello, Rita Charon wrote:

Narrative approaches to ethics recognize that the singular case emerges only in the act of 
narrating it and that duties are incurred in the act of hearing it. How the patient tells of 
illness, how the doctor or ethicist represents it in words, who listens as the intern presents at 
rounds, what the audience is being moved to feel or think—all these narrative dimensions of 
health care are of profound and defining importance in ethics and patient care ….14

A more recent volume on narrative ethics has combined the thinking of contemporary bio-
ethicists with essays from some of the earlier pioneers of the narrative medicine movement, 
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including the physician Howard Brody and the sociologist Arthur Frank. In their contribution 
to the book, Brody and his colleague Mark Clark describe how narrative ethics has the capacity 
to bring together moral case reasoning (casuistry), principlism and virtue ethics.

Stories can combine the strengths of all three approaches and do so in especially vivid and 
compelling ways. The cases that casuistry presents us with are already in narrative form. 
We can decide what to do by looking carefully at the ‘facts’ of the case, but we also decide 
what to do by comparing stories with other stories… Finally, stories are a superb vehicle for 
demonstrating to us how the sorts of persons we are determine how we will act in specific 
situations and how specific situations call forth and shape our enduring moral character, 
blurring any useful distinction between ‘situation ethics’ and virtue ethics.15

Similarly, the bioethicist Jodi Halpern writes:

A listener’s power to influence a speaker’s possibilities is at once deeply mysterious and a 
very familiar experience in our daily life. How someone listens to us does not just affirm 
our story after the fact; it builds a scaffold for our thinking and telling, making it possible 
to imagine a wider or more constricted range of options. Yet the ethical implications of the 
role of the listener have not been sufficiently attended to in normative ethics, including 
bioethics. Narrative ethics, with its emphasis on the power of the story for guiding our 
moral lives, has a special responsibility to attend to the interpersonal context in which 
ethically significant narratives emerge.16

All these writers, along with their fellow contributors, regard narrative not as something 
static on a written page, nor recorded once and for all on an audio file, but as an act of ethical 
creativity. Many GPs and primary care professionals will recognise this as something they 
engage in everyday – or certainly aspire to – even though they may have been unaware of the 
intellectual framework that underpins this.

PRIMARY CARE

Practitioners in primary care occasionally deal with some of the headline issues of bioeth-
ics, such as end-of-life decision-making, or the dilemmas associated with assisted reproduc-
tion. More often, primary care is more mundane. In some ways, this makes it ethically more 
challenging for its practitioners, rather than less. Firstly, we are more likely to be conscious of 
the ethical dimension of every moment in our working lives, and know that apparently trivial 
encounters can expose underlying existential questions. Secondly, we may be acutely aware 
of how little guidance we have in order to make the necessary ethical decisions from moment 
to moment, apart from our own moral compass, our generic training in professionalism and 
communication skills, and intuition. Because of this, narrative ethics may be more applicable to 
primary care than anywhere else. Consider, for example, these two alternative versions of the 
same consultation.17

Version A:

Patient: I’ve come about the spots on my face.
Doctor: How long have they been there?
Patient: I’ve had them since I was a teenager. But they’ve really broken out badly in the last 

few months.
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Doctor: Have you tried anything for them?
Patient: I’ve bought a few things at the pharmacist but nothing seems to work.
Doctor: Well, let’s have a look then …

Version B:

Patient: I’ve come about the spots on my face.
Doctor: How long have they been there?
Patient: I’ve had them since I was a teenager. But they’ve really broken out badly in the last 

few months.
Doctor:   you have any idea why?
Patient: I’m not sure. Could it be stress?
Doctor: Why do you ask?
Patient: Well I lost my job about six months ago, and then my boyfriend left me in the sum-

mer and I’ve been pretty low generally and … (starts to cry).

Although the opening of the consultation is the same in both versions, the doctor guides it 
in two entirely different directions. In the first version, the doctor either fails to hear that the 
young woman’s spots have broken out badly ‘in the last few months’, or he studiously chooses 
to ignore it. (I am assuming a male doctor and female patient here for clarity.) The reasons for 
his inattention may be multiple: pressure of time, or perhaps a lack of affection for this patient, 
is among the likeliest. In the second version, the doctor not only hears the cue but also offers 
the patient a chance to extend her story into what is commonly called the ‘lifeworld’.18 Through 
the use of two simple, open questions, each responsive to the patient’s exact words, he has 
offered to take on the role of an active collaborator in helping the patient take her narrative 
where it needs to go. For both the patient and the doctor, what happens from now on will 
be unpredictable, indeterminate and involve risks on both sides. Paradoxically, it is also more 
likely to lead in the end to the best decision about treatment for her spots.

There are many ethical frameworks one might use for understanding this kind of encoun-
ter, including a traditional, ‘principlist’ one,19 conversational ethics20 or virtue ethics.21 These 
different frameworks are neither exclusive nor contradictory. Yet, the framework of  narrative 
ethics offers something unique here. It enables us to view every juncture in a conversation as 
presenting an ethical choice, allowing the clinician either to exert power through imposition of 
a professional model, or to share power by tracking the patient’s story and creating opportuni-
ties for it to progress.

Seeing ethics in terms of narrative-making rather than decision-making has many advan-
tages. Patients can direct professionals towards what matters, and decisions about treatment, if 
needed, can emerge through evolution, rather than being mechanically introduced at the end. 
Patient choice therefore becomes embedded in every moment of the consultation. If narrative 
medical ethics has one defining characteristic, it is that decisions are actively co-constructed 
through conversation, with a conscious wish on the part of the clinician to reach an account of 
matters that has both coherence and practical utility for the patient.

ETHICS AND PRAGMATICS

While primary care professionals deal with the mundane, we deal with far more serious mat-
ters too, where we have to be active listeners in two senses: not simply facilitating good con-
versations, but paying attention to risk and possibly major pathology as well. The following 
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account describes a consultation I held some time ago, although I wrote down an extended 
record of it very soon afterwards.22 It represents an attempt to apply the principles of narrative 
practice and ethics, while also attending to my role as a trained physician. I have altered it in 
many respects, for anonymity.

I was approaching the end of my morning surgery, having already seen fourteen patients, with two 

more to go. I checked my computer screen and saw that the next patient was someone who had just 

registered that morning and had never been seen at the practice before. I went into the waiting room 

and called her in: she was a black woman in her early 40s, somewhat overweight and with a sad and 

distracted expression. She came into the room and told me that she had hurt her bottom the previous 

day. Simultaneously, she took out of her handbag a number of packets and bottles of medications to 

show me what she was currently taking.

I asked her how she had hurt her bottom and she told me that she had fallen. I enquired how this 

happened, and she said that her partner had pushed her. When I questioned her further about this, 

she said they had been arguing in a car, she had got out, but he had followed her and pushed her over 

on the pavement. I asked if this happened a lot and she said yes it did, mainly because of her drinking. 

She had been an alcoholic for some time but was now trying to give up. I asked if she was getting any 

help for her alcohol problem and she said no, but she was a mental patient and had been getting help 

with her mental problems until recently when she moved away into our area.

I asked her to tell me something about her mental problems and she said she got hallucinations, 

hearing and seeing things that were not there. I enquired if she had ever been admitted to hospital 

because of these. She said no but she had been in hospital for a few weeks during the summer for 

another problem. When I questioned her about this, she told me that she had a tumour. I enquired 

where the tumour was, and she said it was in her brain.

At this point I thought that the tumour might be a delusion, so I asked her if she could show me the 

scar. She showed me a fresh but well-healed scar behind her right ear that was entirely consistent with 

recent brain surgery. She then told me that it had been a ‘Meningi-something’, and when I suggested 

the word ‘Meningioma’, she said yes that was it. She told me the name of the consultant she was 

seeing for this. At the same time, I was examining the packets of medication she had laid out on my 

desk, and some of these were anti-epileptic pills. (The other ones were a type of sleeping tablet, and 

beta-blockers which might have been for anxiety, or for raised blood pressure or migraine).

I said to her that it sounded as if her life was very difficult, and I wondered if there was anyone at 

home who was looking after her. She said that her partner did not live with her, but her children were 

at home. I asked her how many children she had and she started to cry, saying that she had had five 

children but only three were alive now. When I asked her how this came about, she told me that her 

first child had died soon after birth, having been born very prematurely. However, her main cause 

of grief was the death of her eldest son from a drug overdose two years previously. I expressed my 

sympathy, and then asked her how old her surviving children were. She explained that they were 15, 

7 and 1 year old, respectively.

I suggested at this point that we should attend to the problem she had originally brought to me, 

namely her painful bottom. I examined her briefly, reassured her that she had only been bruised, and at 

her request prescribed some painkillers that would not interact with her other medication. I suggested 

that she should make a follow-up appointment in a few days with the GP in the practice she would 

be registering with. (I was only working part-time in the practice). I also suggested that I should book 

her in to see the community mental health nurse. She agreed with both suggestions, and I gave her a 

written slip to hand in at the desk to fix this up. The consultation record-keeping and communication 

took, in all, about seventeen minutes.
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Almost every GP and primary care clinician will recognise much that is familiar about this 
consultation. There is the unfolding succession of losses and tragedies that at times beggars 
belief, and yet is only too real. Any one of these might require, from a medical point of view, 
separate attention and analysis that could potentially take up the entire time allotted for this 
consultation, if not more. At the same time, the overall narrative invites a completely different 
stance from the clinician: the ability to bear witness, to remain empathic and to allow the story 
to go in the directions that have personal meaning and weight for the patient. Perhaps the most 
difficult task in primary care is to conduct a complex consultation like this, so that it meets both 
the narrative requirements and what one might call ‘normative’ ones, namely the conventional 
biomedical tasks that clinicians are right expected to perform, and to do so within a realistic 
time frame. Thus, the professional’s task goes far beyond so-called ‘patient-centred’ medicine. 
It means recognising the legitimacy of the patient’s need for self-expression, along with one’s 
own needs to achieve pattern recognition, action and closure.

Primary care practitioners face such dilemmas every day. Narrative ethics, I would sug-
gest, offers a way to manage these. It invites us to abandon the rigid inquiries that prevent 
professionals from hearing patients’ stories with any degree of fullness, and instead to use 
other techniques: tracking language, following feedback, using responsive questions and being 
transparent about the constraints of time and clinical risk. It involves a willingness to recon-
ceptualise the primary care consultation as a therapeutic encounter during which, in however 
limited a way, patients have the opportunity to tell their stories directed by their own preoccu-
pations and evolving sense of self, and applying the conceptual framework of the clinician as a 
secondary rather than primary driver for the conversation. Paradoxically, as both the examples 
in this chapter show, paying attention to the narrative, and according it primacy in the consul-
tation, may in the end lead to a more complete disclosure of what really matters, and hence to 
better technical as well as ethical care.
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Learning from the assessment 

of ethics in UK general practice

DAVID MOLYNEUX

INTRODUCTION

In this chapter, I outline the rationale and methods used in the assessment of ethical practice 
in primary care. This chapter is divided into three parts: In the first part of the chapter, I clarify 
some of the terms used in assessment and describe some problems with ethical assessment in 
primary care.

In the middle part of the chapter, I describe the methods used to assess UK general practitio-
ners (GPs) both as part of their training and when they are independent practitioners. Finally, 
I reflect on the strengths and weaknesses of the ethical assessment of UK GPs and discuss how 
these problems might impact on the training of other primary healthcare professionals.

WHAT IS ASSESSMENT?

Assessment is ‘any process that is used to estimate learning for whatever purpose’. The term is 
derived from the Latin ad sedere – ‘to sit down beside’.1

The UK General Medical Council (GMC) definition described in Tomorrow’s Doctors2 is use-
ful and will be used throughout this chapter:

[Assessment is] … all activity aimed at judging students’ attainment of curriculum 
outcomes, whether for summative purposes (determining progress) or formative purposes.

Assessment can thus be formative or summative. Formative assessment is a type of assess-
ment where the aim is to provide feedback to learners or practitioners to help them to learn (and 
to help teachers to find ways to help learners). Summative assessment, by contrast, is a type of 
assessment that provides evidence of the achievement of learners, by attaching a value or score 
to learning.
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Assessment can also be formal or informal. Formal assessment is that assessment which 
is conducted in a structured or organised way, often in relation to pre-set criteria (criterion-
referencing) or in relationship to other learners (norm-referencing). Informal assessment, by 
contrast is the assessment which occurs in a non-structured or ad hoc way, as part of day-to-
day educational or clinical activity.

Assessment can be knowledge based, skill based or attitude based. Knowledge-based ethical 
assessment measures a learner’s recollection of ethics and law-based facts. This type of assess-
ment can best be achieved using simple recall tests, typically multiple-choice questions (MCQs). 
Ethical skills can be assessed by more complex assessments, such as objective structured clini-
cal examinations (OSCEs) and extended essay questions. Attitudes are very hard to assess – 
they need time and complex interactions between assessor and those being assessed. Ethical 
attitudes can be assessed (albeit partially), for example, by such measures as self- completed 
questionnaires, scenario-based cases, observations of behaviour and oral examinations. The 
generic difficulty in measuring attitudes is particularly important when assessing overall ethi-
cal competency – because of the overriding importance of attitudes in the ethical development 
of students and practitioners. I will come back to this point in the final section.

Another taxonomy that has some similarities to the knowledge/skills/attitude taxonomy is 
Miller’s triangle (pyramid).3 This is shown in the diagram below. The whole triangle represents a 
hierarchy of competences. Each ‘slice’ of the triangle represents a particular competence that can 
be assessed, with the most ‘basic’ competences at the base of the triangle, and more complex com-
petences above the base. The most complex competence is at the apex of the triangle (Figure 30.1).

Each ‘slice’ of Miller’s triangle can be individuated for the particular type of assessment one 
is doing – so if one was doing an ethical assessment, the base layer would be ‘Knows ethically’ 
and the apex layer would be ‘Manages complex ethical dilemmas in practice’. Another impor-
tant consideration is that each layer of the triangle will ‘contain’ layers below it – for example, to 
be able to manage a patient who refuses a life-saving treatment in practice, one would need to 
know the ‘facts’ about consent and treatment refusal (‘Knows’) and be able to demonstrate this 
in a tutorial or examination (‘Shows how’).

It is important to note that though the triangle is a hierarchy of competences, it is also a 
hierarchy of assessment methods. For example, ‘knowledge’ would be typically assessed by 

Does

Shows how

Knows how/understand

Knows/knowledge

Novice

Expert

Figure 30.1 Miller’s pyramid.
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fact-based assessment tools such as MCQs, whereas ‘Shows how’ would need to be assessed 
by some form of practical clinical examination such as an OSCE, and ‘Does’ would have to be 
assessed in day-to-day practice.

There is no equivalent of ‘Attitudes’ in Miller’s pyramid. This is a particular problem in ethi-
cal assessment as the ethical attitude of a learner can remain ‘opaque’ to the assessor.

CURRICULUM LINKAGE

It is important that assessment is linked to the knowledge skills and attitudes that the practi-
tioners are expected to develop. In other words, the assessment should be ‘curriculum-aligned’. 
Until relatively recently, this would be have been difficult to achieve in primary care as there 
was no agreed curriculum available. Over the last decade, the Royal College of GPs (RCGP) has 
developed a widely accepted curriculum which is divided into professional and clinical compo-
nents.4 In addition, there is now a core curriculum for teaching of medical ethics to students.5 
Learning outcomes can be derived from the curriculum, and these learning outcomes can then 
be linked to assessment methods.6

HOW GOOD IS OUR ASSESSMENT?

Because so much hangs on to assessment (see later), it is vital that we know we are doing the 
assessment well. So how can we be sure that our ethical assessment is of a high standard?

Two measures are important – validity and reliability. Assessment can be valid and/or reli-
able (or neither). A valid assessment measures what it sets out to measure. If an assessment 
purports to be measuring (for example) knowledge about GMC guidance, or ethical sensitivity 
or ethical decision-making, then it is valid if it actually measures these things – rather than 
related things or different things altogether. A reliable assessment is one which gives consistent 
and repeatable results when measuring a particular practitioner (intra-personal reliability) or 
group of practitioners (inter-personal reliability).

In addition, assessments should normally focus on a higher rather than a lower level on 
Miller’s pyramid. This will ensure that ethical assessment reflects ethical decision-making in 
real-life situations.

Finally, assessments should be achievable – either in terms of the resources of the assessors 
or the cost of the assessment process.

To summarise, therefore, a perfect assessment tool would:

• Have a high level of validity
• Have a high level of reliability
• Measure ‘high’ competences on Miller’s triangle
• Be realistic and achievable.

WHY ASSESS?

It is important to be clear on the purpose of assessment. Assessment is important for the learner 
or practitioner – it fosters motivation to learn or motivation to develop and hone clinical and 
other skills. Besides motivation, it provides valuable feedback on how a skill or knowledge set 
is progressing. Finally, assessment provides information to teachers and clinical supervisors/
trainers – that the practitioner is progressing in the right way (or not) and, if there are problems, 
what those problems might be. This would be true of all assessment – but end-of-training and 
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fitness-for-practice assessment have the additional role of providing external bodies such as the 
RCGP and the GMC (and ultimately the public) with the evidence that a practitioner is safe and 
capable of independent practice.

TYPES OF ASSESSMENT

Just as there are different aims of assessment and different reasons for assessment, there are 
also different methods of assessment. Below is a reasonably comprehensive list of assessment 
measures. Interestingly, not all these methods are used for the assessment of GPs, and even 
fewer of these methods are used for the ethical assessment of GPs.

Type of assessment Used in the assessment of GP ethical competence?

Multiple-choice questions Yes

Essay questions No (used in past)

Oral examinations No (used in past)

Audit Yes

Reflective log Yes

Significant event analysis Yes

Consultation review No (used in past)

Patient satisfaction questionnaire Yes

Colleague feedback Yes

Practical clinical examination Yes

Video submission Yes

Dissertation/thesis No

Course work No

ASSESSMENT IN THE PRIMARY CARE SETTING – WHAT 
ACTUALLY HAPPENS?

Having outlined some theoretical and definitional principles of assessment, I will now discuss 
what actually is done in practice. This description relates to assessment of GPs – but many of 
these assessments apply to other practitioners too, and I discuss generic features of primary 
care assessment in Section 3.

Assessment for primary care physicians can be divided into three phases:

 1. Assessment before a primary care career
 2. Assessment at entry into primary care career
 3. Assessment after qualifying as a primary care physician.

The first phase will be discussed for completeness, but only briefly.

ASSESSMENT BEFORE ENTRY

An increasing number of assessments occur prior to the embarking on a career in primary care. 
These include:

• University finals
• Selection centre MCQ
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• Selection centre situational judgement test
• Selection centre clinical examination
• Selection centre written paper
• Subspeciality exams such as Diploma of the Royal College of Obstetricians and 

Gynaecologists.

ASSESSMENT AT THE PROCESS OF ENTRY INTO A PRIMARY 
CARE CAREER

When I became a GP (some 30 years ago), assessment was minimal – one had to complete 
four junior hospital doctor posts and then 1 year in a supervised (training) practice. No exams 
or formal assessments were required, though keen GPs could attempt the Membership of the 
RCGPs (MRCGP) examination which was at that time entirely optional. (This consisted of an 
MCQ exam, a written paper and two oral examinations, one of which was on a submission of 
cases seen in primary care.)

Subsequently, assessment became much more rigorous, evolving via the process of summa-
tive assessment (video consultation submission + audit submission) into a compulsory MRCGP 
examination, which has become the licensing examination for entry to the profession.

Currently, assessment within GP training has three components:

• The applied knowledge test (AKT)
• The clinical skills assessment (CSA)
• Workplace-based assessment (WPBA).

THE APPLIED KNOWLEDGE TEST (AKT)

This is a computer-based multiple-choice assessment based on (and linked to) the GP curricu-
lum. The great majority of this examination (80%) is clinical in nature – but 10% of the exam 
deals with critical appraisal and 10% deals with practice management. Within the practice 
management section, there is a section on medical ethics. Assuming that ethics-based ques-
tions are one in five of the practice management section (this is probably an over estimate), then 
this means that knowledge-based assessment of medical ethics is very minimal. Perhaps this 
is not a bad thing – arguably, the AKT-type question format is a poor way of assessing ethical 
competence, and in any case, fact-based assessment such as the AKT will only assess the lower 
areas of Miller’s pyramid, such as ‘Knows’ or possibly ‘Knows How’.

The AKT assessment group of the RCGP has produced a useful AKT content guide which 
lists the subjects that will be tested in the AKT.7 For ethical topics, these are:

• Beginning of life issues including termination, adoptions surrogacy and antenatal 
diagnosis

• Capacity (includes power for attorney and Advanced decision to refuse treatment)
• Chaperones
• Children
• Consent and dissent
• End-of-life care
• Ethics of genetic testing
• Medical management and working with colleagues
• Probity (e.g. gifts, conflict of interests, financial, payment by results)
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• Raising and acting on concerns
• Referral to other healthcare practitioners including self-referral
• Research ethics
• Safeguarding (includes children, elderly and those vulnerable to domestic violence)
• Welfare of practitioners.

Most of the questions in the AKT examination are single best answer (SBA) questions, but 
the following types of questions are also present, though in lesser numbers.

• SBA
• Extended matching questions
• Table/algorithm
• Picture/video format
• Drag and drop
• Data interpretation
• Free text
• Rank ordering

A typical question might be:

Consent for disclosure of medical information

Which two of the following statements are the most appropriate considerations when providing infor-

mation to third parties such as insurers? Select two options only:

 A. Disclose all information written in the medical record
 B. Do not disclose the content of the report to your patient
 C. Ensure the patient has sufficient information about the likely consequences of 

disclosure
 D. Relevant information can be withheld under certain circumstances
 E. Use the pro-forma provided by the third party
 F. Patient consent can be automatically assumed by receipt of the insurer’s request

(Answer C and D)

Strengths and weaknesses of the AKT assessment method

The AKT exam is reliable and repeatable, provided the questions are written to avoid ambigu-
ity and there is truly only one correct answer per question. The test is computer marked and 
very cheap to run. And, in terms of validity, the test performs well on most statistical measures 
of validity – it really does measure knowledge and this includes ethical knowledge. However, 
the test operates at the very lowest level of Miller’s pyramid, and is inappropriate for assessing 
more complex skills. Importantly, because of the range of material to be examined, the amount 
of specifically ethical material is minimal and at best it can only cover a tiny fraction of any ethi-
cal curriculum.

THE CLINICAL SKILLS ASSESSMENT (CSA)

The clinical skills examination is a practical test of consultations skills. The candidate attends 
a national assessment centre and is assessed on his/her management of 13 carefully written 
cases where the patient is played by a trained role player. Each candidate is therefore assessed 
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by 13 different assessors. Each ‘consultation’ lasts for 10 minutes with a 2 minute gap between 
cases. Each case is marked in three domains:

Data collection (the ability to take a clear history of a presenting problem from the role player)
Clinical management (the ability to correctly diagnose and manage the patient’s problem with a 

safe and up-to-date management plan)
Interpersonal skills (the ability to develop a rapport with the patient, show empathy, assess the 

reason for attendance and involve the patient in the diagnostic process and management plan)

The cases are all linked to the GP curriculum, and there is a rigorous procedure to make sure 
that the assessment ‘samples’ a wide range of the curriculum.

Ethical competence can be assessed in these cases in two main ways (though there is an 
overlap between the two sorts of methods).

Firstly, there are specific ‘ethics’ cases where the key issue in the case is an ethical issue, 
and the assessment process focuses on the way the candidate deals with this specific issue. 
Examples of these sorts of cases might be:

• A relative ringing for information from their doctor (ethical issue – confidentiality)
• A patient who refuses treatment (ethical issue – treatment without consent)
• A patient with a learning disability (ethical issues – assessing capacity, treatment with respect)
• A patient at the end of their life (ethical issues – end-of-life care, refusal of treatment, 

assisted suicide)
• A patient with a new diagnosis of an illness with a very poor prognosis (ethical issue – 

truth telling)
• A patient who demands a particularly expensive treatment when cheaper alternatives are 

available (ethical issues – rationing and dealing with patient demands).

Secondly, there are ethical components to most clinical cases, even when the nub of the case 
is not obviously ethical. Such ethical components might include:

• Empathy
• Respect for persons
• Obtaining consent to examine patients
• Ethics of requesting (or not) a chaperone.

Such an assessment measures attributes at a higher level than the AKT – typically at the 
Miller’s pyramid level of ‘Shows how’ (though as this is an examination, this would not reach 
the level of ‘Does’). The assessment is done by experienced GPs (whose reliability is regularly 
scrutinised) and the ethical content is explicit and reflected in the marking scheme.

Strengths and weaknesses of the CSA assessment method

The CSA exam is reasonably reliable (though not as much so as the AKT exam). Reliability 
is enhanced by careful training of examiners and role players, with frequent calibration 
of examiners and ‘rehearsal’ of the case with role players each day before the exam starts. 
Each candidate is assessed by 13 different examiners, thus reducing bias due to naturally 
occurring variation in the severity of examiner marking styles. The cases are carefully writ-
ten and ‘road tested’ and they do seem to assess the ability to manage real-life practi-
cal problems associated with ethical challenges and dilemmas, and in terms of Miller’s 
pyramid, assessment seems to genuinely be at the level of ‘Shows how’. The assessment is 
however expensive to run and is intensive on time – 13 examiners and role players, and lots 
of administrative support are needed to examine 13 candidates, and the examination takes 
just over 3 hours to run.
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WORKPLACE-BASED ASSESSMENT

The UK general practice trainees are assessed throughout their training – the so called ‘work-
place-based assessment’. This ‘on-the-job’ assessment assesses at the pinnacle of Miller’s pyra-
mid at the level of ‘Does’. Over the 3 years of GP training, the trainee is assigned an educational 
supervisor who meets the learner a minimum of twice a year for an educational review. There 
is also a clinical supervisor (trainer) who works in the same environment as the learner and 
reviews the work of the trainee regularly. (Usually, the educational supervisor and the clinical 
supervisor for the time spent in primary care are the same person).

Over the period of training, there are a number of practical assessments done by the clinical 
supervisor or the educational supervisor. These are listed in the table below.

Type of assessment Description

Consultation observation tool (COT) Assessor watches consultation either directly or on video 

and assesses the consultation according to explicit criteria.

Case-based discussion (CbD) Assessor discusses a case brought by the learner and 

assesses according to explicit criteria.

Self-assessment of learning by trainee Learner assesses his learning in 13 clinical areas.

Analysis of trainee’s self-assessment 

of learning by educational supervisor

Educational supervisor reviews and assesses trainee’s 

self-assessment of learning.

Out-of-hours review Educational supervisor reviews learner’s reflection on 

out-of-hours work.

Clinical review Clinical supervisor reviews a period of clinical activity.

As well as formal assessments done by supervisors, there are also assessable entries about edu-
cational events made by the trainee. These are called ‘Naturally occurring evidence’, and include:

• Tutorials
• Patient encounters
• Professional conversations
• Out-of-hours sessions
• Trainee-initiated learning such as books, articles, e-learning, etc.

All this information is recorded electronically on an e-portfolio.
Such assessments may or may not be about ethical issues. A skilled trainer will make sure 

that ethical issues are covered in the CbDs and the COTs but an unskilled trainer may not do 
this, and a trainee who wants to avoid considering his ethical performance might be able to 
complete this assessment without ethical reflection.

In a section of the e-portfolio called naturally occurring evidence, the trainee will need to be 
able to discuss and share information entered on to the portfolio. This is an effective resource 
for reflecting on ethical issues but some trainees may be able to avoid discussing ethics if they 
wish to – as before, a good trainer will be able to identify and discuss the ethical issues raised 
by the evidence in the portfolio.

The final sign-off of the trainee involves an assessment of 13 areas – one of which is 
‘Maintaining an ethical approach’. This area of assessment does force both trainee and trainer 
to consider and assess ethical competence (the trainee can only complete training if all of the 
13 areas is graded at ‘Competent’ or above) – but the assessment may be only based on a few 
cases, selected by the trainee.
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This classifies overall ability in the general practice workplace into one of four standards – insuf-

ficient evidence – needs further development – competent – excellent. Insufficient evidence is unhelpful 
and worrying as it suggests that over the assessment period, there is no evidence available that 
will allow a meaningful discussion of ethical competence. The word pictures for the remaining 
three assessment conclusions (listed below) are brief and possibly too vague to be very helpful.

Needs further development Competent Excellent

Awareness of the professional 

codes of practice as 

described in the GMC 

document ‘Good medical 

practice’.

Demonstrates the application of 

‘Good medical practice’ in their 

own clinical practice.

Reflects on how their values, 

attitudes and ethics might 

influence professional behaviour.

Anticipates the potential for 

conflicts of interests and 

takes appropriate action to 

avoid these.

Understands the need to treat 

everyone with respect for 

their beliefs, preferences, 

dignity and rights.

Demonstrates equality, fairness 

and respect in their day-to-day 

practice.

Anticipates situations where 

indirect discriminations 

might occur.

Awareness of current legislation 

as it applies to clinical work 

and practice management.

Recognises that people are 

different and does not 

discriminate against them 

because of those differences.

Values and appreciates different 

cultures and personal 

attributes both in patients and 

colleagues.

Actively supports diversity 

and harnesses differences 

between people for the 

benefit of the organisation 

and patients alike.

Understands that good 

medical practice requires 

reference to ethical principles.

Reflects on and discusses moral 

dilemmas encountered during 

the course of their work.

Able to analyse ethical issues 

with reference to specific 

ethical theory.

Strengths and weaknesses of the WPBA assessment method

The advantage of the assessment is that it assesses at the level of ‘does’ – at the very top of Miller’s 
pyramid. The assessment is time-consuming for both trainee and trainer, but these time and 
financial costs are absorbed into the overall cost for the training programme. Unfortunately, the 
reliability of this method of assessment is poor. There is a large degree of inter-assessor variation – 
some trainers are ‘hawks’ and some are ‘doves’, and unlike in the CSA, there is no mechanism for 
calibration of assessors. Many trainers naturally develop friendship with their trainee and this can 
cause their assessment to be biased and unrepresentative of the true ability of the trainee. Validity 
is also a problem – because the assessment of ethical ability hinges on the self-reported identifica-
tion and review of perhaps only two or three cases, then the assessment tool may not be measuring 
what it aims to measure – the ability of trainee GPs to cope with day-to-day ethical cases.

ASSESSMENT WHILST THE GP IS AN 
INDEPENDENT PRACTITIONER

Once the GP trainee has become accredited as fit for independent practice, the amount of ethi-
cal assessment that the new GP undergoes can often decrease and become much more variable 
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in quality. The only compulsory and formal ethical assessment is the requirement of all doctors 
on the ‘performers list’ to undergo annual appraisal and 5-yearly revalidation. However, there 
may be some informal ethical education and assessment which occur in parallel with the formal 
process of appraisal/revalidation. I will discuss the appraisal/revalidation process below and 
then review informal methods of assessment.

In order to continue in independent practice, British GPs must demonstrate that they are 
up to date and fit to practice. This is achieved by means of the revalidation process, which 
consists of a yearly appraisal meeting combined with a 5-yearly (paper-based) external 
review.8 Over the 5-year period, the GP must demonstrate continuing education with formal 
requirements for professional development, audit, significant event analysis, patient feed-
back and colleague feedback. There is also a need to demonstrate a range of educational and 
reflective activities and, importantly, there must be reference and linkage to GMC guidance. 
In addition, there is a specific requirement to make a declaration about probity and honesty.

The process is poorly designed to assess ethical competence. It is easily possible to com-
plete the appraisal process with minimal or no reference to ethical understanding or compe-
tence. The appraisal process attempts to assess whether continuing learning and reflection 
about performance and learning are occurring, but (apart from the probity statement above) 
there is no systematic evaluation of any ethical knowledge, skills or competence. Of course, 
if a practitioner is really determined to talk about ethics in his or her appraisal, it is possible 
to do so, but the lack of rigour and consistency in the appraisal process is an opportunity 
missed.

In addition, there may also be a life-long, background, process of informal, non-structured, 
ethical feedback and assessment which offsets the lack of formal ethical review. Unfortunately, 
this feedback process is dependent on the willingness of the practitioner to listen, and so can 
vary in impact from life-changing to unnoticed. It certainly lacks reliability and repeatability, 
though it may be surprisingly valid. It is probably the main way that practitioners learn and 
develop ethically and have their performance assessed.

This type of ethical ‘assessment’ may include the following components:

• Listening to patients reflecting on how a consultation has proceeded – either directly or 
via the medium of the receptionist or practice nurse

• Discussing difficult ethical cases with colleagues and testing whether your ethical take 
on the case matches the opinion of your colleagues

• Responding to complaints about consultations that did not go well or had unexpectedly 
bad outcomes (or, occasionally, had good outcomes!)

• Listening to feedback, requested and unrequested, from colleagues about your ethical 
performance

• Responding to trainees who are sitting in with you who ask difficult and probing 
questions about your last consultation (‘Why did you do that.....?’).

CONCLUSION

There is little controversy about the importance of ethics content and ethics understand-
ing in primary care, and this is reflected in the inclusion of ethics content in the general 
practice curriculum and in most consensus documents about education in general practice. 
Experienced practitioners all attest to the richness of ethical content in primary care. The 
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centrality of ethics content in clinical practice is true not just for GPs, but also for all practi-
tioners within primary care.

There is less consensus, however, about the effectiveness of assessment of ethics com-
petences and capabilities. Assessment of ethical knowledge is certainly possible and seems 
to possess validity and reliability. However, sadly, this misses much of what is important 
in primary care ethics. Unfortunately, attempts to assess higher levels of ethical compe-
tence are not satisfactory; they either lack validity or reliability (or both) or are swamped 
in the learner’s or practitioner’s mind by the huge amount of other material that has to be 
assimilated. The hardest assessment task of all seems to be the attempt to assess ethical 
attitudes9 – the very thing that matters the most in primary care ethical assessment. Not 
only are the methods to assess ethical attitudes at a basic stage, but also there seems to 
be a paradox that it is impossible to achieve both reliability and validity – achieve one and 
you lose the other. And the underlying message seems to be that assessment is not a quick 
fix – it takes time and effort and will undoubtedly be demanding of resources. However, 
it matters – not just for GPs, but all members of the primary care team. Ethical education 
and assessment need to be made central (and given protected time and space) within any 
primary care curriculum.
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Try this at home: Values-based 

practice and clinical care

BILL (KWM) FULFORD AND ED PEILE

Values-based practice is a decision support tool that as its name suggests is a partner to 
 evidence-based practice. Evidence-based practice provides a process that supports clinical 
decision-making where complex and conflicting evidence is in play. Values-based practice pro-
vides a counterpart process that supports clinical decision-making where complex and conflict-
ing values are in play.

The processes involved are different, of course. Where evidence-based practice relies on 
meta-analyses and other technical process elements, values-based practice relies primarily on 
learnable clinical skills. However, we need both. We need evidence-based practice to engage 
effectively with the science on which clinical interventions are based. We need values-based 
practice to link the science with the diverse values (including needs, wishes, concerns, beliefs 
and preferences) of individual patients and families.

In this chapter, we introduce values-based practice by way of two brief exercises that you 
may like to try for yourself. Being based on learnable clinical skills, values-based practice is 
better understood by ‘doing than saying’. We then give a brief outline of values-based practice, 
illustrating, with two contrasting case histories, its importance in clinical care. We start with 
what may seem an obvious question, ‘what are values?’.

EXERCISE 1: WHAT ARE VALUES?

This exercise comes in two parts:

 1. Write down three words (or very short phrases) that mean ‘values’ to you.
 2. Then ask someone else to try the same thing and compare what you have both written.

Note: It is important to actually write down your own three words – don’t just think of them 
‘in your head’.

You are likely to find that everyone comes up with a different triplet of words. In values-
based training, we usually do this as a group exercise. There are some overlaps but the range of 
words people come up with is remarkable. Figure 31.1 gives an illustrative list.
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This exercise tells us two key things about values. 
Firstly, it highlights the diversity of meanings of the 
everyday term ‘values’. This is important clinically. 
Values in clinical contexts are widely taken to mean 
‘ethics’ or perhaps ‘corporate’ values (like the NHS 
core values on posters in clinical reception rooms).1 But 
as Figure 31.1 shows, values are far wider than this.

A helpful way to sum up what values mean for 
clinical purposes is as anything that matters. In clinical 
decision-making, we have to find out what matters to 
our patients (we return to this below). Being aware of 
what matters to us (our own values) is a vital part of 
doing this effectively. What matters to managers and 
policymakers (resources) is also important in setting the context for clinical care. So, everyone’s 
values matter in one way or another in clinical care. And of course, what matters varies from 
group to group and from individual to individual.

So the clinical context is one in which values are complex. Hence, it is not surprising that 
values in this context often come into conflict. This is why we need values-based as well as 
evidence-based practices. Values in healthcare are complex and conflicting. Values-based prac-
tice supports clinical decision-making where complex and conflicting values are in play.

The second thing we can learn from this exercise is that for all their diversity, values are 
not random. You can see this by asking yourself whether you disagree with the words other 
people come up with or with any of the words in Figure 31.1. What we usually find is that even 
though other people come up with quite different words, we readily agree one with another 
that all our words do indeed have something to do with values. If you came up with, say, 
‘principles’, ‘needs’ and ‘wishes’, you might nonetheless agree that ‘preferences’, ‘hopes’ and 
other words in Figure 31.1 are also relevant.

As we get to grip with values, we realise that they are certainly more complex and conflict-
ing than we generally recognise, and the need for systematic ‘values-based practice’ to support 
clinical decision-making becomes more apparent. There is another important rationale. As the 
following exercise demonstrates, we are all prone to making assumptions about values, which 
might be shorthanded as, ’Surely most people think like I do’. A ‘surely’ thought should act as a 
warning to us that an assumption is being made, and assumptions about values are the enemy 
of values-based practice.

EXERCISE 2: IT’S YOUR DECISION

The idea of this second exercise is to imagine what you would do if given a forced choice 
between two competing treatments for an otherwise fatal disease. As you read the following 
scenario, try to avoid thinking about it in the abstract. Don’t think about what people in general 
would choose or what the ‘right’ answer would be. Ask yourself, ‘given me as I am now, at my 
age and in my life circumstances, what would I choose?’.

Here is the choice:
Imagine you have developed early symptoms of a potentially fatal disease. NICE2 has 

approved two possible treatments:

• Treatment A – gives you a guaranteed period of remission but no cure.
• Treatment B – gives you a 50:50 chance of ‘kill or cure’.

•       Principles

•      Needs

•      Wishes

•      Preferences

•      Hopes

•      Ambitions

•      Concerns

•      Virtues, etc.

Figure 31.1 What values mean to me.



281

An outline of values-based practice

  It’s your decision – how long a period of remission would you want from Treatment A to 
choose that treatment rather than go for the 50:50 ‘kill or cure’ from Treatment B?

As with our first exercise, it is important to write down your own period of remission – the 
period you would want to choose Treatment A over the 50:50 kill or cure Treatment B – rather 
than just thinking about it. You may not find this easy. Some people decide that whatever 
period A offered, they would ‘want it over with’ and go for Treatment B straight off. But look at 
Figure 31.2 and write down your own minimum period, whatever it is.

In a group exercise, people write down a great range of periods when faced with this scenario. 
Often, people sitting next to each other and who know each other really well come up with very 
different answers. They may be very surprised by this. You may be surprised that other people 
give very different answers from yours. However, when we think about why people come up with 
such different answers, we see that this is because different things matter to them: one person, 
say, may choose 20 years minimum because he or she has a young family and want enough time 
to see them safely grown up; another may choose only a year because the person is finishing a 
research project that he or she feels passionate about and that will take this time to complete. In 
other words, everyone brings different personal values to this difficult choice.

This second exercise reinforces the message about diversity of individual values – people 
choose different periods because there are different things that matter to them. However, the 
exercise also brings out the vital link between values and evidence. The evidence base in this 
imaginary scenario is the same for everyone. Yet, people make very different choices because 
their values are very different. This is why as we noted at the start of this chapter, we need val-
ues-based practice to link science, represented here by the evidence base of decision-making, 
with the unique values of individual patients and families.

AN OUTLINE OF VALUES-BASED PRACTICE

The overall process of values-based practice is shown diagrammatically in Figure 31.3. As 
this indicates, the core of values-based practice is 10 process elements covering clinical skills, 

One option would have been to take my chance.  A toss of a coin here
and now offers me the chance of living well for the rest of my normal
lifespan but if the coin comes down the wrong way I would die now.

The question for me is:

How long would my GUARANTEED survival have to be for me to
choose this alternative option over the 50/50 life/death chance
option?

Days? Weeks? Months? Years?

Figure 31.2 Choosing treatment A or B.



282

Try this at home

relationships, links with evidence-based practice and a particular take on partnership in 
 decision-making. Building on a premise of mutual respect, these elements together support 
balanced decision-making within frameworks of shared values. Further details of these ele-
ments are summarised in Table 31.1.

The starting point for values-based practice is the first clinical skill listed in the table, raising 
awareness of values and of differences of values. The exercises above are aimed at developing 
this skill. Other awareness-raising exercises are given in the resources indicated in the Further 
Reading at the end of this chapter.

Besides awareness, reasoning about values, knowledge of values and communication skills 
are also important. Values-based practice indeed as we put it elsewhere is ‘nothing without 
communication skills’.3 As with so many clinical skills, the relationship here is two-way. 
Communication skills (especially for eliciting values and of conflict resolution) are important in 
values-based practice. However, values-based practice also brings in content to communication 
skills. It reminds us in particular to explore strengths as well as needs and difficulties. Values-
based practice thus enriches the familiar ICE (ideas, concerns and expectations) to ICEStAR 
(adding strengths, aspirations and resources).

The clinical skills for values-based practice are most effectively deployed not by individu-
als working on their own but within clinical teams. The ‘extended’ multidisciplinary team of 
values- based practice brings in a range of diverse values as well as knowledge and skills to 
clinical care. This range of diverse values in turn is the basis of the values-based concept of per-
son-values-centred care – care that starts from and builds on the actual rather than imagined 
values of the individual patient or family concerned. We return to the importance of person-
values-centred care below.

All too often, values are thought to be somehow a counterbalance to the demands of evi-
dence. They are not. They are fully complementary to evidence-based practice and equally 
essential to clinical decision-making. This is what the three linking principles shown in the 
table are about. They remind us in different ways always to keep both values and evidence in 
our clinical sights. David Sackett, writing in his role as the founder Director of Oxford’s Centre 
for Evidence-based Medicine, defined evidence-based medicine originally as combining best 
research evidence with clinical experience and values.4

To understand how balanced decisions on individual cases can be made within frameworks 
of shared values, we need to consider the concept of dissensus. With consensus, one or more 
perspectives are given up in favour of a shared view. Consensus is important in the processes 

Ten key process elements

•     4 clinical skills
•     2 aspects of clinical
       relationships
•     3 principles linking VBP and
      EBP
•     Partnership in decision-
      making 

Together these
support Balanced dissensual

decisions made within
frameworks of shared
values

Premise of mutual respect for differences of values

Figure 31.3 A diagram of value-based practice.
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of evidence-based medicine. We all try to reach agreement on the direction in which the best 
available evidence points. However, the balanced decisions that are the outputs of values-
based practice are made by dissensus. In dissensual decision-making, shared framework values 
instead of being given up one in favour of another, all remain in play to be balanced sometimes 
one way and sometimes in other ways, according to the circumstances of each individual case 
(see Figure 31.3).

WHY BOTHER?

Faced with remorselessly growing pressures on healthcare budgets and demands for ‘through put’, 
it is natural to ask ‘why bother?’ There is hardly time enough it seems to hear from our patients 
what’s the matter with them. How can we go the extra mile to find out what matters to them?

Two stories illustrate how values-based practice can help us to work smarter not harder. 
Both stories are based on real events. The first is from clinical practice with biographical 
details changed. The second is from a recent Supreme Court case that as we describe has 
shifted the basis of consent in clinical decision-making decisively towards person-values-
centred care.

Table 31.1 The elements of values-based practice

Values-based practice Brief definition

Premise of mutual respect Mutual respect for differences of values

Skills – awareness Awareness of values and of differences of values

Skills – knowledge Knowledge retrieval and its limitations

Skills – reasoning Used to explore the values in play rather than to ‘solve’ 

dilemmas

Skills – communication Especially for eliciting values and for conflict resolution

Person-values-centred care Care centred on the actual rather than assumed values of the 

patient

Extended MDT MDT role extended to include a range and for value perspectives 

as well as of knowledge and skills

Two feet principle All decisions are based on the two feet of values and evidence 

Squeaky wheel principle We notice values when they cause difficulties (like the squeaky 

wheel) but (like the wheel that doesn’t squeak) they are always 

there and operative

Science-driven principle Advances in medical science drive the need for VBP (as well as 

EBP) because they open up choices and with choices go values

Partnership Decisions in VBP (although informed by clinical guidelines and 

other sources) are made by those directly concerned working 

together in partnership

Frameworks of shared values Values shared by those in a given decision-making context (e.g. 

a GP practice) and within which balanced decisions can be 

made on individual cases

Balanced dissensual decisions Decisions in which the values in question remain in play, to be 

balanced sometimes in one way and sometimes in other ways 

according to the circumstances of a given case

Note: EBP, evidence-based practice; MDT, multidisciplinary team; VBP, value-based practice.
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KNEE-BENDS

A patient with a painful arthritic knee was referred to an orthopaedic surgeon for assessment 
for knee replacement. After the usual work-up, the surgeon made her sit down and told her he 
was pleased to say he could give her a prosthetic knee joint; the operation could be done in a 
month or two; she would need a period of physiotherapy but 18 months from now if all went 
well she would be pain-free.

As she got up to leave, she thanked the surgeon saying ‘I’m so pleased, doctor, I’ll be able to 
get back to my garden’. ‘Well, tell me a bit more about that’, the surgeon replied, inviting her to 
sit down again. The patient explained that it was not the pain in her knee that she was worried 
about. It was indeed painful but she could put up with that. What really mattered to her was 
that she had lost mobility to the point that she could no longer do her gardening.

The surgeon explained that while an artificial joint would in all probability give her a pain-
free knee, the prostheses available offered only limited mobility. She would be no more mobile, 
and possibly less so, post-operation. The end result was that the patient opted for conservative 
management. Eighteen months later, she still had a painful knee but her mobility was restored 
to the point that she was happily back to gardening.

What matters to most people with painful arthritic knees is to get rid of the pain. It was 
natural therefore that those concerned in this patient’s care had assumed that this was what 
mattered to her. However, this was not what mattered to her. And finding out what really mat-
tered to her was a win-win for everyone. She got the treatment she needed. The surgeon had 
a satisfied patient. The health service budget was saved several tens of thousands of pounds in 
misdirected interventions.

Our second story carries the opposite message – neglecting what matters is a win for no one.

THE MONTGOMERY CASE

In 2013, a young woman with diabetes, Mrs. Nadine Montgomery, was delivered vaginally of a 
baby son. Sadly, the baby was born with severe disabilities arising from shoulder dystocia. This 
is a recognised risk for mothers with diabetes, but Mrs. Montgomery had not been offered the 
option of a caesarian section and decided to sue her health authority in damages.

The case ended up in the UK Supreme Court. The defence was that the gynaecologist had 
followed the practice of a body of her responsible peers in not warning Mrs. Montgomery of the 
risks of vaginal birth where she (the gynaecologist) considered these to be less than the risks of 
a caesarian section. This was in line with the ‘prudent clinician’ principle of consent on which 
until then clinicians had been able to rely on.5 The court, however, drawing on a range of both 
legal precedents and evidence of contemporary standards of good practice, decided in favour 
of Mrs. Montgomery.6

The judgment is long but clinically nuanced. Its effect is to replace the ‘prudent clinician’ 
of the Bolam principle with an ‘informed patient’ principle of consent. The details though of 
how the patient becomes informed are all important. Informing the patient, the Montgomery 
judges spell out, does not mean ‘bombarding the patient with technical information … (or) … 
demanding her signature on a consent form’ (para 90). Nor does it mean just going along with 
whatever a patient wants: in Montgomery, as in values-based practice, clinicians’ values matter 
too.7 What the Montgomery standard of consent does mean is entering into ‘dialogue’ (para 90) 
with the patient to the point that the patient has sufficient understanding to make a choice that 
‘take(s) into account her own values’ (para 115). Montgomery consent then is person-values-
centred consent.
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SUMMARY

In this chapter, we have described a clinical skills–based approach to working with values 
in healthcare called values-based practice. Our introductory exercises – the ‘three words that 
mean values to you’ and the forced choice between treatments – illustrate how values-based 
practice builds on raising awareness of values and other learnable clinical skills while work-
ing always in partnership with evidence-based practice. Our two case histories illustrate the 
importance of working more effectively with values as well as evidence. This is important if 
person-centred care is to be genuinely person-values-centred care. Person-values-centred care 
is in turn important if our interventions are to be targeted in a cost-effective way and according 
to contemporary (Montgomery) standards of consent.

Values-based practice for all that is no panacea. To the contrary, it is but one of a growing 
toolkit of ways of working with values in healthcare. Besides ethics and law, other important 
tools in the toolkit include health economics and decision analysis. Shared decision- making is 
the topic of a helpful on-line ‘Advancing Quality Alliance’ decision support resource. Values-
based practice furthermore may be used as a whole or in parts. Each of the elements of our 
perhaps rather daunting diagram in Figure 31.3 may be used to good effect individually. The 
clinical stories in our Essential Values-based Practice (2012) illustrate the elements of values-
based practice working separately as well as together. The tools in the values toolkit as a whole 
moreover must be used always in partnership with the evidence-base of decision-making.

Values-based practice, as just one of the tools in the values toolkit, and as a partner to 
evidence-based practice, has found a growing range of applications across mental health and 
primary care (see website below). The recently launched Collaborating Centre for Values-based 

Practice at St Catherine’s College in Oxford is supporting the development of similar approaches 
in surgery and a number of areas of secondary care.8

CONCLUSIONS

We drew on examples from the specialist domains of orthopaedics and obstetrics, and yet the 
primary care message is no different.

In our model of values-based practice, we start by setting aside any assumption that we 
understand the way that others think. Then, if we reinforce our communication skills by ask-
ing specific ‘values’ questions like, ‘what does your skin mean to you?’, we are in a position 
to work with our patient in values-based reasoning. By drawing on the best available clinical 
evidence that aligns with the patient’s values, we can achieve balanced dissensual decision-
making within a shared framework of values.

Try it at home in your own practice and see for yourself how values-based practice supports 
your clinical care. Before long, you may find yourself using the same processes outside the 
consulting room and in the boardrooms where policy and community planning are discussed.
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Adopting an alternative 

worldview: Perspectives 

from postmodernism

CHRIS CALDWELL AND SANJIV AHLUWALIA

IMAGINING A POSTMODERN WORLD

Imagine a person (and this will be me – CC) driving down a narrow, tree-lined lane. You are 
sitting next to me and there are other people, including my fellow author – SA – and maybe a 
dog, a child and a grandparent) in the back of the car. My eyes look at the road ahead and using 
the rear-view mirror, I can also see behind us. My ears listen to the sounds inside the car. I may 
be able to hear sounds outside the car, especially if the windows are open, or perhaps I imagine 
the sounds outside the car based on what I see.

My hands are on the steering wheel, my feet work the pedals and my body sits in the seat 
next to you. My head is there too. Every moment as the car progresses down the lane, I experi-
ence many  different things. And inside my body, my inner self or selves may or may not be 
with you. Inward looking, I may be in many different places, using my body in multiple differ-
ent ways, seeing, hearing, smelling, feeling, thinking, from moment to moment as we drive 
down the road.

And you – you are with me but you are experiencing the world from your own multiple 
perspectives, all slightly different from mine. Those in the back of the car and the dog – all 
have yet another set of experiences, all slightly different again. As we travel, others watch us: 
other people, animals, trees and birds in the sky, perhaps also spirits or angels. This is another 
host of different perspectives on the experience of us in the car, on the lane, driving, in our 
worlds. Every moment we move from the past through the present and into the future, look-
ing back through the rear-view mirror to the past and ahead – many different pasts, presents 
and futures.

From the above text you will now have imagined a very complex, multilayered, interwo-
ven ‘picture’ which is a representation of our everyday ‘realities’, a frame through which to 
view our practice as healthcare professionals working in primary care. Perhaps tangled and 
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muddled, perhaps exciting, perhaps daunting, perhaps fun, perhaps frightening, depending 
on the perspective upon it we choose to take. Nevertheless, this is our unique individual living 
world – a world of multiple, simultaneous and ongoing experiences, some noticed, some cap-
tured, some lost and many learned from. In this chapter, we explore how adopting an approach, 
which instead of seeking to view everyday reality through one single dominant ‘frame’, seeks 
to hold open the multiplicity, and approach decision-making in practice through adopting such 
a worldview.

THE POSTMODERN PARADIGM

Thomas Kuhn1 defined a ‘paradigm’ as a constellation of values, beliefs and methodological 
assumptions, tacit or explicit, which together make up a broader worldview. Kuhn observed 
that over the history of science, a number of paradigm shifts could be observed where a 
new perspective with greater explanatory power challenged the dominant view and eventu-
ally overcame it. In this way, science experienced a continual conceptual revolution. Whilst 
Kuhn limited his analysis to science, Foucault (1972),2 through his concept of ‘episteme’, and, 
more recently, Best and Kellner (1997) have extended this analysis to contextualise a major 
transformational paradigm shift to the postmodern, which incorporates all intellectual and 
artistic disciplines and which impacts in all aspects of culture, society, values and practices 
of everyday life.

Dramatic technological, cultural, environmental and societal changes since the early 1920s 
have resulted in the emergence of multiple, often competing, so-called postmodern discourses 
in the aesthetic, scientific, philosophical, social and intellectual domains, and a theory war 
between these new theories and the received modern perspective. Best and Kellner3 refer 
to this transformational shift as the ‘postmodern turn,’ a shifting into a space that is largely 
uncharted, not only offering new possibilities but also presenting challenges and danger. The 
roots of the postmodern turn can be traced back to some of the great social thinkers of the 
nineteenth century such as Nietzsche, Marx and Kierkegaard.

There is no consensus definition of postmodern. It is often seen in the popular press as 
synonymous with any novel contemporary social movement with global relevance across all 
aspects of societies. Academically, it is still hotly contested. Postmodern theorists such as 
Best and Kellner, argue, however, that it is precisely because postmodernism has multiple 
genealogies and disparate trajectories that somehow coalesce that this emergent, not-yet-
dominant paradigm is significant and pertinent, as we attempt to develop and thrive in an 
increasingly complex, dynamic age. We concur with Best and Kellner and argue that post-
modernism is therefore a very appropriate frame for approaching contemporary primary 
healthcare.

UNDERSTANDING POSTMODERNISM THROUGH ART

Engaging with ideas from postmodernism provides an opportunity to challenge previously held 
rules and even to confront for the first time some of one’s deeply held (but perhaps untested) 
personal beliefs. Adopting a postmodern perspective, rather than the binary perspective of 
modernism, provides an opportunity to hold open more than one possible explanation for a 
situation as experienced, and in doing so offers the potential to contain anxiety – not sim-
ply accept and internalise or dismiss even or avoid. As a result, one can work with complex 
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situations rather than seeking to understand, work through or control them or alternatively be 
consumed and worn out.

There is no better way to appreciate and explore this perspective than through engaging 
with postmodern art. In this section, we draw on the work of three artists: Paul Cezanne, Pablo 
Picasso and David Hockney. Through his work, Cezanne developed a postmodern theory of 
variability and stability which influenced many subsequent artists and which helps expand on 
the postmodern paradigm. Cezanne’s theory focuses on the following:

• Multiple and simultaneous viewpoints – that moment to moment ‘reality’ is in fact 
experienced from an infinite number of ‘angles’ and is made up of many concurrent 
‘realities’.

• Interlocking moments – ‘reality’ as experienced is concurrent and continual, each event 
merging into and out the previous and the subsequent.

• A synthesis of space and figure – reality as experienced is a combination of the ‘object’ of 
the experience and the space in between.

• Rejecting the positivist notion of a single isolatable event – everything is related to what 
comes before and then subsequently as well as being subsumed within its own ‘space’.

• The event containing the viewer – in opposition to the positivist modern perspective, 
postmodernism argues that we are all part of our own experiences and therefore can 
never be objective of that event.

• Presenting the human as non-exceptional – Cezanne asserts that human beings are no 
more important than any other element in the ‘reality’ of any single experience.

Picasso4 powerfully adopts and further develops Cezanne’s depiction of postmodern theory 
in his work. Turning to postmodern as a means to express his own feelings about the atrocities 
of war, most famously, he created ‘Guernica’, a 7.7 m mural depicting the bombing of a Basque 
country village.

Another postmodern artist whose work has had a profound influence on the practice of one 
of us is David Hockney, an artist famed for depicting the same, or very similar images, from 
incrementally differing perspectives. In the 1980s, Hockney5 created a series of massive col-
lages of the Grand Canyon made up of hundreds of photographs, each taken from a slightly 
different angle. Later, this image was included in his 2011 Royal Academy exhibition, ‘A Bigger 
Picture’, which also comprised massive and multiple representations of the countryside of the 
East Riding of Yorkshire over the four seasons, depicting at the same time incremental changes 
but with an overall radical effect, yet with the same patterns repeating on an annual basis.

Cezanne helps us to see that life as we experience it in relationship to another is complex 
and to attempt to simplify or reduce it is to fail to appreciate its rich and interconnected whole, 
which brings both beauty and ugliness, pleasure and pain, often at the same time. Hockney6 is 
pre-occupied with what the world looks like and how human beings represent it, challenging 
us to look ‘long and hard’ in order to ‘really see’. Through his art, Picasso helped himself and 
others to share feelings about how the events of their everyday reality (in this case the Spanish 
civil war) were impacting on them personally, and as a consequence to bear with the hideous-
ness of the situation and remain resilient.

As healthcare professionals facing the ever increasing complexity of the day-to-day world 
of our practice, the postmodern perspective could provide a helpful frame through to reflect on 
our own everyday reality. Taking some time out to visit a gallery to convene with the repre-
sentations of works of art might be a means for us to appreciate our own practice and in doing 
so to consider the many different perspectives and perceptions which are brought to bear on 
any single situation. Creating our own ‘art’ through painting, creative or reflective writing, 
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photography or engaging with some other presentational form might help address some of 
the deep issues linked to differing perspectives in our health practice. This process might also 
sustain resilience to continue to practice, to work within complex, changing and conflicting 
situations, to hold the anxiety that this inevitably creates and use it constructively to move for-
wards working with it, rather than feel pressured by positivism to seek to understand, control 
and resolve.

USING A POSTMODERN FRAME IN CLINICAL PRACTICE

The following is a brief account of reflections of one of us (CC) on an everyday experience 
and the image created represents that experience. Through reflecting using writing (Box 32.1) 
and artistic expression (Figure 32.1), She found that she was able to better make sense of that 
experience. The process of inquiring into her practice through writing and painting led me 
to reflect on my own practice and the experiences she have working with leaders and practi-
tioners within healthcare. How easy it is, when many people have worked together for many 
years, to assume we all share the same perspective, that we share values, ways of knowing 
and perceiving when this is so often not the case. Such assumptions can so often lead to fail-
ing of change initiatives.

Box 32.1:  Perspective and perception in action. 

The appraisal: Three different observations over 2 days

On Thursday I arrived at work to find Bola and Eve deep in conversation. Bola soon came in to see me 

and told me that they had been talking about Eve’s appraisal. Eve had her appraisal the day before 

with her line manager, Dana. Dana had mentioned an experience that Eve had been involved in. It had 

started positively but had ended on a less positive note. Bola told me that Dana had previously asked 

her to work with Eve on a number of issues and that she thought Eve was improving as a result. 

She was disappointed that Dana hadn’t spoken to her before the appraisal. Bola was worried that the 

feedback Eve had received would now result in this progress being lost.

Later that day Dana came to see me. She told me that she had completed Eve’s appraisal and 

that whilst it had started well, it had ended badly. She felt that she had praised Eve on the improved 

efficiency of her work and her professionalism. She felt that her suggestion for further improvement 

was received well but things had gone downhill once Dana had refused Eve’s request for funding to 

undertake a course which Dana didn’t think was relevant to Eve’s work. Both parties left the appraisal 

feeling that it had not been a success.

When I then reported my conversation with Dana back to Bola she was very surprised. There had 

been no mention in Eve’s account of the request to study and Eve’s interpretation of the suggestion for 

improvement had been received in a very different way than Dana seemed to have meant it. She didn’t 

know whom to believe.

Four people involved in this one situation. Four different perceptions of, and four different perspec-

tives on, the same situation. Each perception made up of the inner and outer worlds of the individual 

concerned. Each seeking her own perception of success. No one intending a negative consequence 

but nevertheless it had a negative outcome. We worked over a period of many months to try to resolve 

things I tried to get us to step into each other’s’ shoes, to enter each other’s’ worlds and come to 

resolution. It became clear that one person was not going to allow resolution to happen and it ended 

quite dramatically.
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Adopting a postmodern frame offers the opportunity to appreciate the many different per-
spectives on this potentially baffling complex context in order to work through dilemmas and to 
consider new approaches to exploring possible options for taking action. Each person, whether 
clinician, patient, manager or policymaker, brings to any single situation their own unique 
perspective (as Cezanne suggests), presenting not one but many different ‘truths’ in their 
needs from healthcare and preferred solutions and therefore opportunities for moving for-
ward. Holding open simultaneously, and appreciating (though not necessarily agreeing with) 
each other’s situation through metaphorically stepping into their shoes and walking around 
in them as so famously recommended by the lawyer, Atticus Finch, in Laurie Lee’s To Kill a 

Mockingbird,7 can sometimes transform situations, dissolve conflicts and allow the humanity of 
person-to-person relationships to return.

This everyday experience was nevertheless a very stressful experience for everyone involved 
in the situation described in Box 32.1. In adopting a postmodern frame through reflective work, 
enabled an appreciation of the complexity and attempt a range of approaches to try to treat 
everyone with care but at the same time care for oneself.

APPLYING A POSTMODERNIST FRAME TO PRIMARY CARE

Working in primary care is recognised to be challenging. Uncertainty arises from conversa-
tions between healthcare professionals and their patients as well as amongst each other. Such 
conversations are often messy, complex and unpredictable. A postmodernist mindset has much 
to offer the clinician working in such an environment. As Cezanne and others suggest,8 reality 
is emergent and evolving rather than fixed, change is a non-linear process, that we cannot be 

Figure 32.1 This image was created during the process of inquiry linked to the example in Box 32.1 
and represents how it felt to be in that specific experience.
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observers without at the same time being participants, and the whole is greater than the sum 
of the parts. Postmodernist thinking therefore encourages us to consider all human interac-
tions to be uncertain, chaotic and open to multiple interpretations. Clinicians and patients are 
conversational partners whose views are ‘partial, contested and situated rather than impartial, 
beyond argument and universal’.9

Such an approach to conversations in primary care has a number of implications:

• It invites clinicians to use their own experiences, ideas and reactions to help patients and 
colleagues make sense of ‘their own world’.

• It invites clinicians to use ways of knowing10 in their interactions with patients and 
colleagues that move beyond the simplistic biomedical model that has developed within 
the past 30 years.

• It encourages the development and use of professional judgement in helping patients deal 
with the inherent uncertainty they face in their lives.

• It generates potential solutions to intractable problems that might otherwise not be apparent.
• It reignites a sense of connectedness and authenticity with oneself and others that is 

often excluded in modernist and positivist influences on healthcare.

The challenges of healthcare provision partly relate to the way it is currently organised. We 
work in a system that is largely fragmented into silos and built around rational/technical and 
hierarchical solutions to many of the wicked problems we face. The postmodernist approach 
brings with it a need for a different kind of leadership – a postmodern leadership. Leaders with 
the ability and confidence to work collectively and collaboratively; leaders who are transparent, 
open and engaging; who can bring about and communicate clearly a shared vision and goal with 
the patient and what matters to them at its heart. This kind of leadership fosters trust to build 
individual and group confidence, facilitates and supports groups to work together through cycles 
of action and reflection, focusing on the relational and conversational as well as the technical, 
process and outcome-orientated approaches that have come to dominate modern healthcare.

Delivering effective primary care is viewed both in the UK and internationally as funda-
mental to bringing about the transformational revolution in healthcare, which achieves the 
‘triple aim’ of good population health, experience of care and per capita cost.11 Primary care 
providers and those commissioning it, under the pressure of ever growing demands on their 
services, also feel they bear the brunt of the challenge. They are where the buck stops and are 
faced with an increasingly large pile of documents, demands from the government and poli-
cymakers, all urging them to choose from what feels a myriad of potential options in order to 
bring about ‘The’ ultimate solution which can be ‘Bottled, distributed widely and sprinkled 
‘liberally’. And yet, postmodernist thinking offers insights to such challenges by reminding us 
that solutions that are likely to succeed tend to be local, context-specific or situated, limited and 
difficult to transplant to other areas or situations.

CONCLUSIONS

The authors believe that the world is made of multiple perspectives that enrich our lives, pro-
vide challenges and create space for opportunities to emerge. An appreciation of the arts and 
use of reflective writing can genuinely help individuals to connect with themselves and with 
those around them. Postmodernist thinking has profound implications for primary healthcare 
in terms of conversations between individuals, the nature of leadership and the dangers of 
looking for universal solutions out with local contexts.
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33

Beyond rationing: The ethics 

of commissioning in and by 

primary healthcare

DENNIS COX AND ANDREW PAPANIKITAS

INTRODUCTION

In any developed and integrated service healthcare service, and especially in state-funded 
healthcare services, there is a central process whereby services are planned, selected and 
funded: in a word – commissioned. In this chapter, we discuss the ethics of commissioning 
healthcare services. Commissioning for primary healthcare represents a particular interest 
in the English National Health Service (NHS). Since 2012, English general practitioners have 
been involved in commissioning healthcare – and we draw heavily on insights from ethical 
guidance developed for the British Royal College of General Practitioners by Oswald and Cox.1 
As with other chapters in this book, however, we hope that our discussion is of wider interest 
in jurisdictions beyond English primary healthcare, or even state-funded healthcare services. 
Any healthcare provider that purchases an array of services and is accountable in some way, 
whether to its users or its owners, ‘commissions’ those services. We will restrict ourselves to 
discussion of the ethics rather than law or national guidelines, though we acknowledge that the 
latter are often based on ethical principles.

Commissioning is often discussed as a form of resource allocation or rationing in a health-
care system, catering to established need as well as possible using existing resources. It goes 
beyond a simple resource allocation process; it broadly involves four stages:

 1. Identify the need (referred to as needs assessment)
 2. Identify capacity to meet the need (referred to as tendering)
 3. Delivery of service from that capacity (referred to as procurement)
 4. Evaluation of the service (referred to as contract management). Evaluation should be 

linked to ways of improving or replacing a service that is inadequate.
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The above definition matches that of the NHS in England: ‘commissioning is the process of 
planning, agreeing and monitoring services’. Such a simple definition makes it difficult to disagree 
that health services funded from general taxation should be planned, agreed and monitored.

There is a major problem with the above definition, namely that in a realistic account of 
commissioning, resources are limited and therefore a rationing process is also required. There 
may be competing needs and corresponding capacities to meet the need. Therefore, however 
well resources are allocated, someone will be dissatisfied. The idea, that if healthcare services 
are commissioned very well and utilised in a scrupulous manner then rationing will not be nec-
essary, is sometimes offered as a counterargument. Brody states that the two principal argu-
ments for waste avoidance are: firstly, that we should not deprive any patient of useful medical 
services, even if they are expensive, as long as no money is being wasted on useless interven-
tions, and secondly, that useless tests and treatments cause harm. Treatments that will not help 
patients cause complications. Similarly, diagnostic tests that will not help patients risk false 
positive results that may in turn lead to more tests and complications. Even if waste is elimi-
nated, however, increased need (such as that caused by an ageing population) and increased 
capacity to meet the need (such as advances in healthcare technology) mean that this is a major 
but one-time saving.2 We suggest that waste avoidance of this type is a duty for commissioners 
and healthcare professionals alike, but that, in the absence of unlimited resources, rationing is 
not quite so avoidable.

Rationing represents a major component of the ethical difficulties inherent in good com-
missioning. However, we suggest that rationing is only one albeit major aspect of the ethics of 
commissioning: Each stage of commissioning implies a set of ethical and philosophical issues 
that require attention. For the purpose of this chapter, we will discuss what a healthcare need 
is and what ought to count as healthcare, the tension between maximising good and respect-
ing individuals and the ethical management of conflicts of interest. We will include duty to a 
defined patient or group of patients as a conflict. Finally, we will consider the role of patients in 
commissioning and resource allocation.

THE PHILOSOPHY AND ETHICS OF NEEDS ASSESSMENT 
AND TENDERING

Before comparing healthcare needs and services to meet those needs, commissioners must first 
have an understanding of what is a health need and what is properly considered a healthcare 
service. The philosophical questions that initially arise may not be ethical (to do with good and 
bad, right and wrong actions) but epistemological (questions about truth, knowledge and belief).

A surprising lack of thought is given to the idea that the question, ‘What is good health?’ 
depends upon the answer to the question, ‘What is health?’ In 1948, the World Health 
Organisation made the claim that health is a ‘state of complete physical, mental and social 
wellbeing, and not merely the absence of disease or infirmity’.3 By this definition, few if any 
might achieve ‘health’. Philosophical accounts of health include those which relate to func-
tional and statistical normality (implying that worse than normal is unhealthy and better than 
normal is enhanced), and those relating to human flourishing (whilst more holistic these can 
also be unhelpfully open-ended).3,4 Regardless, a basic exploration of what we mean by health 
can be useful for commissioners and clinicians alike. An argument for this is that some health-
care interventions may restore physical function or correct a biochemical anomaly but do not 
contribute to meaningful health for a patient, whilst others might be arguably mutilating or 
physically harmful but enable better overall health.
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There are a number of things that, arguably, contribute to good health, that are not within 
the remit of healthcare providers, and therefore are not paid out of money allocated for health-
care. These might include:

• Enforcement of legislation to reduce air pollution in cities and towns
• Traffic calming measures such as speed bumps to reduce road traffic accidents
• Long-term care to assist the elderly and chronically infirm with activities of daily living
• Health education in schools, advocating healthier lifestyles and the avoidance of risky 

behaviour.5

However, there are a few areas that are open to debate. This may be because of debate 
around whether they address a healthcare need (e.g. treatment of unexplained infertility), or 
where the theoretical rationale for the treatment or evidence regarding its efficacy is disputed 
(e.g. homeopathy and other alternative and complementary healthcare practices). A further 
area of debate concerns those areas of public spending that have an impact on the resources of 
others. For example, early discharge of frail patients from hospital may impact social welfare 
budgets, and inadequate social welfare provision may result in unnecessarily excessive or inap-
propriate episodes of healthcare.

THE TENSION BETWEEN MAXIMISING GOOD AND 
RESPECTING THE FAIRNESS TO INDIVIDUALS

Oswald and Cox1 suggest that there are two main approaches to resource allocation:

 1. A utility-maximising rationale like quality-adjusted life years (QALYs), which can 
provide absolute but arguably unfair answers to the difficult questions arising in resource 
allocation

 2. Fair processes such as ‘Accountability for reasonableness’, which propose no solutions 
other than processes by which policymakers can reach and justify their own conclusions.

In the 1980s and 1990s, economists elaborated the concept of quality-adjusted life 
years (QALYs) as a measure of the utility, expressed in healthy years of life, to be gained 

SCENARIO: CONTINUING FUNDING FOR A CHARITABLE ORGANISATION 

WHICH OFFERS A REFUGE FOR BATTERED WOMEN (ADAPTED FROM OSWALD 

AND COX1)

The commissioning organisation (CO) has been part-funding a local refuge for many years. The refuge 

is valued in the community and has been a spending commitment for successive health COs. Money 

is tight for the CO and they have to review all of their spending. Local government is providing 20% 

funding for the centre but cannot provide any additional funding.

All members of the CO recognise the importance of the centre, and the good done by the refuge, 

and that it ought to be funded for reasons of justice, given that it is vital to the interests of the vulner-

able and disadvantaged group. Nevertheless, a majority of members on the board feel that such a 

service falls outside the scope of their healthcare commissioning responsibilities, and the CO’s pub-

lished aims (the most relevant of which is ’maximising health benefit through commissioned health 

services’). Some members voice their concern that without a refuge, the health of affected women 

and their children would suffer, and that lives would be put at risk. In order to give the centre the 

opportunity to find alternative sources of funding, the board agreed on an intention to maintain fund-

ing for the coming year, provide half of that funding for the following year and then to stop any further 

funding. However, given the potential impact of stopping funding, it was agreed that the chair would 

consult with the local health and well-being board before any decision was announced.
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from healthcare.6–8 A healthy year of life is worth 1.0 QALY, and a year of life at 70% of full 
health is worth 0.7 QALYs. At its simplest (and there are many variants, interpretations and 
applications), the QALY was proposed as a means to assess which healthcare treatments yield 
the greatest benefit, and thus how to allocate scarce resources. In the UK, QALYs have been, 
and still are, used by bodies such as the National Institute for Health and Clinical Excellence 
(NICE) to make resource allocation decisions on new medications and other technologies. 
NICE also deploys elements of the fair processes proposed by Daniels and Sabin.9

There have been many debates about QALYs.10,11 One major criticism is that they systematically 
discriminate against the elderly and those with short life expectancy (who have less life and health 
to gain) and against disabled people (who have less health to gain). More generally, many philoso-
phers reject approaches like QALYs that aim to maximise utility, and some have concluded that it 
is not possible to agree a fair and publicly acceptable rationale for allocating healthcare resources.12 
They argue that there is too much disagreement on the numerous ethical questions that arise 
when making such decisions. Indeed, the disagreement is not only on how to distribute resources 
fairly but also more fundamentally over what a healthcare system should aim to achieve.

Because of this lack of consensus, Daniels and Sabin propose that the only reliable guidance 
that can be given to policymakers is that they use fair, transparent and accountable processes to 
develop and justify their resource allocation decisions.9 For Daniels and Sabin, legitimacy relies 
on fair processes for setting priorities in healthcare resource allocation. Their ‘Accountability 
for reasonableness’ framework provides four conditions that must be met by commissioners. 
These are as follows:

• Publicity: Rationing decisions made, and their rationale, must be made public.
• Relevance: The rationale on which decisions are made must be reasonable (i.e. based on 

evidence and relevant reasons), taking account of how the organisation provides value for 
money and meets varied healthcare needs.

• Revision and appeals: There must be a mechanism for individuals to challenge and dispute 
decisions, and for the organisation to learn and revise its policies.

• Regulation: There must be either external or self-imposed mechanisms for enforcing the 
first three conditions above.

A number of countries, including Norway, Denmark, New Zealand and Israel, have attempted 
to engage the public in explicit priority setting for healthcare. In general, these countries have 
favoured fair processes over utility-maximising approaches like QALYs.1 The involvement of 
citizens in healthcare resource allocation is famously celebrated in the case of Oregon (USA).13

Fair processes are useful but commissioning bodies do require principles for morally consis-
tent and hence ‘fair’ decision-making. Oswald and Cox suggest here two principles that com-
missioning bodies could consider of adopting.1 The two principles are:

 1. Every person’s life has intrinsic value and is worthy of equal concern, and it matters how 
every life proceeds.

 2. Each of us has a personal responsibility for the governance of our own life. This principle 
is not directly applicable to adults and children lacking the capacity to make autonomous 
decisions.

They choose these ethical principles for a number of reasons: Firstly, they can be used as 
a basis to address many of the fundamental ethical dilemmas that arise in commissioning. 
Secondly, they should be widely acceptable to, and consistent with the values of, the vast major-
ity of citizens in Western democracies. They can unite people who might hold different belief 
systems, even though they have different reasons to accept it, and may disagree about when 
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human life begins. Thirdly, the two principles are relatively simple, and easily understood. 
However, they dismiss the ‘Four Principles’ widely taught in medical education settings as being 
more relevant to clinical decision-making rather than rationing. A Four-Principles14,15 approach, 
using a framework where beneficence (doing good), non-maleficence (not harming), respecting 
autonomy (in so far as one is able) and justice (treating equals equally and unequals unequally 
according to the morally relevant inequality) are treated as prima facie (ought to be followed 
unless they conflict with a more important expression of a principle), seems more nuanced. If 
one includes the concept of scope added by Gillon – the notion of to whom and to what extent 
the principles apply this arguably satisfies the same criteria for their use in decision-making.

CONFLICTS OF INTEREST

A conflict of interest can occur when an individual’s ability to exercise judgement in one role 
is impaired by their obligation in another because of the existence of competing interest(s). 
Conflict may just as easily be generated by personal interest (e.g. if a commissioner has a vested 
financial interest in a provider of services) as by duty (e.g. if a commissioner perceives them-
selves to be under a strong study to someone – this could be to a particular patient population). 
Conflict of interest may be generated by conscientious objection to certain medical practices 
such as contraception and abortion services.

There is nothing inherently wrong in having conflicts of interest, and seeking to avoid 
or eliminate them entirely is unlikely to be possible or desirable for clinical commissioning 
groups. However, if they are not managed effectively, and commissioners are perceived to be 
misusing their powers, the consequences will be serious. It could undermine the confidence 
of providers and regulators in the probity and fairness of commissioning decisions, damage 
patients’ confidence in the independence of healthcare professionals and ultimately destabilise 
public confidence in the system as a whole. In system where resources are inadequate to meet 
demands, it is even more important that the integrity of those decisions cannot be criticised.13 
According to Oswald and Cox, conflicts can be avoided and managed by:

• Doing business properly

 If clinical commissioning groups get their needs assessments, consultation mechanisms, 
commissioning strategies and procurement procedures right from the outset, then 
conflicts of interest become much easier to identify, avoid or deal with, and should 
withstand scrutiny.

• Being proactive, not reactive

 Substantial conflicts of interest can be avoided by being clear and transparent on what 
is acceptable before individuals are even elected or selected to be a commissioner; by 
inducting commissioners properly and ensuring they understand their obligations 
to declare conflicts of interest; and by agreeing in advance how a range of different 
situations and scenarios can be handled, rather than waiting until they arise. Conflicts of 
interest should be considered and declared not only on appointment but also before each 
decision-making meeting.

• Assuming that individuals may not always be sensitive to conflicts of interest

 Most individuals involved in commissioning will seek to do the right thing for the right 
reasons, but they may not always do it the right way due to lack of awareness of rules and 
procedures, insufficient information about a particular situation or lack of insight into the 
nature of the conflict. Rules should assume that people will volunteer information about 
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conflicts themselves and absent themselves from decision-making where they exist, but 
there should also be prompts and checks to reinforce this.

• Being balanced and proportionate

 Rules should be clear and robust but not overly prescriptive and restrictive. Their intention 
should be to identify and manage conflicts of interest, not eliminate them, and their effect 
should be to protect and empower people by ensuring that decision-making is efficient as 
well as transparent and fair, but not constrain people by making it overly complex or slow.

PUBLIC INVOLVEMENT IN HEALTHCARE COMMISSIONING

It has been suggested above that public involvement in priority setting for healthcare is a good 
thing. Those whose health is in question are, after all arguably, best placed to advise com-
missioners on their needs and whether healthcare provision is adequately matched to those 
needs. Moreover, there have been arguments that if people are rational and self-interested, 
they should create a society that looks after the neediest in it (provided that they do know 
what their own future holds – described as the ‘Veil of ignorance’ in a major work on politi-
cal philosophy).16 A ‘patient-led’ healthcare service implies giving the public a role in deciding 
where to put the resources in healthcare. This might involve seeking public opinion in the 
commissioning itself, or commissioning to allow the patient to choose from plurality of com-
peting providers (e.g. through personal healthcare budgets). There are three problems with this 
approach that policymakers and practitioners should consider; patient choice does not solve 
the problem of rationing, how to advocate for (and protect from exploitation) those who cannot 

SCENARIO: POTENTIAL CONFLICT OF INTEREST OVER NEW SERVICE 

TENDERING (ADAPTED FROM OSWALD AND COX1)

Dr A is a member of a commissioning organisation (CO) and has a long-standing interest in and com-

mitment to improving health and social care services for older people. She has worked closely with 

local geriatrician Dr B for many years, including working as her clinical assistant in the past. They have 

developed a number of service improvement initiatives together during this time and consider them-

selves to be good personal friends.

Recently, they have been working on a scheme to reduce unscheduled admissions to hospital 

from nursing homes. It involves Dr B visiting nursing homes and doing regular ward rounds together 

with community staff. It has been trialled and has had a measure of success which has been inde-

pendently verified by a service evaluation. They would now like to extend the pilot, and the healthcare 

organisation that employs Dr B has suggested that a local tariff should be negotiated with the CO for 

this ‘out-reach’ service.

However, the CO has decided instead to run a tender for an integrated community support and 

admission avoidance scheme, with the specification to be informed by the outcomes of the pilot.

Due to her own involvement in the original pilot, association with the incumbent provider and 

allegiance to her friend and colleague, Dr A may be considered to have a conflict of interest when it 

comes to making decisions about the specification of this service and the award of the contract. She 

should probably not be involved in developing the tender, designing the criteria for selecting providers 

or in the final decision-making, even though she is a local expert. If the CO has clear prompts and 

guidelines for its members, this should be obvious to Dr A, who should decide to exempt herself, but 

may feel frustrated by this.

If the CO was clear at the outset about its commissioning priorities and strategy and its procurement 

framework (setting out what kind of services would be tendered under what circumstances), its decision 

to tender for the service should not have come as a surprise to the trust, or to the individuals involved.

COs will need to ensure that they do not discourage providers, or their own members, from being 

innovative and entrepreneurial by being inconsistent or opaque in their commissioning decisions and 

activities.
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make effective choices and epistemological differences between commissioners and the gen-
eral public about what constitutes healthcare.

Sheehan argues that, from the outset, patient choice and empowerment are irrelevant in 
decisions about scarce resources. He uses the following thought experiment: A baker has one 
loaf and three customers. Each customer has autonomously chosen to purchase a loaf of bread 
before they enter the bakery. In selling the loaf to any one of his customers, the baker would 
respect that customer’s autonomy. His problem is precisely that he cannot respect all of their 
autonomous choices. He must decide which customer gets the loaf and which person’s auton-
omy he should respect. He might sell the loaf to the first person into the shop, adopting a first 
come, first served principle of justice. He might divide the loaf into three so that everyone gets 
an equal but unsatisfying share. There are many more ways of approaching distributive justice 
here, each of which decides between autonomous choosers rather than respecting their choices. 
Resource allocation decisions in healthcare are necessarily decisions between patients, and so 
do not involve considerations of respect for patient choice.17 Sheehan follows this argument to 
its logical conclusion and argues that clinicians are just as potentially conflicted, and therefore 
commissioners require a fair and clear rationale for decision-making (whoever is applying it). 
So, like the customers at Sheehan’s bakery, someone will be unhappy. If local priorities mean 
that (for example) people in Oxford do not get a service that is provided in London, a dissatis-
fied person in Oxford might use a phrase like ‘postcode lottery’ to describe the unfairness of 
being denied something that he needs because of where he lives.

Commissioners need to consider how public that public involvement ought to take place, 
lest the commissioning agenda be dominated by one powerful lobby group, or more local deci-
sions determined by the loudest and most articulate people rather than the neediest. There is 
a literature that argues that the poorest and neediest in the society are the least able to access 
healthcare, described by Tudor-Hart as the inverse care law.18,19 When offering choice at the 
interface between healthcare and patient, Owens, Heath and others talk of patients abandoned 
to their autonomy by consumer model of patient autonomy.4,20,21

SCENARIO: WHEN TO LISTEN TO ACTIVE PRESSURE GROUP (ADAPTED FROM 

OSWALD AND COX1)

The local Parkinson’s disease group is very active and attends every board meeting asking ques-

tions about Parkinson’s. They believe that the disease is inadequately managed in the area. It is not 

a priority mentioned in any of the commissioning organisation’s policy documents. There is pressure 

to increase provision, with the local leader of the town council starting to ask questions via the local 

newspapers prompted by the local interest group. Furthermore, the Parkinson’s group proposes to 

pump-prime investment by providing a nursing team free of charge for 2 years on the understanding 

that the funding will continue from the local healthcare organisation.

In drawing up the relevant policy document, the commissioners had spelt out their aims of maxi-

mising good subject to fairness, and their underlying ethical principles. They used these as explicit 

criteria when assessing and establishing the priorities for spending in the Joint Strategic Needs 

Assessment. As a result, the board feels that sufferers from Parkinson’s disease were treated fairly 

in the needs assessment relative to other groups. For these reasons, they are reluctant to make any 

promises about increased funding when the pump priming expires in 2 years. Members were also 

concerned about whether a nursing team funded by the charity would blend in as part of the team 

and whether or not they would be prepared to follow guidelines developed by the commissioners. The 

board decides against any additional funding at this stage, but to investigate further the claims that 

local standards of provision are sub-standard. Given the level of local pressure and media attention, 

the chair of the commissioning group asks for a meeting to be set up with the town council leader and 

a representative from the Parkinson’s disease charity in order to fully understand their concerns. It is 

agreed that after that meeting, the board will consider making a press release.



304

Beyond rationing

The third problem is a more fundamental one that has already been visited twice in this 
chapter, that policymakers, clinicians and the public may disagree over what is health and what 
is healthcare.4,22 Disagreements are epistemic differences rather than ethical ones. Rogers illus-
trated this using a Scottish child health programme. The programme included a community 
participation initiative including a series of public meetings to inquire what extra services might 
be provided. One of the services requested was baby massage. However, at the time, there was 
no research evidence to support this as effective in improving health. Given resources were 
limited, officials decided not to provide the service based on their belief it would not work.22,23

CONCLUSION

The core argument for primary healthcare workers’ involvement in healthcare commissioning 
relies on the healthcare worker having a holistic approach to patients, their families, communi-
ties and public health. However, the exploration of the inherent ethical issues in commission-
ing is relevant to all commissioners of healthcare. Commissioners of healthcare must consider 
not just the ethical sources of disagreement inherent in such decisions, but also the epistemic. 
Epistemic concerns such as what is health and who counts as a person are about ‘what is?’, and, 
‘how ought we to act?’ may well follow from them.

Principles for ethical decision making are not unproblematic. Oswald and Cox acknowl-
edge the problems and sources of disagreement implicit in their two principles of every per-
son having intrinsic value, and the principle of everyone having responsibility for their own 
health. Similarly, the four principles plus scope approach do not provide immediate answers 
but a method of seeing the morally relevant concerns. It is not the principles that are balanced 
against one another but the issues that they uncover.

It is a well-rehearsed position that commissioning and resource allocation decisions ought 
to be ethically ‘sound’.14 They ought to withstand public scrutiny, and those without justifi-
cation re-examined and possibly excluded – for worked examples, we recommend reading 
Oswald and Cox’s guidance for British GP commissioners.1 Commissioning is about resource 
allocation and therefore about justice, advocacy and waste avoidance. It is also about respecting 
the personhood of those whom it claims to serve – we have raised some of the issues inherent 
in public participation. However, when considering the stages of commissioning, we find that 
it is also about conflicts and confluences of interest, fostering the flourishing of practitioners as 
well as patients (the two are codependent). A consideration of all of the ethical and philosophi-
cal theories, and empirical evidence of patient and practitioner behaviours, is beyond the scope 
of this chapter. However, we hope that the reader takes away an introductory understanding of 
commissioning as more than rationing, and the complexity inherent in both. Moreover, that, 
though this may make decision-making harder, it also makes it better.
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34

The moral atom: Mapping 

out the relational world of 

healthcare professionals

IOANNA PSALTI

INTRODUCTION

People might universally regard health as a personal core value necessary to fulfil other val-
ues such as independence. Healthcare services are expected to be ethically driven and health-
care professionals to maximise the health of the patients. Reformations of the National Health 
Service (NHS) in England have however forced awareness that at system level, health is only 
one value among others, while increasing healthcare marketisation has challenged ethi-
cal behaviour at personal level. In this chapter, multiple theoretical perspectives are brought 
together in a bricolage approach1 to understand:

• The complexity of the relational world of the healthcare professional (social psychology 
concepts)

• How unethical behaviour and decision-making can appear (behavioural ethics)
• The emerging ethical challenges in healthcare, whether moral dilemmas or moral 

distress (organisational, relational and differential ethics).

The moral atom of a healthcare professional is the basic unit of the moral ecosystem of 
healthcare presented in the related chapter infra. The moral atom maps out the relational 
world of healthcare professionals and it aspires to inform change management, for example, at 
times of changing expectations from one’s role as part of a greater ecosystem (e.g. gatekeepers 
to specialist care and resource allocation) or when managing dualities in personal develop-
ment (clinician vs. entrepreneur businessman, whether in a private or a public healthcare 
system, partnership to a GP practice, network or hospital). The moral atom points to the ben-
efits of the integrated care ethics framework which brings together learning from relational 
and differential thinking, and descriptive (behavioural ethics), prescriptive (health econom-
ics) and normative approaches (clinical and business ethics). This expanded framework does 
not separate clinical decisions and business management. Instead, it suggests that one may 
inform the other.
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THE MORAL ATOM

The English NHS reforms of 2012 have changed the practice of medicine: the patient–physician 
relationship is now in interaction with the employer organisation, community, state and resources 
and placed in a competitive market (competitors, investors), with pressure from regulatory bodies 
to deliver quality and health outcomes. The moral atom for a healthcare professional is defined 
here as a network of relationships between the individual and other entities (people, social groups, 
organisations, institutions, etc.), which are morally significant for the individual to be in moral 
and emotional equilibrium. These relationships encompass those imposed by the professional 
environment of the individual working in a health service (as defined elsewhere in this book) 
with additional relationships prescribed by the social identity of the specific individual (cultural, 
spiritual, ethnic, etc.).

The moral atom is analogous to the social atom2 of social psychology developed by 
J.L. Moreno who postulated that the smallest social structure in a community – ‘the nucleus of 
relations’ – cannot be less than two persons, and as a result we can only be understood within 
our personal/social context.3 In parallel, the healing process can only exist within a personal 
or social context, as a relation between the patient and the healthcare professional bound by 
a moral contract ‘to do no harm’. The moral atom is the ‘nucleus of the healing relation’ and 
despite it being influenced by the system surrounding it, it preserves one’s agency as it allows 
for personal choices in some spheres. The moral atom demands attentiveness and responsive-
ness to multiple commitments at multiple levels, individual, institutional, organisational and 
collective, and it helps in visualising how changes in responsibilities may challenge core profes-
sional and personal values at the individual level.

Figure 34.1 shows the changes in size, complexity, structure and social goals of the 
moral atom for a healthcare professional in relation with time. Relationships arising from 
other aspects of the social identity of the individual such as ethnicity, gender, etc are 
neither discussed nor shown graphically for the sake of simplicity. Prior to 1948, the per-
sonal responsibilities of a healthcare professional were to the patient as payer, to the regu-
lator and to one’s self as owner of a private practice, that is, financial and other self-care 
(Figure 34.1a). The NHS formation installed the state as public payer for the health services 
(Figure 34.1b), with a tremendous expansion to the moral atom after 1990 (Figure 34.1c) as 
the health service gradually moved away from the GP’s own home, a setting with a single 
moral position and low uncertainty and risk at business level. The practice of medicine was 
placed under new regulatory and audit bodies (QOF, Monitor, Competition and Markets 
Authority, etc.), with added obligations to community and environment (population health 
outcomes, resource allocation) and to larger provider organisations (organisational perfor-
mance, sustainability of business). The risk has effectively been relocated from the state 
on to the individuals and the organisations they work for, with the need to assess and 
manage uncertainty at all levels – individual, organisational, institutional and collective 
(societal and environmental). Conflictual organisational and clinical obligations became 
inherent to one’s multi-role in the healthcare ecosystem, particularly as advocate of patient 
and gatekeeper within a social context (resource allocation). Cases of burn-out linked to 
moral and emotional distress as a result of such conflictual obligations may benefit from 
a holistic approach to ethical behaviour that integrates awareness of the multilevel uncer-
tainty, with improved capacity for self-care, moral resilience and moral courage at the indi-
vidual level.
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RETHINKING THE ETHICAL FRAMEWORK

The moral atom model as depicted in Figure 34.1 highlights that any personal action in the 
healing process is explicitly situated in an array of professional responsibilities towards other 
stakeholders within the community (and the natural environment). Framing the provider–
patient relationship as part of a greater and highly differentiated environment (patients, health-
care professionals, administrators, industry, etc.) highlights the art of healing as a relational 
activity made possible because of where it takes place and highlights the need to create a collec-
tive moral agreement from the perspectives of all stakeholders (clinical, managerial, patients, 
etc.) and the diversity of moral viewpoints arising from the diversity in socioeconomic status. 
Market mechanisms and healthcare reforms (integrated care, the new primary care models) 
increase the population of the moral atom as shown in Figure 34.1c and bring in obligations to 
the collective face-to-face with obligations to the individual.
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Figure 34.1 The moral atom for a healthcare professional (HP) in terms of personal responsibility 
towards Patients (P), professional training and accrediting bodies (PB), other regulatory bodies (RB), 
the Health Service Organisation (HSO) within which they work, the Community (C) and State (S) within 
which their HSO operate. → denotes responsibility to one’s self: (a) pre-1948, (b) 1948–1990, and 
(c) 1990 to today.
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The appeal to community as a norm is significant. It demands expansion of the traditional 
definition of ethics from the moral duty and obligation at individual level to the ethics of commu-
nity centring the communal over the individual as the primary locus of moral agency analogous 
to that reported for education.4 The moral responsibility of providers becomes the engagement 
in communal processes as they pursue the moral purposes of their work and address the ongo-
ing challenges of daily life and work in their specific community settings (individual practice, 
hospitals, healthcare networks, etc.). The ethics of community supports the concept of distribu-
tive justice to inform decisions in priority setting and fair resource allocation, achieving equity 
and highlighting the need to reinterpret the ground principles that inform traditional clinical 
ethics in order to address the new locus of moral agency in: (1) market conditions where mar-
ket success depends on whether providers can choose to compete (competitor autonomy and 
choice), all providers can compete (universality) at equal terms (fairness and justice) and with 
no adverse impact to population health (beneficence and maleficence) and (2) community set-
tings where the delivering of services is expected to be in best interest of society to improve 
population health outcomes and prevent harm by tackling unnecessary interventions (overdi-
agnosis, overscreening and overtreatment). With the exception of autonomy, perhaps mean-
ingful only at individual level, beneficence and non-maleficence apply with focal variations. 
More specifically, beneficence in trust, with locus the business, applies in the manager’s obliga-
tion to see all parties in a commercial endeavour prosper on the basis of created value with the 
differential diagnosis criteria to balance the interests of business, patients and community. This 
is similar to the beneficence in trust, with the focus on community as the moral atom operates 
under an unwritten covenant between physician, patient, organisation and community based 
on the needs of patient, community and health service organisation, the physician’s expertise 
and on mutual trust and communication.

Healthcare delivery has changed greatly since 1948, demanding an expansion in the role of 
ethical education beyond the ethics needed for the practice of medicine and into moral mentor-
ing in an everlasting evolution of the greater ecosystem. Integrated care is shared care between 
clinical, organisational and institutional settings, each setting having a plurality of moral posi-
tions with high uncertainty both in technical and in moral terms. The new skill-mix at health-
care delivery (care team) and at commissioning level (CCGs) includes GPs, hospital doctors, 
nurses and pharmacists. Obligations and potential conflicts may be addressed differently by 
different healthcare professionals at emotional and practical level. Emerging new power dif-
ferentials further increase uncertainty and risk in the system as the hierarchy of knowledge 
and roles in decision-making are challenged, whereas expectations and norms in professional 
attitudes and behaviour have to be redefined before the highly differentiated teams are able 
to deliver. For example, what is appropriate as health outcome or resource allocation? How 
can one inform and evaluate appropriateness (in behaviour, metrics, etc.) arising in multidisci-
plinary teams of the new primary care models? The degree of satisfaction with either resource 
allocation or outcome or performance depends on whose definition and expectation it fits,5 
clinicians, researchers, ethicists, politicians or patients themselves. Managing the dynamics 
of an enlarged and differentiated care team may demand additional exploration at personal 
level on how power is defined, amplified and misused (whether under- or overused) in all the 
relevant contexts (medical employee–patient, employee–manager or employee–community), 
what responsibilities are assigned to the power role and how one can carry out ethical monitor-
ing of such new power differentials. It is the perspective of relational responsibility rather than 
autonomy that is important in a marketised healthcare as is the acceptance of shared risk and 
vulnerability, engagement in a highly differentiated system and emerging new risks such as 
business sustainability under competition.
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Bridging the gulf between morals and the hard nature of business demands a framework 
that is pragmatic regarding the challenges to be addressed, relevant to the contemporary 
healthcare ecosystem and acceptable by the plurality in moral viewpoints and moral expecta-
tions. Normative or prescriptive frameworks are limited because:

• They concentrate on the individual instead of one’s place in a system. Clinical ethics 
around autonomy or beneficence focus on the ‘value-producing’ stage of the care 
process and the responsibility for patient–physician relationship, ignoring the total 
system. Business ethics focuses on evaluating the moral acceptability of the actions of 
management and employees instead of the responsibility in designing processes ethically.

• Singular moral orders have legitimacy issues for decisions at organisational or collective 
level in morally pluralistic workplaces and marketplaces. An ethical behaviour informed 
by values defined by the experience and expectations of a particular professional group or 
sector may be perceived as the oppressive use of power of one professional group.

• Cognitive guidelines to manage ethical lapses assume that moral dilemmas are 
interpreted in a conscious manner and morality is a stable personality trait that can 
be developed. The principal–agent models6 of business ethics assume individual self-
interest, and possibly even greed, suggesting that individual employees may put their 
own interests before those of the organisation or its shareholders7 despite the regular 
occurrences of unethical behaviour with no self-interest at its core such as cases of 
gaming the system to benefit individuals in need.8 Yet, research on morality, intuition 
and effect suggests that moral judgements and interpretations are the consequences of 
automatic and intuitive affective reactions rather than conscious reasoning processes, 
with anchoring values operating in the cognitive models of moral decision.9

Understanding the relationships and the cross-interactions in the healthcare ecosystem is 
essential in learning how one should work in relation to the clinical workplace, the marketplace, 
the community and the greater environment. In other words, how to do what is morally right 
for the patient, being socially responsible and without ruining one’s career or organisation. A 
relational ethics approach10 acknowledges the ethical significance of the interdependencies in 
the moral atom, understands both patient and healthcare professionals as embodied selves 
situated within families and communities, and underscores the need to address issues of power 
and vulnerability at both patient and healthcare professional levels. The fundamental nature of 
relational ethics is that ethical commitment, agency and responsibility for self and to the other 
arise out of concrete situations which invariably involve relations between two or more people 
and affect two or more people.11 The responsibility vector is however bidirectional – if health-
care professionals have a duty to patients, employees, community, state, regulators, etc., then 
these social actors also have duties to healthcare professionals. Viewing the patient–provider 
relationship as one of human beings within a social context may also provide insight in cases 
of gaming with no self-interest at its core. ‘Dr Robin Hood’ occurrences remain acceptable, 
innocuous practice, as a result of implicit social cognition processes that fade the ‘ethics’ from 
an ethical dilemma (ethical fading).12 On the one hand, the provider is propelled into action 
having perceived patients as being treated unfairly by the system and on the other hand, others 
fail to notice such acts as fraudulent, considering them as ‘compassionate’ not because they are 
morally uneducated, but because of the social context. The question is whether Robin Hood 
would still be upheld as a hero if he redistributed wealth taken from a noble leader who himself 
undertook philanthropic deeds, instead of from an unfair tyrant.

The moral basis for decisions can further be strengthened by differential consideration of 
actions and knowledge to evaluate appropriateness and ethical perspectives in an increasingly 
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differential healthcare and differential society. Such differential approach, although important 
in fairly balancing the inherent trade-offs between satisfying immediate user needs and main-
taining other system functions, must be supported by explicitly formulated values. Quantitative 
knowledge may be necessary regarding ecosystem responses to service use and their impact 
(local, regional, short- or long-term) within their specific socioeconomic, political and cultural 
settings (health economics). For example, in Norway, cost-effectiveness has a central role only 
alongside the health-loss criterion – the priority of an intervention increases with the expected 
lifetime health loss of the beneficiary in the absence of such intervention.13 Prescriptive 
approaches are encountered in medicine under conditions of increasing uncertainty as in cases 
of clinical trials and oncology treatments where conflictual obligations to the patient care and 
medical progress14 are resolved via moral evaluation that integrates scientific and technical 
evaluation into the diagnosing of moral facts (differential ethics).

Descriptive approaches such as behavioural ethics may also assist in better understanding 
one’s own behaviour and increase awareness about other factors affecting our moral judgement 
such as the existence of a variety of ethical blind spots – implicit bias, temporal lens, failure to 
notice others’ unethical behaviour15; how empathy and sympathy can change with shifting 
circumstances and can be ends to themselves, felt without giving rise to action; and that moral 
values (personal, organisational and communal) can be subverted by changes in their position 
in a hierarchy of values depending on external (e.g. political system) and internal (e.g. the time 
of one’s life) conditions.16 The latter becomes important if the moral basis of decisions at per-
sonal level is prescribed by a specific hierarchy of values. Any change to such hierarchy, as for 
example, at times of distress, may have an impact on the prosocial orientation (a combination 
of beliefs, attitudes and values that is associated with helpful actions17) and precipitate different 
decisions (and hence actions) of questionable morality.

The nature of contemporary healthcare demands ethics research focusing on finding 
empirically testable strategies to mitigate unethical behaviour in healthcare settings. Above 
all, it asks for an integrated care ethics framework.18 The framework, currently under develop-
ment, integrates the basic principles of clinical ethics with more descriptive approaches such as 
behavioural ethics and health economics as shown in Figure 34.2.18 Above all, such framework 

Integrated care ethics

Relational

Ethical action situated explicitly in relationship

• How we should work together in relation
to the clinical workplace, the marketplace,
the community and the greater environment

Descriptive

What people actually do, or

have done

• Behavioural ethics

Prescriptive

What people should and can do

• Health economics (applied)

Normative

What people should do (in theory)

• Professional codes of conduct

• Clinical ethics

• Health economics (theory)

• Organisational ethics (to include
   traditional business ethics)

Differential

Moral management of moral benefit over moral cost

• Risk analysis and assessment to balance the
non-maleficene principle and the benefit principle; and
the autonomy principle on behalf of the patient with the
responsibility principle on behalf of the physician

Figure 34.2 The integrated care ethics framework comprised relational and differential thinking 
integrated with normative, descriptive and prescriptive approaches.
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addresses the demands of the marketisation of healthcare by bringing together relational 
thinking for the mutual acceptance of uncertainty and vulnerability and differential thinking 
for respect and responsibility for awareness of different value systems, for example, cultural 
perceptions about the patient–physician relationship, which may impact clinical decisions.

Only then can mutual trust be formed.

CONCLUSIONS

The complexity of the healthcare environment means that healthcare professionals need to 
learn how to live with uncertainty, not in it. Any healthcare reform will need 10–15 years before 
the changes it brings about can be managed effectively. Continuously in the media we hear 
about professional identity crisis of doctors, burn-out and career changes. If these are symp-
toms of unmanaged expectations from both career planning and working conditions, then 
responsibility falls on the training of healthcare professionals to support people during such 
a period, a type of bottom-up change management while turning out workers that are both 
resilient and responsible towards their patients and the community they serve.
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Moral ecosystems: Exploring 

the business dimension in 

healthcare reforms

IOANNA PSALTI AND MICHAEL PASCHKE

Healing is an art, medicine is a profession but healthcare is a business.1

INTRODUCTION

The serial transformation of the NHS in England since the 1990s has caused an ongo-
ing debate around public service markets, with corporate business structures arising in the 
practice of medicine, and retail clinics appearing in large grocery stores next to fruits and 
vegetables. Whether such changes commodify or professionalise the commissioning and 
delivery of healthcare, the bottom line is that they remove the ‘invisibility cloak’ over the 
link between medicine and profit, long preserved largely by free access to health services. 
Old concerns around healing as a profitable activity re-emerge, particularly on the impact of 
executive boardrooms on clinical decisions at ‘bedside’ and on how to ensure ethical market 
stewardship.

The topic of healthcare as a profit sector has become particularly uncomfortable since 
the introduction of managed care – a controversial mix of ‘medicine, workers’ rights and 
business profits’ – and the perpetual ‘dying’ and ‘resurrection’ of the purchaser–provider 
split (a mechanism that separates the formulation of policy from its delivery, aiming to 
create provider competition through contractual obligations and organisational separa-
tion from third-party payers). Such quasi-market arrangements in healthcare precipitate 
complex and often ‘hidden’ dynamics among a plethora of stakeholders, themselves not 
readily identifiable. In recognising the many types of scholarly endeavour that apply to 
healthcare business, we bring stakeholder theory from organisational management and 
business studies together with ecology concepts to explore the ethos of the health system. 
We propose the moral ecosystem as an exploratory tool for the intricacy of the healthcare 
system and the impact of health reforms, with particular reference to the delivery of health 
services. The model responds to policy and organisational contexts with the evolution of 
NHS England as case study.
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THE MORAL ECOSYSTEM: RESPONSIBILITIES IN DESIGNING 
AND DELIVERING HEALTHCARE

Stakeholder theory has joined business, capitalism and ethics by placing business management into 
a fiduciary relationship with stakeholders and the business itself in terms of organisational sustain-
ability. Business is viewed as a system creating value for all stakeholders – those entities (individu-
als and groups) who can ‘affect or be affected by the realisation of a company’s objectives’,2,3 with 
human beings being viewed as people rather than means to ends. Stakeholders are drawn from the 
socioeconomic and political environments within which the organisation is operating and they are 
differentiated into internal (elements within the organisation such as owners, employees, etc.) and 
external (parties which are not part of the organisation but can affect or be affected by its activities). 
Stakeholder theory is, therefore, distinctly different from shareholder theory, with emphasis on 
financial value and a focus of responsibility solely onto shareholders. Patients, doctors, professional 
associations, hospitals, government, industry, suppliers, etc. are all stakeholders in healthcare with 
a shared vision, health and well-being. They are bound to each other with a plethora of interac-
tive relationships in a symbiotic and organic way, making up the healthcare ecosystem,4–6 ,* in an 
analogy to biological ecosystems. Such ecosystems are of different scales depending on the size of 
population coverage, for example, national healthcare systems, hospital chains and general prac-
titioner (GP) networks, and of different types depending on the nature of the ecological relation-
ships, that is, on what basis the stakeholders are connected. A moral ecosystem is defined by the 
set of moral links among the stakeholders, the sum of both accountability (regulatory or legal) and 
moral responsibility relationships as prescribed by the agreed goals of the specific system.

Figure 35.1 shows the simplest moral ecosystem of a health service provider and the dynamic 
web of dyadic moral links among its stakeholders. The provider can be an organisation (GP/
dental practice, a polyclinic, hospital, clinic or pharmacy retailer) or a professional individual 
(GP, specialist, nurse, dentist or pharmacist) with single occupancy at the internal stakeholder 
level: a single individual holding the roles of owner, manager and employee and with no part-
ners. The core external group comprises those stakeholders without whom healthcare activity 
would not be possible: patients, professional bodies that train/accredit/regulate professional 
conduct, payers and suppliers (products/services bought directly by the provider, e.g. consum-
ables and diagnostic services). This system operates under public funding and in the absence 
of market mechanisms, for example, a GP practice in post-NHS formation era in the UK with 
services being free at the point of use, and physician–patient relationship being governed solely 
by the medical code of conduct of the General Medical Council. Prior to 1948, this moral eco-
system would be even simpler, with services being mainly funded by the patient.

The system design of the UK NHS created a peculiar, potentially vulnerable moral ecosys-
tem with central planning of service delivery, public financing and ownership of production 
based on monopolies and dualities in roles:

• A state monopoly (and duality) in both the provision of hospital care (emergency and 
specialist care) and the training of doctors and nurses

* Since the 1960s, ecological concepts were introduced in healthcare to study the use of health services for 
future resource allocation and population-based healthcare research. The ecology model presented in 
this chapter arises as a result of healthcare reforms and should not be confused with the medical ecology 
model of 1960s healthcare developed for resource allocation and assessed use of primary, secondary and 
tertiary healthcare in public, private and mixed-finance systems on the basis of sociodemographic char-
acteristics (population-based registers). The two models have different focus despite the commonalities 
between some of their concepts, for example, resource consideration. 
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• A monopoly employer (NHS)
• A general practice monopoly in primary care provision managing 99% of the UK population7 

under a public–private hybrid referral model and independent contractor status for GPs
• Duality in GP’s role, as gatekeeper/coordinator to specialist care, and as owner of 

private enterprises organised around a profitable partnership model similar to law or 
accountancy firms.

Other aspects of the system design relied on public–private models such as the leasing 
of NHS buildings from the private sector under the Private Finance Initiative contracts, the 
importing of private patients to UK hospitals and exporting of health services to foreign mar-
kets under the National Health System Overseas Enterprise (NHSOE), supplementing income 
during funding decreases in 1988.8

Universal access to care has probably rendered any ethical concerns around the monopo-
lies, and the business dimension at general practice or at hospital level, relatively unimportant. 
At least they have been largely taken for granted. The persistent aura of the Hippocratic oath 
ideals and historic restrictions at trade level, for example, on advertising9 and the sale of good-
will10* in NHS practices (with professional ostracism or imprisonment for non-compliance), 
enhanced the ‘self-image‘ of the medical occupation as a liberal profession, instead of paid 
agents of the state,11 with absolute reliance on the professional codes of conduct for governance 
and immunity to ‘greed’ and ‘self-interest’. The subtle ‘occupational’ and ‘sector’ stereotyping, 

* Goodwill is the difference between the actual physical value of something and the price that somebody 
is prepared to pay for it. Its sale yields significant financial returns without selling the whole business.
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typical among public as a result of psychosocial attribution process,12–14 has been further fuelled 
by free access to services; healthcare became effortlessly the ‘noble cause’ sector, with doctors 
and nurses selflessly serving the community, in contrast to for-profit sectors being perceived as 
‘greedy’ or ‘immoral’.

Although not exactly a market, healthcare provision in the UK has therefore historically 
been linked to someone’s profit. A series of health reforms, often referred to as marketisation or 
commoditisation of primary care, and facilitated by the increasing integration of digital solu-
tions at clinical level, have recently begun to challenge perceptions as to whose profit it was 
and whose market it was becoming. Managed care, the NHS exercising its power as the domi-
nant purchaser, and the growth in private providers including walk-in emergency treatment 
centres15 are largely perceived as erosive of the traditional primary care system. Such changes 
have however been revolutionary in instilling responsibilities across all stakeholder groups: 
at patient level, such as self-managing chronic conditions, at clinical level, such as value con-
sciousness in healthcare professionals for resource allocation and at government level, such as 
the provision of a fair competitive environment that does not harm patients.

POPULATION DIVERSITY IN THE MORAL ECOSYSTEM: THE IMPACT 
OF INTEGRATED CARE AND MARKET MECHANISMS

The moral ecosystem is a dynamic system, responsive and sensitive to changes such as the 
series of paradigm shifts in thinking about health across Europe in the early twenty-first 
century: from curing to wellness and prevention,16 from treating single diseases to ‘patient-’ 
and ‘population-oriented’ care and coordinating services around people’s needs.17 Reforms of 
 macroscale (national healthcare system) and microscale (individual healthcare settings, for 
example, GP practice and hospital) occurred at organisational, administrative and clinical level, 
focusing on primary care, chronic diseases and multimorbidity. Integrated care* rose as the 
strategy for improved health outcomes, quality of care and patient satisfaction.

In England, integrated care, a policy goal since the 1960s and a statutory duty since 2012,18 
introduced new primary care models with increasing reliance on market mechanisms (compe-
tition, decentralisation, patient choice) for their funding. The introduction of new system goals 
has changed the demographics in both the number of stakeholder groups and the ‘spatial’ 
distribution of a given group in terms of environments. This has precipitated a marked ‘genetic’ 
differentiation within and among stakeholder groups: that is to say, distinctly different groups 
within one environment. For example, there are now different public regulatory bodies for 
quality, price setting, etc., where payers span state and industry domains [being public, private 
(out-of-pocket), insurers or a mixture].

Figure 35.2 shows the unequivocal population diversity in the moral ecosystem of a health 
service as a result of the introduction of market mechanisms and the responsibility in resource 
allocation, as in the case of the NHS England with its overall policy and system goals being 
integrated care,19 competition and patient choice. The obligations of a health service are 
defined by the system and the natural environment surrounding the patient– provider  relation. 
 Non-market approaches in Scotland, Wales and Northern Ireland will therefore prescribe 
ecosystems different to that shown here. A marked differentiation of the internal stakeholder 
group into owners, employees, managers and partners is precipitated by payment reforms such 

* Integrated care is defined as the horizontal and vertical integration in healthcare delivery through 
dissolution of the historic institutional separation between primary, hospital and social care, whether 
commissioned or provided by local authorities.
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as pay-for-performance and the increasing management of health by networks of care around 
the polyclinic concept20,21 (co-location of a range of services in super-surgeries or federations). 
The core external group includes collaborators as a result of managed care and reorganisa-
tion of care around Vanguard schemes,22 which integrated primary and acute care systems or 
multispecialty community providers. Public regulators of course have different mandates and 
they now include the Care Quality Commission, the Audit Commission (for financial gover-
nance), the Competition and Markets Authority (for anti-competitive behaviour of providers or 
commissioners) and NHS Improvement23 to tighten the link between financial discipline and 
service quality.24

Investors, shareholders and competitors have been added to the external group by changes 
to the purchasing function25 in the NHS, the formation of GP-led clinical commissioning 
groups (CCGs) and the removal of historic restrictions (on advertising ban, the sale of good-
will and boundaries of GP catchment areas). The latter in particular has allowed an increasing 
diversification in the production of health services, for example, the ‘building of private health 
systems’ by independent providers (private, non-profit, voluntary sectors). These may be in 
strategic locations near patients’ homes like pharmacies or out-of-hours walk-in clinics in large 
grocery store chains of high visibility, traffic volumes and accessibility. Such provision of ser-
vices includes social and primary care services of GP practices, urgent care centres and minor 
injury units, and although it is still funded by public contracts in England, it is similar to activi-
ties funded through the USA health insurance system such as the Henry Ford Health System26 
in southeast Michigan, with the Quick Care Clinic27,* as its most recent addition.

New moral links (Figure 35.2: dashed lines) are created, as financial and regulatory control 
of social services and housing sector devolves from the state to the primary care providers. 

* This venture is modelled along the boutique retail blueprint, administered by a certified nurse practitioner 
targeting largely self-pay patients.
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Consolidation of the reforms will ‘rehouse’ the new stakeholder groups into the core external 
group, with the state retaining partial control in the periphery of the system.

Being a service provider and a business precipitate an array of internal and external objec-
tives for a provider: clinical (quality and health outcomes) and organisational (financial, profit 
and sustainability, service level, compliance performance). Given the social context of health 
provision, internal stakeholders need to think ‘but is this right?’28 for all stakeholders (internal 
and external) before undertaking actions individually or collectively for the realisation of any 
objective.

In reality, a provider’s ecosystem is more complex than that shown in Figure 35.2. 
Stakeholders have their own subsystems with variations in scope and perceptions, for exam-
ple, employees are differentiated into medical, nursing, technical, support and infrastructure. 
Changes in subsystems may affect ecosystem functions in countless scenarios, expanding the 
web of stakeholder interactions with cross-pair linkages appearing between the dyadic rela-
tions. Increased regulation and standards monitoring may result in withdrawal of some ser-
vices by for-profit private providers, with detrimental impact on health equity. Rural areas are 
particularly vulnerable to this.

Private health insurance coverage through employment reaching a critical level may pres-
ent the opportunity for withdrawal of state support, with consequent impact on patient choice. 
Single ownership of the entire supply chain through mergers and acquisitions, for example, a 
health insurance company owning the dominant provider in a geographic region, become cru-
cial if the company has interests in the housing sector and owns both health and social services. 
Abuse of position can occur by restricting provider (preferred providers) or conditions covered 
for treatment or accepted for housing. Competition in attracting and retaining patients, staff, 
suppliers, etc. creates additional relationships and strain.

SUSTAINABILITY AND THE ‘ETHOS’ OF THE HEALTH SYSTEM

The corporate world has long recognised the importance of the link between sustainability 
and social/environmental responsibility in attracting and retaining customers.29 Similarly, the 
sustainability of the greater ecosystem of healthcare (national or multistate health system) 
depends on the health system taking responsibility for the production of services and products 
which are effective, safe and accessible to all citizens. Social responsibility in improving equity 
and environmental responsibility in the use of resources will address over/under-diagnosis and 
over/under-treatment. These components of sustainability are in addition to compliance with 
governance measures and building capacity to balance turbulence, uncertainty, dependency 
and stability in stakeholder interactions (Figure 35.3).

The social and environmental responsibilities of healthcare, effectively the ethical dimen-
sions of sustainability, constitute the ethos of healthcare. We interpret this as the guiding 
beliefs and goals of a health system in itself shaped as it is by agreed strategy and programmes 
in health. It also includes the behaviour of components in addition to the healthcare delivery 
system such as the healthcare industry (suppliers/manufacturers of healthcare products/tech-
nologies), Information and Communications Technology (ICT) services, research organisa-
tions, system planning bodies (whether market participants or government), trade unions and 
charities. The ethos of the health system demands proactivity and multi-directionality in stake-
holder responsibility to one another: free access to care and citizen’s responsibility in maintain-
ing healthy lifestyles; community support of care settings and organisational responsibility 
for resources and health outcomes; responsibility in updating the training to equip healthcare 
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professionals with changes in the marketplace. Perhaps above all lies providers’ compliance 
with regulations, and provision of policies ethical in their mandate and scope.

The quasi-market character in the government-funded and new incarnation of NHS England 
is largely defined by patient choice and provider competition. Quasi-markets are planned with 
a third party (purchaser), allowing market entry to providers/products/services so that the pur-
chaser and provider are distinct entities (in effect, a purchaser–provider split). Market success 
depends on moral design and moral monitoring of such technical aspects of market mecha-
nisms (structures, incentives and their measures), with differentiation in the decision-making 
process that includes patients and healthcare professionals as stakeholders even for uncomfort-
able decisions. Currently, there is little reference to how the CCGs will ensure a fair competition 
among providers or the avoidance of perverse incentives that trigger gaming or distort clinical 
priorities.30 Or, what happens with quality of care and competition in the absence of a market 
such as when there are dominant providers in rural areas.31 Above all, how patient choice is 
framed and offered by the system, given that such key policy objective for the success of mar-
ket competition is not influenced by service costs. Is payment by results really translated as 
‘money follows patients’32 or do patients follow money because of how patient choice is framed? 
It should be recalled that removal of GP catchment areas brought ‘consumer autonomy’ as a 
remedy to earlier system failures to improve efficiency as with the independent sector treatment 
centres in 1990 in the UK.33 Monitoring how patient choice is implemented instills morality 
in market design. Patient choice may be compromised when in-network alliances operate at 
referral level to support colleagues, or when collaborators or partners of the service (whether 
affiliated or independent) ‘cream skim’ undetected. Choosing patients for reasons other than 
their need for care can occur under fixed payment schemes (e.g. choosing less ill patients34) or 
when one’s income and reputation are enhanced through research in a particular disease by 
imposing access restrictions to the general population.

Limitations in existing delivery infrastructure, for example, in case of a sole provider in 
rural area, automatically restrict patient choice, unless patients are willing to travel else-
where. The emergence of new providers, although enhancing competition, runs opposite 
to the quasi-market goal of maximising efficiency. There is a lack of clarity in incentives for 
purchasers to compare available services, particularly as it is difficult to assess providers both 
in terms of value for money and the effectiveness of interventions in everyday clinical set-
tings, in the absence of evidence. Not only political will and commitment are essential if low 
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Figure 35.3 The components of sustainability in a health system.
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performing providers are either to improve or disappear under competition, but also emerg-
ing evidence has shown that improved outcomes are more likely associated with adopting 
organisational innovations rather than the introduction of market arrangements.35 As a 
result, the rhetoric of quasi-markets launched as the means to improve quality and equity 
in health services in the 1990s may not match reality; quasi-markets appear to have brought 
a shift from improving equity and social justice to a maximisation of value for money and 
consumer choice instead.

Linking choice to competition and markets also ignores the complexity surrounding choice 
at patient level and the relational aspects between patient and provider. Figure 35.2 shows 
how such relation is not only around the patient’s clinical needs but also socially embed-
ded in a community with social, cultural and context-specific factors shaping patient views 
differently to the views of policymakers; after all, people are typically less concerned about 
provider choice and more about provider’s proximity to home or retaining the public and 
universal aspects of their health system.36 Drawing the patient into a pivotal role to merely 
increase competition within primary care for services also remains questionable, given the 
nature of healthcare as ‘expert’ or ‘credence’ service, similar to legal/financial advice or repair 
goods activities; the power differential governing the patient–physician relationship; and the 
information asymmetry at patient level.

External constraints such as policies at macro-level must be clear to prevent moral distress 
or confusion as a result of misinterpretations. Recent public procurement and competition 
rules37 authorise anti-competitive behaviour in the commissioning of services by the NHS, 
if a qualitative cost-benefit analysis shows that it is in the (best) interest of healthcare users.38 
Such distortion of competition is open to abuse unintentionally, or intentionally, in the absence 
of clarification regarding what constitutes user’s interests and how this will be agreed upon. 
The Health and Social Care Act 2012 demands that almost all services must be competitively 
sourced and that commissioning groups treat providers in a non-discriminatory way, without 
favouring one over another on the basis of ownership. A ‘sole provider’ clause* is at odds with 
the commissioners’ freedom to decide which services to tender39 and becomes meaningless if 
transaction costs for tendering outweigh savings in service costs. Moreover, it can be used as a 
justification to avoid tendering, particularly in rural and remote areas with one provider as the 
only ‘apparent’ source of supply.

Other technical aspects cause further concern. Outsourced non-medical primary care ser-
vices are business-to-business dealings (e.g. managing patient registration data or call/recall lists 
for screening). It is unclear whether service users are aware of such arrangements and whether 
such data are under the security required by the Information Governance Assurance Framework 
(IGAF) accreditation, as strictly speaking, these are not medical records. Such concerns become 
more important, given court rulings on company conduct in case of deviant behaviour: compa-
nies cannot commit a crime under the Companies Act 2006 as they are not ‘persons’.

Integrating the social care of vulnerable and underserved populations (older people, racial 
and ethnic minorities, low-income people, other marginalised groups) brings intergroup and 
intergenerational solidarity into the ethics discussion regarding resource allocation.40 Can mar-
ket mechanisms with an implicit pursuit for profit in healthcare be accepted as a means to an 
end? Such utilitarian moral basis for the marketisation of healthcare has to be examined regard-
ing the type of solidarity (rational or constitutive) and the morality of the motivation argument 
(‘authenticity’ in motives).41 We should ask: Is the extensive restructuring of NHS powered solely 

* The clause states that there is no requirement to put contracts out to competitive tender ‘where only a 
single provider is capable of providing the services’.
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by the £20 billion target in efficiency savings or by an aspiration to evolve into an efficient, self-
regulated organisation devoted to quality and value of patient care? Is patient empowerment a 
cost-saving means or true to commitment to put the citizen in the heart of the services? Such 
debates at the core of healthcare reformations are beyond the scope of this chapter but they influ-
ence what governance measures are needed and how healthcare professionals perceive their role 
in the marketisation of healthcare, in terms of both professional identity and personal integrity.

CONCLUSIONS

The introduction of quasi-markets in highly professional services becomes questionable due 
to imperfect competition and lack of markets. Responsibility for failure lies with the regula-
tory bodies in designing a genuinely achievable market structure and fair competition. Low 
demand for some services such as rare diseases, or low supply such as inadequate numbers of 
health professionals, can have an impact upon markets, as do incentives that influence how 
patient choice is applied in practice.

The moral ecosystem of healthcare system may throw light onto what system design and 
support can enable the ‘Noble Cause’ sector to become a ‘Noble Business’ and assist healthcare 
professionals to become objective advocates of their patients, contribute to an economical sys-
tem and exercise self-care at the same time.
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The duty of candour in 

primary care

SUZANNE SHALE

‘Tis impossible to separate the chance of good from the risk of ill.’

David Hume
A Treatise of Human Nature

INTRODUCTION

This chapter is about voluntarily disclosing information to patients when something goes wrong 
in primary care. The professionals providing primary care [general practitioners (family physi-
cians), district nurses, specialist nurses, podiatrists, physiotherapists, audiologists, paramedics 
and many others] encounter widely varying types of adverse events in very different contexts. 
I have selected examples that I hope will illustrate ethical dimensions of candour common to all.

Towards the end of the twentieth century, an ethical consensus began to emerge that clini-
cians owe a duty of candour to their patients. This means that patients should be told, without 
having to ask, when things go wrong in their care.

Why did it take so long for this consensus to emerge? The answer is probably that it was 
only in the latter part of the century that the health professionals began to discuss openly and 
study in depth what goes wrong in the course of healthcare. Even then, the focus has been on 
the dangers of hospital care. It has taken much longer to appreciate the risks to which patients 
are exposed in primary care.

It is commonly said that around 1 in 10 patients will experience unintended harm in hospi-
tal;1–3 prevalence studies indicate that between 3% and 16% of hospitalised patients experience 
adverse events.4 What about primary care? There is a paucity of studies, and so far the focus 
has been on patient safety in general practice (family physicians). It is now well recognised that 
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understanding patient safety in primary care requires a different conceptual apparatus than 
that used for hospital medicine.5 However, averaging across studies that use the most robust 
methods, it is estimated that some 1–2% of all family practice consultations in the United States 
and the UK may include some form of adverse event. For out-of-hours care, estimated error rates 
range from 2% to 6%. One Scottish study found that 11% of prescriptions written in primary 
care contained an error, whilst a record review of care home residents in England found one or 
more errors in 70% of residents’ prescriptions. Missed or delayed diagnoses are known to con-
stitute a source of significant harm and are probably under-represented in prevalence studies.6,7

Although severe harm may constitute a lower proportion of injuries in primary care than 
hospital care, cases of death and serious injury are of serious concern. In recent years, the 
Medical Defence Union has, for example, highlighted the high human and financial costs of 
failure to diagnose child brain tumours, meningitis and ovarian cancer.

WHY SHOULD PATIENTS OR FAMILIES BE TOLD WHEN THINGS 
GO WRONG DURING CARE?

The ethical consensus that now surrounds candour is relatively recent. A seminal paper on 
medical mistakes by Wu in 1991 mentions disclosure to patients almost as an afterthought.9 
At the beginning of the twenty-first century, authors still thought it necessary to outline the 
ethical arguments both for and against disclosure of harm to patients.10,11 What has changed 
since these early articles are not the ethical arguments in favour of disclosure, but the institu-
tional arrangements emerging in several countries that make it obligatory.12

Whenever an ethical practice is institutionalised, however, we run the risk of losing sight of 
why we do it. Disclosure can be an extremely demanding ethical practice, particularly when the 
harm is severe and emotions are running high. For this reason, it is important to be clear about 
the nature and scope of the ethical obligation that is being fulfilled.

GENERAL ETHICAL ARGUMENTS

Firstly, patients have a deep moral interest in what happens to their body. Candid disclosure of 
information, both before treatment and after it, respects this interest.

When patients are able to make autonomous choices, their moral interest in bodily integrity 
is promoted by respecting their decisions about what is done to them. This principle of respect 
for autonomy governs disclosure of information for the purposes of consent; when treatment 
and the risks that accompany, it must be properly explained. The same principle applies to dis-
closure of information about what has happened during any course of treatment. Patients and 

EXAMPLE 1

A patient who is a heavy smoker with a persistent cough is noted to have a suspicious lesion on a 

chest X-ray. The doctor asks administrative staff to arrange an urgent appointment with the patient. 

There is no answer on the patient’s home telephone as he is on a holiday. The message to follow up 

is missed. Nine months later, the patient presents with shortness of breath and haemoptysis. He is 

admitted to hospital and diagnosed with lung cancer.

(Source: Care Quality Commission)8

Comment It is readily apparent in this case that mishaps have led to a delay in diagnosis, shortening 

the patients’ likely lifespan. In England, this incident would trigger the statutory duty of candour. 
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their families hold strong normative expectations that treatment effects, errors and untoward 
outcomes will be explained.13–17

Secondly, disclosing information about harm reflects the need for truthfulness in relation-
ships with patients.

A duty-based or deontological ethical perspective views truth-telling as important for its 
own sake. The notion of candour, though, goes beyond simple truth-telling. Candour means 
volunteering information when a patient does not know enough to venture an inquiry. A nar-
row Kantian view would be that giving an untruthful answer to a direct question from a patient 
(‘Have I been harmed?’) would be absolutely wrong, but failing to volunteer information about 
harm might be morally acceptable. On the contrary, adopting the deontological reasoning of 
W.D. Ross18, I would argue that prima facie duties of non-maleficence (doing no harm), fidel-
ity (acting according to explicit and implied promises) and reparation (the duty to make up for 
wrongful acts done to others) taken together lead ineluctably to a duty of candid disclosure.

Looked at from a teleological perspective, honesty in medicine is important because it sustains 
trust between patients, professionals and organisations. One argument can be made from a broadly 
rule-utilitarian standpoint. People who need healthcare rely on the people who provide it. They have 
to be able to trust individual professionals, and trust the institutions that deliver care. Honesty is 
central to trust. Consistent openness and honesty directly benefits individual patients, and, through 
upholding trust in the institutions of medicine, indirectly benefits all current and future patients.

A critical importance of honesty can also be argued from a virtue ethical position. Practicing the 
virtue of truthfulness well, in appropriate circumstances, is a manifestation of the personal integrity 
of the clinician as well as a means of sustaining lasting relationships of trust with patients.11

Fourthly, a narrative ethical approach19–22 points compellingly towards disclosing harm with 
care and compassion.

Patients and their families recount vividly the feelings of disorientation and destabilisation 
that follow in the wake of care going seriously wrong.14,23–25 Following unexpected injury, they 
need to make sense of the unanticipated twist in their story. Ascribing some sort of meaning 
to events appears to be an important part of the process of recovery. This need to find meaning 
in misfortune is one reason patients and families insist on being reassured that the same kind 
of injury cannot happen again to someone else. The story of the past cannot be changed, but it 
can help shape the story of the future.

Finally, patient safety is a first priority for both deontological and teleological reasons.
‘Being honest with patients and carers, providers of care are far more likely to be honest with 

themselves; and that is the foundation of a culture of improvement’.26 Whether improvement is 
done to comply with the duty of non-maleficence, or whether it is done to maximise well-being, 
the only good thing that comes from healthcare harm is the lessons learnt from it.

PROFESSIONAL ETHICS, LEGAL AND INSTRUMENTAL 
REASONS FOR DISCLOSURE

Around the world, the ethical codes of many of the healthcare professions are now converging on 
a professional duty of candour. These professional ethical codes are accompanied by legal arrange-
ments that vary widely between jurisdictions.12 Although in common law jurisdictions, it may be 
possible to pursue a clinical negligence claim if a failure to disclose harm causes subsequent harm,27 
laws mandating candour in the wake of harm remain rare. However, several legal systems now 
provide some form of protection for apologies so that facts may be disclosed, and apologies offered, 
without automatically incurring liability for malpractice.28
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England currently has some of the most stringent provisions of all for mandating disclosure. 
All care professionals in the UK are bound by an individual professional duty of candour. Their 
professional ethical codes were recently revised in order to reflect the statutory duty of disclosure 
that binds organisations in England. This statutory duty requires organisations to have systems 
in place to ensure harm is disclosed, and apologies offered.29 The duty is enforced by regulators, 
and persistent breach may incur potential criminal liability by the organisation. There is also 
a contractual duty of candour, drawn in terms similar to the statutory duty, which binds any 
organisation that provides publicly funded care. The chief flaw in these apparently extensive and 
overlapping arrangements is that none of them can be legally enforced directly by patients. This 
leaves patients reliant upon others to hold professionals and organisations to account.

We have already identified ample reason to be candid. If any further argument is needed, 
there is some evidence that patients may be less likely to pursue malpractice claims against 
honest and empathetic clinicians who disclose and apologise when things go wrong.30–32

WHAT IS THERE A DUTY TO BE CANDID ABOUT?

Health professionals have a duty to be candid about both harm and error that leads to harm. 
Sometimes, things go wrong without error on the part of a practitioner: unavoidable falls, 
treatment side effects, unfortunate complications, and so on. In other times, things go wrong 
through error: misdiagnoses, prescribing errors, administrative failures and the like. The start-
ing point for understanding obligations of candour is understanding that what is important for 
patients is receiving an explanation of what has happened, irrespective of whether the harm 
was caused by error or misfortune.

Fulfilling a duty of candour turns on health practitioners knowing that something has trig-
gered the duty. The trigger may be a mistake (Example 3) or an untoward outcome (Example 4). 
In the case of a mistake, it is in the nature of mistakes that when we form the intention to act, 
we think we are doing the right thing. We do not think we are mistaken at that moment. Only 
after the action has been initiated do we find that it was mistaken,33 possibly because we did not 
do the right thing, perhaps because we did the right thing in the wrong way. Medical care is a 
team activity, so that in some cases, it is only after care has been handed over to other profes-
sionals, and outcomes are known, that a mistake or harm is identified.

EXAMPLE 2

A patient had been taking warfarin for several years for stroke prevention from atrial fibrillation. His 

INR (coagulation rate) was stable and he attended a warfarin clinic monthly, at his GP’s practice, for 

monitoring. He went to see his GP, complaining of a cough and shortness of breath, and was given 

antibiotics for chest infection. Ten days passed, during which his chest symptoms recovered. He then 

slipped at home and hit his leg, and developed an uncomfortable haematoma. When he attended the 

warfarin clinic for his regular check, his INR was found to be significantly outside of the desired range. 

It was likely that the antibiotic treatment had increased the anticoagulant effect of the patient’s usual 

warfarin dose. The patient required vitamin K, and had to reattend the surgery every day for several 

days to recheck his INR value and modify his warfarin dose, until the INR value stabilised.

(Source: Care Quality Commission)8

Comment In this case, there was no obvious fault, but the patient experienced harm from a side 

effect of treatment. This incident would trigger the statutory duty of candour in England.
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Epistemic uncertainty, a constant in medical practice, makes complying with obligations 
of candour more complex.35 It may not be apparent until sometime after events have occurred 
that harm has arisen. Even then, it may be difficult to discern that the initial error is the cause 
of the poor outcome.

IS THERE A DUTY TO BE CANDID ABOUT HARM IN THE PAST, 
AND ERROR BY OTHERS?

When it is a question of disclosure to the patients themselves, time having passed does not 
make any moral difference. All of the ethical arguments set out in the preceding section apply 
with equal weight when professionals discover harm that has occurred in the past (through 
clinical audit or record review for instance), or when they encounter mistakes made by other 
professionals. If disclosure would be made, on the facts known, to a patient injured in the 

EXAMPLE 3

An ambulance crew attended a call for a patient who fell from scaffolding. On arrival, the patient was 

conscious but lying awkwardly, with a leg that was clearly fractured and twisted. Before carrying out 

a full assessment or immobilising the cervical spine, the crew repositioned the patient to straighten 

the leg. After repositioning, the patient was unable to move any of their limbs. At this stage, the spinal 

cord was immobilised. Later investigations identified that the patient had a cervical fracture and spinal 

cord damage. The patient was left with long-term paralysis from the neck down.

(Source: London Ambulance Service)34

Comment This was a tragic mistake thought to have been a right action at the time. Ambulance services 

face very different challenges from other primary care practitioners enacting their duty of disclosure. Crews 

often hand over responsibility to others soon after initiating treatment, and in many cases will only be able 

to comply with duties of disclosure if the subsequent provider advises them of the need to do so. Even if 

an error or harm is realised immediately, the midst of a medical emergency is not a propitious moment for 

open disclosure. Arrangements will have to be in place to ensure disclosure can take place at a later time. 

Moreover, ambulance crews rarely have any prior relationship with their patients unlike, say, district nurses. 

How the nature of the relationship affects disclosure has not yet been the subject of research.

EXAMPLE 4

A mother called her family practitioner, requesting a visit for her two-and-a-half-year-old son, who had a 

temperature of 41° with diarrhoea and vomiting. Later in the day, the mother called the practice again, tell-

ing the receptionist her child was ‘floppy and lethargic’. A doctor visited the child at home. She noted that 

the child had been unwell for 24 hours and had a temperature of 39°. On examination, she found no abnor-

mality, aside from a rash on the child’s limbs, which she thought was not haemorrhagic. Some 5 hours 

after the doctor’s visit, the parents took the boy to hospital where he was diagnosed with meningococcal 

septicaemia. He recovered, but unfortunately, both his feet and the tips of several fingers were amputated.

(Source: Medical Defence Union)36

Comment The issues in this case came to light 5 years after, when the parents sued on behalf of 

the child. Experts judged that delayed diagnosis had caused additional suffering; the family practice 

expert commented that where a child was described as unwell with a temperature of 39°, he would 

normally admit them to hospital. Because the child suffered an avoidable harm, such incidents ought 

to be disclosed. However, to comply with a duty of candour, the professionals involved in the case 

have to perceive that the duty applies. With hindsight, and knowing the outcome, others may judge 

that care was inappropriate when this is not apparent at the time.
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present, then it should be made on those same facts discovered retrospectively. The process of 
disclosure will be different, but the duty remains the same.

When a patient has died, is their survivors’ moral interest in knowing about what has hap-
pened to their body analogous to the patient’s own? Respondents in a UK study were uneasy 
about being open with bereaved relatives in cases where a patient had died some time before, 
when there may have been avoidable contributing factors, but the facts were unclear and likely 
to remain so.35 Subject to the usual considerations of medical confidentiality, it could be argued 
that survivors with a very close emotional bond have a similar moral interest to the deceased 
in knowing what happened, which cannot be ignored even if time has passed and the facts are 
unclear. Those with significant financial dependency on the deceased may have their own legal 
interests to defend. This places them in a somewhat different position from survivors bound by 
purely formal ties of kinship, who had no emotional or social ties to the deceased.

It might thus be argued that disclosure should be made to those with a strong interest, but 
would be irrelevant to those with a weak interest. However, basing disclosure decisions on 
professionals’ judgements about the nature of the bonds to survivors would be hard to justify; 
there is simply too much that professionals do not and cannot know about such bonds. (See 
also the discussion of therapeutic privilege, and of disclosure to bereaved parents, below.)

SHOULD PATIENTS ALWAYS BE TOLD WHEN THINGS 
GO WRONG?

There has been extensive debate about when it may be acceptable not to tell the whole truth 
in the realm of consent to treatment. In the context of consent, justifications have been offered 
inter alia for deceiving patients for research purposes, withholding information when patients 
decline it and for withholding information on the grounds of therapeutic privilege. There has as 
yet been little equivalent discussion of ethical justifications for withholding information about 
errors or harm where a presumption of openness otherwise prevails.

It is hard to envisage circumstances in which information about harm could legitimately be 
withheld for research purposes, but I do not underestimate the ingenuity of researchers. If there 
were thought to be good reason, it would have to be argued in the process of ethical review.

By analogy with reasoning on disclosure for consent purposes, there may be rare situations 
when a patient is offered, but reasonably declines, information about healthcare harm.

There may also be rare situations where a form of ‘therapeutic privilege’ could be invoked, 
on grounds that an emotionally fragile patient would suffer greater harm from candour than 
they would from concealment.11 However, any claim of therapeutic privilege should be assessed 
with extreme caution. Firstly, there is an important difference between invoking therapeu-
tic privilege in order to withhold information about diagnosis, prognosis and treatment, and 
invoking therapeutic privilege to withhold information about iatrogenic harm. The latter is 
arguably far more questionable, being susceptible both to self-serving justification on the part 
of the clinician and to patient and family suspicions of a cover-up. Secondly, the concept of 
therapeutic privilege has itself being called into question: a statement on therapeutic privilege 
issued by the American Medical Association, for example, averred that ‘withholding medical 
information from patients without their knowledge or consent is ethically unacceptable’.37

Withholding information about iatrogenic harm would require an exceptionally strong jus-
tification. In principle, it would seem only to be acceptable in the short term (e.g. pending 
recovery) and only if other parties within the scope of confidentiality (family or other personal 
representatives for instance) were promptly informed.16
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WHAT SHOULD BE TOLD TO PEOPLE WITH IMPAIRED CAPACITY?

Turning to adult patients whose decisional capacity is impaired, fluctuating or non- 
existent, there has been scant discussion of their needs in the ethical literature. There are 
two questions to answer. Should other parties be told when an incapacitated patient has 
come to harm? Should patients who have partially impaired or fluctuating capacity be told 
about harm?

Whether other parties should be told is easily answered with reference to ethical principle 
(and varying legal provisions) for decision-making for incapacitated patients. Surrogate deci-
sion-makers (whether these are healthcare professionals, family members or other personal 
representatives) are standing in the shoes of the patient and must be informed. Those who are 
not surrogate decision-makers as such, but who hold legal rights to be consulted or informed 
about treatment decisions, must also be told. Thus, the view in England is that, consistent with 
the Mental Capacity Act 2005, the statutory duty of candour mandates disclosure to identify 
others if the patient lacks capacity.

In relation to patients with partially impaired capacity (e.g. people with learning disabili-
ties), the issue is straightforward in principle, if not in practise: patients should be told what has 
happened to them, in ways that they are capable of understanding it, and given the support 
they need to come to terms with it. Notice that they must be told the truth and also supported, 
one of these alone will not do.

Where capacity fluctuates, disclosure would seem appropriate when capacity is present. 
However, the causes underlying patients’ fluctuating capacity may generate difficult situ-
ations. For example, if the course of disease combined with opioid treatment is impairing 
capacity in a patient at end of life, the benefits of openness may appear to weigh less than 
the burdens of openness. The discussion of therapeutic privilege (above) suggests that in 
such a situation, information should be withheld only in extremis, and then, only with-
held from the patient if other parties such as next of kin or personal representatives are 
informed.

EXAMPLE 5

A 6-month-old baby has a treatable infection, but dies at home from septic shock following admin-

istrative errors by a telephone triage service and further delays in diagnosis. Her mother, a single 

parent, voices suicidal thoughts to several care professionals following the child’s death. Shortly after 

the initial post-mortem, and in accordance with local procedures, a multi-agency case discussion is 

convened that includes all those involved in caring for the child. One of the aims of the meeting is to 

agree how information about the cause of death will be shared with her parents. Concerned about the 

mother’s fragile emotional state and the well-being of her other children, the health visitor questions 

whether it will benefit her to explain the course of events and that the child’s infection could success-

fully have been treated.

Comment Any parent whose child dies will experience unimaginable distress. But, does an elevated 

level of distress justify withholding information that the death was avoidable? In the United Kingdom, 

bereaved parents have been some of the most indomitable campaigners for openness following the 

death of children. In the UK, Will Powell, Josephine Ocloo, Clare Bowen, James Titcombe, Scott 

Morrish and Sara Ryan all fought tenacious battles to get the unvarnished truth about their child’s 

death. It would appear that for bereaved parents, the psychological burden inflicted on them by con-

cealing information about their child’s death is significantly greater than the psychological burden 

suffered from knowing the truth at its worst. What is needed in these circumstances is not secrecy 

but thoughtful support.
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WHAT AND HOW SHOULD CHILDREN BE TOLD?

This is a particularly pertinent question in the primary care context where children and young 
people may constitute a larger proportion of the overall patient population.

There is consensus among paediatricians that harm should be disclosed to the parents of 
immature minors.38 This correlates with parents’ own normative expectations of disclosure; 
one US survey of parents found near unanimity that all errors ought to be disclosed, regardless 
of severity.39

Disclosure to children, in particular older children, requires further consideration. National 
and local jurisdictions stipulate different ages at which young people are presumed to be com-
petent to make their own treatment decisions. If the law presumes the young person is compe-
tent to decide (as it does in England at the age of 16), then they are competent for the purposes 
of disclosure too. However, many jurisdictions also provide for a developmental assessment of 
capacity so that children under the age of presumed capacity, who are capable of understanding 
the issues involved, are permitted to make their own treatment decisions. Where a child has 
been judged to have the maturity to make a treatment decision, does it follow that he or she 
has the maturity to cope with disclosure of harm? Most of the time the answer will be yes, par-
ticularly if parents have been involved in the treatment decision and the disclosure discussion.

However, assessment of capacity is generally decision-specific, so the degree of maturity required 
depends upon the treatment decision being made. Difficulties may arise if a child judged capable 
of consenting to minor treatment subsequently suffers major harm, difficulties compounded if they 
have been receiving treatment without the knowledge of their parents. These difficulties do not 
mandate against disclosure, but they are likely to make it a particularly complex task.

One interesting study of paediatricians’ views on disclosure to children themselves supplied 
food for thought (but not normative guidance).40 Virtually all thought it important to disclose 
to a child’s parents, but fewer thought disclosure should be made to the child. Generally, they 
thought physicians and parents should decide together whether to disclose to the child, with 
many inclined to disclose to developmentally appropriate children over the age of about twelve. 
Unless the child asked them directly about what happened, most would defer to the parents’ 
wishes if they were asked not to disclose.

WHAT SHOULD PATIENTS OR FAMILIES BE TOLD WHEN 
THINGS GO WRONG DURING CARE?

It would seem to be obvious that a duty of candour entails telling patients or their survivors 
everything that is relevant. This includes telling them, if an error was made, that an error was 
made. However, acknowledging error is the most challenging aspect of the duty of candour. 
Research reveals a ‘disclosure gap’: marked differences between what patients say they want 
from clinicians and what clinicians say they would provide. Patients and bereaved families 
consistently report wanting a full account of what happened that includes a statement of error 
if warranted, and wanting to hear what will be done to prevent a similar event in future. When 
clinicians’ disclosure views have been studied, in the absence of mandatory disclosure laws, 
many would refer to harm without identifying error, provide details only if patients ask spe-
cific questions, infrequently volunteer an apology and rarely discuss the prevention of future 
errors.15,16,41–43 This is why the statutory duty of candour in England has required not only 
candour but also an apology, and for the outcome of any investigation to be shared with the 
patient or their loved ones.
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What should patients or families be told when things go wrong during care?

The disclosure gap reflects clinicians’ anxieties about the legal consequences of full disclo-
sure, the intense feelings of shame that can accompany error and the paucity of support and 
training for this difficult task.

CANDOUR AND APOLOGIES IN LAW

It has been widely recognised that the threat of legal proceedings inhibits open disclosure of 
error. For this reason, many jurisdictions have passed laws that protect apologies. Such laws 
generally stipulate that an apology cannot be treated as an admission of liability or be admitted 
to court as evidence of malpractice.28,44

Whilst protection of apologies is welcomed, it is not without difficulties. A ‘partial’ apology 
(‘I’m truly sorry that this has happened’) is a statement of sorrow or regret that does not include 
acceptance of responsibility. A ‘full’ apology, however, adds an explanation and acceptance of 
responsibility (‘I’m truly sorry this happened. This is why it happened. This was our responsi-
bility, and we let you down’.) What patients or their supporters want is full apologies.45–47 The 
problem with apology protection laws is that whilst they invariably protect statements of regret, 
they do not always protect statements of responsibility. Health professionals therefore continue 
to feel exposed, and will do so until they receive unambiguous guidance on what they can say 
without exposing themselves to legal jeopardy.

The position in England is that apologies are protected by s.2 of the Compensation Act 2006. 
The offer of an apology as part of the duty of candour has been strongly supported by the NHS 
Litigation Authority (which in effect underwrites NHS organisations) and all of the medical 
insurance societies. The scope of the apology protected by the Compensation Act has not, how-
ever, been tested in court.

PSYCHOLOGICAL IMPEDIMENTS TO FULL DISCLOSURE

There is growing recognition of the psychological and social impact on clinical professionals 
involved in adverse events. (Wu introduced the term ‘second victim’ to describe this phenom-
enon.49 It is catchy, but unfortunate. Patients and families view kin and other associates as the 
real ‘second victims’; and it may not be helpful to label capable professionals, who often have 
strong coping skills, as ‘victims’. I have therefore used clumsier but less contentious language 
such as ‘involved professionals’.)

Whether adverse events were precipitated by misadventure or mistake, involved profes-
sionals experience intense emotions of guilt and shame, anxiety, anger and sadness. Feelings 
of guilt and shame are common whatever level of harm has occurred, whatever the healthcare 
profession and whatever the setting, whether primary or secondary care.50–54

Without appropriate education and support, guilt, shame, embarrassment and fear act as 
powerful impediments to compassionate disclosure of error.55 Given how much is at stake for 

EXAMPLE 6

An 86-year-old woman with a chesty cough and signs of a red and swollen leg was diagnosed with a 

chest infection, and discharged home from hospital. The community nurse agreed to visit, but due to 

high workload did not visit for 3 days. When she arrived, she found the woman had died. An autopsy 

confirmed the cause was pulmonary embolism. Clinical staff and managers from the hospital, together 

with managers from the community service, met the woman’s daughters to explain the cause of 

death. The hospital doctor apologised specifically for the misdiagnosis, and the community service 

apologised for the delays in attendance by the district nurse.

(Source: Nursing Times)48
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both patients and professionals, providing appropriate education and appropriate support is an 
ethical imperative.

WHAT’S THE BEST WAY OF TEACHING CANDOUR?

There has been very little research into educating clinicians in disclosure practice. However, study 
findings and practice wisdom suggest that communicating the presence of an error and enacting 
an appropriate apology are key challenges.56 To be effective, educational programmes will have 
to confront the shame that accompanies an error, and foster the acceptance of responsibility 
that is the precondition for authentic enactment of an apology.

WHAT SUPPORT FOR CLINICIANS WORKS?

In a systematic review.57 Seys found no consensus on what mechanisms are most effective. 
Many advocate some form of peer support which may include on-the-spot discussion (‘disclo-
sure coaching’) with an experienced peer to prepare for the disclosure conversation. To support 
involved professionals in coming to terms with the impact of adverse events upon themselves, 
 programmes commonly feature provision of confidential space for talking and listening, 
 inquiring about colleague coping and facilitating open discussion of the error.

Among the most developed organisational systems is Scott’s ‘three-tier’ approach to sup-
port58 which moves through varying levels of severity. Tier one provides immediate reassur-
ance, with support for open disclosure; tier two provides ongoing practical support; and tier 
three offers specialised emotional and therapeutic support. Each of these tiers draws upon the 
resources already available to large institutions.

CONCLUDING COMMENT

We often think of ethics as an attempt to answer the question: ‘What ought I to do?’ But as 
philosopher Margaret Walker points out ‘One of our recurrent ethical tasks is better suggested 
by the question “What ought I – or better we – to do now?” after someone has blotted or torn 
the page by doing something wrong59 [p. 6]’.

Disclosure is a critical part of the process that Walker and other philosophers describe as 
moral repair. Moral repair starts with acknowledgement that some wrong has been done, 
demands acknowledgement of the moral scope of the wrong and calls for acknowledgement of 
personal responsibility.60 Compassionate disclosure is one of the first steps that must be taken 
after harm. It enables both professionals and patients to start the long process of reconstructing 
confidence in the system, rebuilding trust in professionals and professional competence and 
regaining hope for the future. Historically, medicine has been slow to rise to the challenge of 
repairing moral relationships after harm. It is difficult work but, for the good of all involved, it 
is a challenge that must now be met head on.
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The inescapability of conscience 

in primary healthcare

ANDREW PAPANIKITAS

INTRODUCTION

Conscience in healthcare has by turns been seen as a moral and legal right, and as a source 
of harm and injustice.1 It has also been discussed in terms of its potential in detecting and 
preventing unethical practice,2 and debated as an essential feature of professional autonomy.3 
Conscience is variously described: it may accommodate a gut feeling that something is morally 
wrong as well as a more reflective insight into the impact of our actions.2 Conscience is also 
inextricably linked to the notion of integrity – the virtue of acting in accordance with correct 
values, even when this is made difficult by circumstances.4 In this chapter, I use two examples 
of conscientious objection – conscientious objection to involvement in abortion and conscien-
tious objection to providing or facilitating complementary and alternative medicine (CAM). 
These emerged from a small qualitative study for a doctorate in medical education. They are 
presented as foci for a theoretical discussion with practical implications, rather than as a gener-
alisable theory of conscience-manifest in primary healthcare. There is much discussion about 
what may legitimately be classified as conscientious objection. I will proceed on the basis that 
conscientious objection in healthcare is where someone refuses to do something based on a 
sincerely held belief, and that conscience is a feeling about the moral rightness or wrongness 
of a decision or a process of reflecting in action. This process is ultimately triggered by a belief 
with moral ramifications or a belief about the moral rightness and wrongness of a decision. The 
belief may be seen as a premise in an argument, upon which that argument depends. I will fur-
ther argue that better understanding of conscience and conscientious objection is essential in 
the primary healthcare setting. Primary healthcare offers plentiful opportunity for difference of 
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both beliefs and values that in turn generates the potential for conscientious objection. I invite 
the reader to consider the contexts discussed in this chapter in terms of what role conscience 
might have in healthcare. Because both abortion and complementary medicine elicit strong 
opinion, there is a danger that the chapter is read as an inadequate discussion of the rightness 
and wrongness of either. That is not the intention, but rather by juxtaposing them to offer ways 
of better understanding conscience in healthcare.

A NOTE ON METHOD AND DRAMATIS PERSONAE

Some of the verbatim quotations below are from a small qualitative study for a doctorate in 
medical education. The data presented here and the ensuing discussion are derived from 19 
semi-structured interviews and one focus group. In both the interviews and the focus group, 
I started with general questions, such as ‘Describe the setting in which you practice’, and 
‘What kind of situations do you think of when you hear the phrase, “Ethical issues in general 
practice”?’. More specific questions revolved around sources of ethical guidance and support, 
including the question, ‘If there was such a thing as a centre for primary health-care ethics, 
what do you imagine it might do?’. For example:

AP: If there were such a thing as a sort of fictional centre of primary care ethics, what do you 
imagine it might do?

Dr F (GP-Trainee): It would do research.
AP: What kind of research?
Dr F: It would do research on primary care ethics, it would do studies looking into, you know, 

how doctors are and . [pauses]
AP: So you’re talking about empirical research?
Dr F: Yes. I think that’s what would be one of the things. I think that it would offer, you know, 

if it was good, it would offer advice, it would be somewhere that doctors could turn 
to and – for help with ethical dilemmas. And I think that, I just imagine it would, 
you know, the doctors or the researchers within this fictional centre would write 
books on ethics and . . .

AP: Do people read books on ethics?
Dr F: No, not people I know.

Although this study contains no formal element of observation, I became immersed in my 
field: practising as a general practitioner (GP), facilitating ethics and communication skills at 
a medical school and co-leading a module in primary healthcare ethics for a Master’s degree 
qualification. I attended further medical ethics training, participated in ethics education for GPs 
and attended general practice conferences. Whilst some participants were very happy to talk to 
me, whether they perceived a kinship with me, saw some benefit in taking part or had an opin-
ion they wished to voice, others were more wary of someone who they perceived as knowing 
both general practice and ethics and therefore in a position to criticise at best and report them to 
the professional body at worst (though in no case was this actually necessary); metaphorically, 
some potential participants saw me as an ambassador and others saw me as a spy.5 I also had an 
internal ethical tension, the desire not to interview anyone over whom I might be seen to have 
undue influence, for example, as a clinical supervisor or a tutor, which reduced participant avail-
ability. The study had approval from the Royal Free Hospital NHS research ethics committee, 
reference: 09/H0720/126. Longer discussions of my method are accessible elsewhere.6,7
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Pseudonym 

(in alphabetical order 

according to randomly 

assigned letter)

Roles in academia, education, 

policy and practice Gender

Location of 

practice

Prof A Full-time academic/educator, 

international medical 

graduate (IMG)

Female N/A (former 

GP overseas)

Dr B GP partner, academic/educator/

leader, UK graduate

Male Urban

Dr C GP partner /educator/philosopher, 

UK graduate

Male Rural

Dr D GP Partner in first 5 years since 

qualification, IMG

Female Urban

Dr E GP partner, academic/ethicist/

educator, UK graduate

Male Suburban

Dr F GP trainee in final year of training, 

leader (medical politics), UK 

graduate

Female Suburban

Dr G Retired GP partner /educator/

leader, UK graduate

Male Semi-Rural

Dr L Non-GP clinician with PhD/

Full-time academic/educator, UK 

graduate

Female N/A

Dr M Sessional/Locum GP educator/

ethicist, UK graduate

Female Urban

Dr N Locum GP, No academic, 

education or leadership 

roles, IMG

Female Urban/

Suburban

Dr O Salaried GP/leader, UK graduate Male Rural

Prof P Salaried GP/leader/academic, UK 

graduate

Male Urban

Dr Q Salaried GP, UK graduate Male Urban

Dr R Salaried GP, academic/

philosopher/educator, UK 

graduate

Male Suburban

Dr S GP partner/educator/ethicist/

leader UK graduate 

Male Urban

Dr U Sessional/locum GP and retired 

educator/leader, UK graduate

Male Urban and 

rural

Dr W Locum GP/leader/GP 

commissioner, UK Graduate

Male Urban

Prof Y GP Partner/academic/ethicist, UK 

Graduate

Female Urban

Prof Z Retired GP partner/academic/

ethicist, UK graduate

Male Urban

Focus Group: 

Drs H.I.J.K. X.

GP trainees (none with any 

teaching or academic role), all 

UK graduates

1 male, 

4 female

Urban
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CONSCIENCE AND BELIEFS ABOUT THE MORAL 
STATUS OF THE FOETUS

There is a vast academic and educational literature on the ethics of abortion and much of it 
concerns whether healthcare workers ought to refrain from participating, or have the right to 
so refrain. Indeed, the literature on conscientious objection in medicine is principally focused 
on abortion.1,2,8,9

Conscientious objection to abortion stems from beliefs about the moral status of the human 
embryo. Some people may not regard the yet unborn as having full human status and therefore 
may view a termination of pregnancy as an extension of contraception or as a gynaecological 
treatment. The woman’s right to choose whether to continue to be pregnant until delivery may 
be viewed as a value that trumps any notional rights of the foetus. Others may consider that the 
foetus has full human status from the moment of conception (a view often but not necessarily 
associated with sincerely held religious beliefs) or that the foetus increasingly acquires moral 
status from conception to birth.

Gillon suggests that these views are not ethical at all but epistemological. According to 
Gillon, two people may agree that killing people is wrong (the ethical question) but disagree 
over what counts as a person (the epistemological question).10,11 This makes any kind of ethical 
discussion very difficult. It also makes conscientious positions either essential or misguided 
(depending on the observer’s belief). Whilst UK law does not consider an embryo at any stage 
to be a person, someone who believes the embryo to be a person from the point of conception 
may consider abortion to be the same as murder.

CONSCIENTIOUS OBJECTION AS SOCIETAL DISCONTINUITY

In the UK mainland, there has been a historical prohibition on providing or facilitating 
 treatment with the intention to cause an abortion.

… the GMC … has tended to concentrate on the five ‘A’s of alcoholism, advertising, 
addiction, adultery and abortion (though since the legalization of abortion, the latter 
less so).12

The prohibition on abortion is also ascribed to a set of values derived from the Hippocratic 
Oath and subsequent declarations of the World Medical Association.13 As such, the very term 
‘ethics’ meant avoiding involvement in certain practices such as abortions, which came pre-
labelled as unethical. Prior to 1967, in the UK, the law and professional guidelines offered a 
simple solution to most dilemmas concerning abortion – it was not allowed unless to save 
the life of the mother. This ‘common law’ justification14 was broadly interpreted by courts but 
still represented a significant risk of criminal and career-ending prosecution for the doctor. 
This may well have reduced the requests for abortions as well as made it much easier to practise 
with a conscientious objection to the procedure. This did however mean that clinicians who 
believed that an abortion was necessary either refrained with a guilty conscience, or risked 
professional and legal ramifications in order to act in accordance with their beliefs and values.

Following the Abortion Act 1967, in the UK, the decision to refer for and carry out termina-
tions of pregnancy was placed at the discretion of doctors, with the caveat that there was some 
scope for doctors to opt out. This opt-out was provided on the basis of sincere conscientious 
objection and the absence of risk to the life or severe risk to the health of the woman requesting 
the procedure.
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The first question to ask therefore is, what is a sincere belief? Must it be a religious belief? 
It may after all be based on criteria other than religious. For example, if a clinician objects to 
performing an abortion for reasons of foetal viability or a particular stage of foetal sentience 
conferring moral worth, this would seem sufficient grounds for conscientious objection but 
does not depend on a religious belief.

Referral for an abortion has in effect generally become seen as legally permissible, and 
therefore, a refusal to participate or to refer is seen as refusal to provide a service to which the 
patient is entitled.1

Dr E: I would say it’s reprehensible for somebody like Julian Savulescu to take the line that 
they did in the BMJ famously, about six years ago, to say that, you know, doctors 
with conscience should not be allowed to practice. It seems to me his argument that 
you do what the state says or otherwise you’re not an ethical doctor, is an extremely 
flawed one. So you’ve got to face that brutalising pressure. You’ve got to face the 
pressure of having to deal with the very real emotional strains and conflicts that are 
going to arise in consultation with patients that, you know, you wouldn’t otherwise 
have if you towed the party line.

Savulescu argues that doctors’ consciences (and by implication those of any clinician) have 
little place in the delivery of modern medical care. He proposes that people who are not pre-
pared to offer legally permitted, efficient and beneficial care to a patient because it conflicts 
with their values should not be doctors. He argues that a service which depends on the val-
ues of the treating doctor results in patients shopping around doctors to receive services to 
which they are entitled. This introduces inefficiency and wastes resources. The less-informed 
patients may fail to receive a service to which they are entitled – this inequity is unjustifiable.1 
The  argument has rapidly found its way into educational materials as a view which GP trainees 
are encouraged to heed.15

CONSCIENCE, POWER AND SHARED DECISION-MAKING

Conscientious refusals to provide or indeed accept a medical treatment represent a clinician-
centred and patient-centred use of power in the consultation. Discussions around areas such as 
abortion, where disagreements are shaped by epistemological differences of opinion as well as 
moral ones, serve as stark examples of the potential push and pull of values in the consultation. 
Dr G reflects on whether a GP has a right or duty to determine the outcome of the consultation.

Dr G: … the ethical issue for abortion for a doctor is not, is not just ‘is abortion right or wrong?’ 
but the ethical decision is given that I hold a view either way, have I the right to 
insist upon it? […]

Roger Neighbour comments on the morality of influencing patients’ decisions in The Inner 

Consultation, a manual of consultation skills that is widely taught to and often referenced by 
British GPs.

What do you do if you have sound reasons for thinking one option is far better than 
the others, but the patient chooses the ‘wrong’ one? I never promised you an end to 
moral dilemmas. You could accept the patient’s choice for the moment, and let time 
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be the teacher; or you could use some of the more covert influencing techniques 
we shall be discussing shortly. Or you could ask your medical protection society. 
Or your priest.16

Neighbour answers his own question. If a GP can influence a patient in that same patient’s 
best interests, then there are times when it is right to do so.

The doctor is credited with expertise, charisma and respect amounting to what Michael 
Balint called ‘his apostolic function’. This lends ‘doctor’s orders’ and authority which, while 
we may secretly consider it undeserved, we should be foolish not to use in the patient’s 
interests.16

For Neighbour, medical ‘authority’ is one of many skills or attributes which can be used 
to the patient’s good. His reference to the medical protection society and the priest illustrates 
the idea that whether, and the degree to which, a doctor ‘influences’ the patient may rightly or 
wrongly be affected by both professional and personal ethics.

The moral authority of a clinician becomes somewhat challenged if clinician and patient 
become aware that they have different values. This especially so if a clinician conscientiously 
refuses to provide or a patient conscientiously refuses to accept any particular treatment.

Dr R: It’s actually a bit more complicated … Well, because you have to decide how much of 
that you’re going to let, you’re going to reveal to the patient, and how much you’re 
going to get involved.

Clinicians such as Dr R might be aware that their reasons for refusing to provide something 
may not be accepted by the patient, especially if others clinicians might not refuse. This is a 
dilemma, because it more fully respects the autonomy of the patient whilst potentially under-
mining the therapeutic relationship by calling into question the clinician’s motivations now 
and in the future.

ABSOLUTE AND NUANCED POSITIONS ON 
ABORTION-AVOIDANCE AND ENGAGEMENT

Abortion can be seen as issue that is sometimes invisible, and subject to both ethical avoidance 
and ethical deferral. A possible reason for abortion representing less of an issue is that in recent 
decades, patients have usually been able to self-refer to abortion services without ever seeing 
someone who might object. In areas in the UK that are well served by family planning clinics, 
this is perhaps an issue that might avoid the GP consultation entirely and become invisible as 
far as the ethics of practice is concerned. Importantly, it may mean that education about abor-
tion and its attendant ethical issues needs to be provided in order to prepare the new GP for 
practice in areas that are less well served, or to counsel patients who are unable or unwilling to 
directly access an abortion service.

Dr R: I mean the structure is such that you don’t actually have to make, decide whether or not 
they’re going to have an abortion, because if you’re not happy about it, there are easy 
ways round it, and, in fact, all you need to do now where I’m in, is give them a piece 
of paper with a phone number on basically, a little referral slip and they do the rest.
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GPs with an ethical aversion to involvement in abortion may choose to use such redirection 
to avoid an ethically challenging encounter. Passing the patient a referral slip, however, is also a 
way of avoiding an uncomfortable and time-consuming discussion regardless of whether a GP 
strongly objects to abortion. A key problem with this approach is that the GP may be in a better 
position to counsel the patient, may have access to their full healthcare record and have estab-
lished a relationship of trust. The patient may be unwilling or unable to access family planning 
series directly, and the GP may be able to deal with related issues, such as whether the patient 
is at risk of sexually transmitted illness or in an abusive relationship.

Dr R also expressed the opinion that if a GP holds a fixed ethical view regarding abortion, 
then dealing with requests is comparatively easier.

Dr R: I think it’s fairly easy, perhaps comparatively easy for those people who consider 
that abortion is wrong in all circumstances. And it’s probably fairly … It’s pretty 
easy for those people who consider that a woman has a right to choose in all circum-
stances. … But I mean it’s this thing about, which I have a continuing discomfort, 
because I don’t have a black and white view … If you have a Hursthousian17 view, 
which is what I have, that, you know, there are times when, with regret, one will 
decide that abortion is the least bad course.

It is perhaps surprising that despite a belief in foetal personhood or sanctity, and the 
 discretion afforded to them by various jurisdictions, clinicians may still choose to have involve-
ment in the decision to terminate a pregnancy. Here, a conscientious clinician might consider 
that a necessary evil ought not to be stripped of its difficulty. Conversely, a clinician who does 
not regard the foetus as a person, or believes that only the pregnant woman has the right 
to decide whether to continue with her pregnancy, might find such requests much easier. 
However, there is still such things as an outrageous request.

Prof Y: … on the whole I [am] always for abortion, unless it really is an outrageous request, but 
I always discuss it. So that would not be a problem for me.

The limit to Prof Y’s favourable view is the outrageous request, and the condition of referral 
is discussion of whether this is the best course of action for the woman concerned. Even where 
there is consensus about the permissibility of abortion based on women’s rights, there may be 
moral outrage for reasons other than the rightness or wrongness of abortion itself. For example, 
selective abortions for cultural reasons such as the preference for male heirs may provoke ethi-
cal disapproval from people who would otherwise regard themselves as pro-choice.

A conscientious objection also does not necessarily render the issue easy to avoid. Some 
Roman Catholic writers state that deferring to colleagues or to counselling services (who will 
facilitate abortions) does not absolve a GP of complicity. From the position of Watt and others, 
providing information or referring to a colleague (active avoidance of the issue) will often be 
morally wrong. To adhere to this more stringent form of conscientious objection, a GP ought to 
only refer to services and charities that will encourage and support a woman to go through with 
her pregnancy, and only to suggest colleagues who are opposed to abortion. Furthermore, they 
suggest that the discussion is an opportunity to find those requests that do not comply with the 
abortion act, and to give advice about the risks of the procedure in the hope that they will dis-
suade the patient from seeking an abortion.18,19 Awareness of such advice makes conscientious 
objection much harder for GPs who hold a sincere belief in the sanctity of human life from the 
point of conception.
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BELIEFS ABOUT THE EFFECTIVENESS OF TREATMENT AND 
ABOUT THE MORALITY OF ALTERNATIVE THERAPISTS

Conscience and conscientious objection reemerged in my study of ethics education in UK 
general practice in the context of refusal to facilitate CAM. Western medicine by defini-
tion excludes alternative systems – if science is truth, then alternatives to science and its 
conclusions are perceived by practitioners of Western medicine as delusions and lies. Ernst 
argues that complementary and alternative practitioners can be unethical in three key ways: 
their methods cannot be explained by Western science, their results cannot be substantiated 
and they have no robust professional oversight to regulate their behaviour.20,21 By endors-
ing CAM therapies in any way, practitioners are accordingly acting outside of an officially 
recognised role and therefore, by definition, unprofessional according to Ernst’s papers. 
Beliefs about the rightness and wrongness of facilitating CAM referrals based on beliefs 
about whether CAM works arose in my data.

Dr E: So if I can return to my sort of hobby horse about waste of money and so on, I practice in 
a very fashionable area, where I get lots of requests for… I’m asked to get a referral 
to the Royal Homoeopathic Hospital, my heart absolutely sinks because I person-
ally think that homoeopathy is bunk and has no proven value at all and a total waste 
of money.

Beliefs about the morality of restricting treatment in the presence of waste raised further 
epistemological questions about what constitutes a beneficial treatment and what constitutes 
a waste. General practice (and healthcare more generally) in the UK claims to be scientific and 
evidence-based. This does not allow room for alternatives, especially with respect to the allo-
cation of state funds. Practice ‘…in a very fashionable [geographical] area’ implies articulate 
patients who are more involved in decision-making and less deferential to clinical authority. 
In the case of Dr E, this meant patients’ requests that they felt they could not conscientiously 
accede to. When personal beliefs align with professional consensus and public consensus about 
what a healthcare service may provide – conscientiously adhering to the moral duties that fol-
low seems more straightforward.

Dr W, a GP and healthcare commissioner, compared the UK with his experience of health-
care in China. In the latter context, maintaining a conscientious objection to CAM would be 
less straightforward.

Dr W: … I was in China, and in China their medical model is definitely not a biomedical model 
the way we think of it. And they have a very inclusive approach. … they have a very 
justifiable argument to say, well Chinese medicine existed long before Western medi-
cine did. And there’s something cultural around how in the West the doctors have 
approach, which has meant we’ve excluded many other things. And whereas their 
approach in China at the moment is, if you go to a, a Chinese hospital, actually they’re 
dual trained or they’re open to complementary – I wouldn’t use the word ‘comple-
mentary’ there, open to what I describe as their mainstream medicine … And things 
like acupuncture are about as standard as writing a prescription. And they do, if you 
speak to anybody about Chinese medicine, actually their formulations are not too 
different to how we formulate a diagnosis. So it’s, it’s an interesting one from that 
perspective. It’s made me rethink actually my very rigid hard-nosed Western view.
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Conclusions

The personal views of both DR W and Dr E on alternatives to Western medicine had softened 
with experience. However, both conscientiously would only use public funding for treatments 
that were endorsed by evidence-based medicine. Qualifying as a doctor in the UK implies that 
certain beliefs, for example, about science and evidence-based medicine, have been adopted.

PRIVATE HEALTHCARE AND CONSCIENCE

In my study, Dr W and Dr E both suggested that their attitudes were nuanced by the opportu-
nity costs of alternative medicine. Clearly, there may be a spectrum of belief regarding the effec-
tiveness of both Western medicine and its alternatives. In a context of unrestricted resources, 
the main limiting factor at a consultation and a commissioning level might be avoiding harm 
whilst maximising choice. Beliefs about the benefits of treatments might not weigh so heavily.

Dr W: [It has not] … changed what I have to do because I have to justify public finance, when it 
comes to making decisions here, but there is something around acknowledging that 
we have a very restrictive practice rather than an inclusive practice. … as a commis-
sioner, I wouldn’t go with the commissioning of a non-numerical, unquantifiable 
service with very little evidence base, because I just wouldn’t be able to stand up and 
justify that as we cut other services where is there a lot more evidence to it.

In his paper on conscientious objection, Savulescu suggests that private elective medicine is 
an area where doctors might have more liberty to practice according to their values.1 However, 
elective medicine implies a lack of urgent significant implications for patients’ lives and health. 
Savulescu also argues that this does not absolve doctors of informing patients of relevant alter-
native risks and benefits in a reasonable, complete and unbiased way. However, if one has a 
conscientious belief that CAM works or does not work in a particular instance, it seems disin-
genuous to only offer it to those who are self-funded (if one believes it works) or only restrict it 
from those who are state-funded (if one believes that it does not). The key explanation is that 
private practice affords clinicians the freedom to offer a certain type of medicine, and patients 
to choose a certain type of medicine. By contrast, state-funded healthcare comes with a set 
menu of treatment options, shaped by the beliefs and values vested in the state and modified by 
professional bodies and patient organisations.

CONCLUSIONS

If this chapter does something coherent, it is to raise the possibility that, based on what health-
care workers (GPs in the case of my study) believe, they may conscientiously endorse or object 
to certain kinds of practice. Conscience and conscientious objection are perhaps over-attributed 
to religious perspectives, perhaps because the most discussed contexts are those where the 
major world faiths have something action-guiding to say. The unfairness of endorsing religious 
rather than secular values is raised as an argument against conscience.1 I find it more interest-
ing to extend conscience to secular as well as religious values, an approach that is evident in 
recent literature.2,4

Clinicians in the cultural West (e.g. doctors in the UK) are usually under a professional 
obligation not to allow their own values and beliefs to prejudice their work. However, given 
that they may be expected to influence patient’s decisions, it is doubtful that they operate in a 
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state of moral neutrality. The ability and duty of the UK GP to influence patients are remarked 
upon by GP educators16 and the healer’s power is commented upon in ethics more generally.22 
The  ethically sensitive clinicians must decide how far they will allow their values to influ-
ence the patient, and how far they will allow their patients’ values and choices to influence 
their actions. Intuitively, clinicians should attempt to influence and persuade patients to accept 
healthcare goods and avoid harms. However, they also ought to decide to what degree they 
should display their espoused values and beliefs, and acknowledge any particular source of 
moral values that the patient would consider to represent a conflict of interests. A declaration of 
beliefs may undermine the ability to persuade.

Others have suggested that conscientious objection in reproductive medicine is taken for 
granted in a manner that does not permit discussion of (and reflection on) clinician values, 
whilst at the same time, there is a profound and unjust intolerance of conscience in other areas 
of medical practice.2 This general hostility towards conscience and conscientious objection has 
the potential to push conscientious objectors towards avoidance of an issue – whether this is 
by deferring decisions to others, or conspiring to avoid situations where one’s conscience will 
be activated. I have written elsewhere about forms of ethics avoidance.23 However, Birchley’s 
argument that the hostility towards conscience as a concept makes reflection and discus-
sion more difficult and therefore has an adverse effect on probity is a useful one. If healthcare 
 professionals could reflect on times that they were swayed or not swayed by conscience, then 
perhaps we might see less prejudice and more reflective ethical decision-making.2

I have suggested that conscientious objection may in practice represent avoidance of ethical 
problems that were caused by differences in belief. There is an argument that this may at times 
represent an abandonment of patients in need. In cases involving a request for an abortion, 
there is a legal requirement for the clinician to make a judgement as to whether the circum-
stances meet the referral criteria. This judgement can be avoided by passing the request to a 
colleague or to a self-referral service. However, neither may be available, and complete avoid-
ance may sometimes be neglectful of other duties such as child safeguarding.24–26 Deferral may 
still place some doctors with sincere conscientious objections in difficulty as they may see this 
as a form of facilitation or complicity.

Healthcare workers need to be aware of their own religious and scientific beliefs and to 
reflect on how these influence the advice that they give to patients.27 Beliefs in this instance 
may include beliefs about the moral status of the embryo or about the potential harm to the 
mother of continuing with or terminating a pregnancy. The idea that an abortion is a tragic 
necessity is one which some clinicians with a belief in the moral worth of the embryo may use 
to justify facilitating a termination of pregnancy. By contrast, someone with no such beliefs 
may still consider an abortion request to be outrageous. Similarly, there is evidence to suggest 
that clinicians may be placed in a position where they believe that particular treatments were 
useless, and a drain on resources, but the healthcare authorities have decided that patients 
are entitled to be referred for them. In this situation, ethical discussion may take on a tone of 
conscientious objection, on the basis of a belief that CAMs are harmful or ineffective. However, 
there is evidence that (for example) some GP may abandon their espoused values in day-to-day 
resource-allocation decisions.28 A conscientious position based on ethics is more tractable than 
one based on belief. This may offer an alternative account to one that sees values and facts as 
similar kinds of belief.9

The source of conflict based on conscience lies in the values and beliefs that are held by 
the clinician, the profession, the state and the patient or patient’s representative. This rep-
resents somewhat more complex power struggle than the one between medical profession, 
civil society and the state.29 Arguments have been made that doctors (but by extension, any 
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clinicians) with a conscientious objection to something the state has agreed to provide should 
be made to submit to behavioural therapy30 or removed from practice.1 This is problematic, 
because conscience represents a way in which unethical practices, some of which are based 
on unsound beliefs, may be identified and resisted. Better understanding is needed however 
of conscience, what it is, and the benefits and burdens that it carries. The features of con-
science that are epistemological (related to belief itself) rather than moral require greater 
public understanding. That understanding should not be focused on one type of case such 
as abortion, if the case is not to eclipse the broader understanding that is possible. There is 
much scope for conscience to be a part of reflection in education, and there is no reason why 
conscience should be inextricably linked with a theistic religion. Indeed, unless the beliefs 
and values (whatever their source) of clinician, patient, profession and state are somehow 
always in perfect alignment, conscience and conscientious objection are inescapable features 
of clinical practice.
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Professional self-care in primary 

care practice – An ethical puzzle

EMMA McKENZIE-EDWARDS

For the ancients, as Foucault claims, the care of the self was the foundational principle of all 
moral rationality. The care of the self is the ethical transformation of the self in the light of the 
truth, or, transformation of the self into a truthful existence.1

Is this an idealised philosophical concept or an ethical imperative? In this chapter, I attempt 
to consider the ethical challenges faced by the healthcare worker who is trying to consider 
themselves in the workplace and the limits to this self-consideration.

In his discussion in Primary Care Ethics about whether doctors should observe a moral duty 
to care for themselves, Andrew Dicker outlines a reasonable (and often repeated) argument 
that the public have a right ‘not to consult a doctor who is not fit to fulfil the ordinary duties of 
a doctor’.2 If healthcare professionals accept the premise that there is a need for clinician self-
care in any sustainable model of healthcare practice, then clinicians need the skills with which 
to identify the challenges and the skills with which to balance self-care against patient care 
and other duties. In this chapter, I will examine some of the ‘puzzle pieces’ of professional self-
care – some recently described and some ancient – before seeing if they can fit together into a 
coherent approach. Primary healthcare (particularly UK general practice) may offer a context in 
which to examine the phenomenon, and where good may result from doing so. Arguably, UK 
general practitioners are the only people who need to learn about ethical self-care, I intend that 
the reflections in this chapter should be transferable. Indeed, some concepts, such as surface 
and deep acting, have been transferred from other professions’ experiences.

GOING BEYOND THE CALL OF DUTY

Medicine has a special place in the overwork and efficiency culture of the day. This cultural 
debate is about success, achievement, the limits of efficiency and what it is to be human.3
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Culturally, medicine and its allied professions have a tendency to value perfectionism and 
excellence in the workplace. Healthcare workers learn that good enough is not excellent and that 
anything less than excellent is not good enough. Induction into the medical world can distort 
understanding of what duty means and instil the idea that ‘going the extra mile’ is normal practice.4

In a perfectionist framework, there is no distinction between what is required and what is 
beyond requirement and optional.5 The National Health Service (NHS) in the UK has allowed 
some room for the values-based and vocationally-driven culture to flourish, but discussion 
about the enlarging ‘credibility gap’ between rhetoric and reality in clinical care provision6 
leads us to acknowledge the potentially limitless need and demand for healthcare provision in 
the primary care setting.

In her discussion about moral failure, Tessman holds that autonomous individuals maintain 
the safe position of always being able to choose not to be exceptional. The moral agent may 
struggle to meet the moral requirements from which they are not released.7

This combined medical culture of perfectionism, excellence and fear of failure and harm-
ing patients makes healthcare workers a particularly vulnerable professional group who may 
struggle to make the decision not to be exceptional. The unsustainable option of going beyond 
the call of duty cannot be the ethical norm in the long term.

PUTTING THE PATIENT FIRST

It has not always been the priority of the primary healthcare worker to ‘put the patient first’. 
Less than 100 years ago, before the formation of the NHS, doctors prized efficient working 
for financial gain above prioritising patient need. The General Medical Council (GMC) now 
demands that doctors ‘put patients first’.8 Clinicians in first world countries are influenced by at 
least three other potentially competing factors of additional GMC-enforced directive and regu-
lation, marketplace and target-driven care and the needs of their own families and loved ones. 
In low and middle-income countries, the additional pressures of extremely limited resource 
and overwhelming clinical need complicate the picture.

Healthcare workers are prone to stress, work long hours with complex physical and 
emotional issues and in addition have multiple social demands: career and work related, house-
hold responsibilities, relationships and personal goals. While it could be argued that these 
issues are not unique to healthcare work, healthcare workers do differ in that they have the 
unique professional concern of the fear of causing harm to a patient through inadequate or 
inappropriate care provision. They learn to distinguish what is normal and what is not healthy 
for those they care for but can often be short-sighted when it comes to recognising and dealing 
with these elements in themselves.9

In primary care, work is done in close physical and emotional proximity to the patient. The 
community setting places the healthcare worker in the heart of the patient’s life and often 
involves visiting their home and interacting with members of their family. It can become 
difficult to see clear boundaries to duty in this situation.

What is it that prevents the healthcare worker from following the advice they are likely 
to offer their patient to self-care? Those who prize attainment, achievement and ambition or 
those who are dedicated vocationally will all be at risk of overwork and neglecting their own 
self-care. The professional codes demanding that patients are put first also limit the ability of 
the healthcare worker to step away. If the primary issues separating self-care of the clinician 
from self-care of the patient are the individual and collective notions of duty and obligation 
as a medical professional and the difficulties demarcating the boundaries, perhaps one of the 
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barriers to self-care lies with the individual clinician and their personal values and beliefs. 
These may be closely related to the individual’s sense of self and threatening them uncomfort-
able or even damaging to the individual.

SELF-CARE OR CARING SOCIETY?

Doctors are trained to respect patients as persons but there is no explicit demand or expecta-
tion of reciprocity from the patient. This lack of mutual respect and disassociation from social 
context places undue pressure on the clinician. With no society-endorsed boundaries, patients 
increasingly accept encouragement from the political arena to view medical services as a ‘con-
venience store’. Contractual changes are afoot to make that a reality.

Tessman considers the relationship between the person whose needs are without limit and 
the person who is morally required to respond to these needs as complicated by the inevitability 
of moral failure. That this is a ‘specific form of wrongdoing’ that can only potentially be miti-
gated by forgiving the person for not fulfilling such a requirement.10

Are we obliged to consider forgiving ourselves in advance for this failure? Do we not also 
have a right to consider our own individual needs as valid? I suggest that the answer to both 
questions is yes.

It becomes a conflict then between duty and self-interest. As healthcare workers are gen-
erally trained to prioritise the patient above themselves, they are likely to feel like they are 
failing in or even violating their duty of care if they ever prioritise their own needs. In heavily 
regulated professions where decisions can mean the difference between life and death, fear of 
failure or implied incompetence is palpable.

Fear of perceived failure can plunge the clinician into anxiety that their livelihood or identity 
is threatened, which makes for a very powerful ethical barrier to admit to the need for self-care 
or assistance from others.

Is the inevitable end of this road culpable inability to provide best care? Healthcare workers 
fearful of this outcome and having limited options to effect change in their working patterns 
may be provoked to strike. How may this be ethically justifiable? Heyd suggests that the auton-
omy of the individual gives him special reason to ‘fulfil his own needs before getting involved 
with the fulfilment of other people’s needs. In this sense, rights precede duties’.11

Averting this would involve much greater community engagement and agreed, shared goals 
and responsibilities between professional and patient. There is an argument that society more 
broadly ought to better look after those who are its guardians: healthcare, police, fire-service 
and the military.

WHO CARES FOR THE CARERS? 

As Chuck the intern put it in Shem’s novel The House of God:

How can we care for our patients, man, if nobody cares for us?12

It can be difficult to find evidence of self-care training in healthcare curricula. When it 
does arise, it often focuses on alcohol and drug misuse or perceived ‘unhealthy behaviour’. 
Postgraduate medical education has begun to acknowledge the issue, but often focuses on one 
specific area (such as burnout or moral distress) or technique (such as the Balint movement), 
rather than considering the global issues and broad principles.
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Striving for high quality care is an aim lauded by NHS England:

And when we strive for high quality care, we must do so for everyone, including those who 
are vulnerable.13

They are speaking about patients of course. However, if healthcare workers are a vulnerable 
group, they need particular care and support to enable them to adequately perform their role.

Recommendations about clinical or professional supervision and its role in this area have 
been made by a number of bodies in the UK including the Care Quality Commission.14 
Clinical supervision can provide opportunity to reflect on, review and modify practice 
and identify training and continuing development needs. Importantly, supervision can 
help healthcare workers to manage the personal and professional demands created by the 
nature of their work. There has been limited implementation of structured supervision in 
the primary care environment. Where it is used regularly and meaningfully, supervision 
has the potential to help staff feel valued and address developmental needs in a challenging 
environment.15

DO DOCTORS HAVE AN ETHICAL OBLIGATION TO ENGAGE 
WITH THEIR OWN EMOTIONS?

A physician who allows his patients to move him emotionally will enrich his own 
experience of doctoring.16

Halpern attempted to persuade clinicians to move away from detached concern towards emo-
tionally engaged empathy. She argued the validity of emotions in clinical practice for positive 
and therapeutic intervention, the need to learn to recognise them and use them constructively 
in the service of empathy.

Studies about emotional labour, a term first coined by Hochschild in 1983 when she 
described the dramaturgical perspective of air hostess and customer interactions, have consid-
ered the psychological trauma that can result from needing to assume an identity ‘surface and 
deep acting’ in a job.17 Grandey18 reviews the theories underlying emotional labour, and defines 
it as the process of managing both experience and expression of feelings to support or achieve 
organisational goals. Risks of this management include withdrawal, reduced job satisfaction 
and changes in performance.

Psychologists have found that the management of emotions can be associated with health 
problems such as cancer and heart disease.19–21

Not engaging with emotions, as Kerasidou and Horn argue, has a negative effect on doc-
tors, increasing stress and anxiety and predisposing them to emotional burnout and mental 
suffering. It also prevents doctors from caring for their patients effectively and appropriately. 
Assuming ‘– that these two aspects of the doctor are integrally connected, then paying much 
more attention to the doctor as a person, and attending to their emotional and physical 
wellbeing should be a priority too’.22

Lack of emotional self-care therefore can have serious consequences, affecting performance, 
job satisfaction and even physical health. Ethically, avoiding emotional engagement or routine 
surface or deep acting in the professional role without adequate ‘decompression’ could be 
regarded as irresponsible behaviour.
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CONCLUSION: ARE THERE ANY ANSWERS TO THIS 
ETHICAL PUZZLE? 

I have suggested that ethical self-care is needed for good medical practice to take place. The 
limitations to this self-care include medical and societal cultural demands and restraints and 
the personal fear of the healthcare professional of potentially causing harm.

If a person’s values originate more in the community and society that they happened to be 
born into than more innate aspects of self, then perhaps they can also be shaped by the culture 
that they live and work in.23 Defining the need for self-care in the early stages of healthcare 
education and equipping students with the tools needed to self-care may help validate the issue 
in medical culture.

The notions of self-care and colleague care could be linked. An undertaking to work as a 
group ‘looking out’ for each other in the workplace reduces the pressure to self-care but of 
course only works if all workers buy-in to the idea. A move from personal private solutions to 
our problems towards working with others to achieve reform.24 Acknowledging that new and 
emerging pressures on each generation of clinicians creates their own challenges and needs 
could aid this endeavour. Ballatt and Campling talk about reforming the culture of health-
care through kindness or kinship. If we re-evaluate self-care as a part of kinship shared and 
expressed, we may have found a path forward.25

A range of methods have been suggested to enable critical reflection of emotional work and 
how it affects the healthcare workers’ own emotional health, to both develop the empathic 
‘muscles’ and as a shield to prevent burnout.26–28 Narrative writing can be particularly effec-
tive at promoting reflective writing.29 Bibliotherapy can offer insight and emotional context. 
The House of God is one of several novels that highlight the dehumanising effect of healthcare 
and offers the reader the insight that they are not alone and not failing by comparison with 
their peers.

Sir Theodore Fox, editor of the Lancet 1944–1965, supported the identification of general 
practice with a form of ethical self-cultivation.

Never, I believe was there more need that the doctor should be a cultivated person, 
respected for his own sake and his knowledge of men and things, whose way of life 
gives him leisure and balance and a chance to reflect. Even if little can be done about 
it today, let us note that professional freedom should include freedom from overwork 
and financial anxiety on the one hand – and from too many household duties on the 
other.30,31

Fox’s interpretation of continuing formative development of the primary care physician as 
fundamental encapsulates the idea of professional freedom in a balanced environment. The 
tensions of external workload pressure and lack of time to think, with no room for creativity 
and growth in primary care, are ever more palpable and this professional freedom is threatened. 
Safeguarding this freedom and space to reflect may seem, at first glance, to be a luxury. When 
considered in the context of ethical self-care, it can be reinterpreted as a necessity. It is every 
healthcare professional’s responsibility to recognise the importance of self-care and strive to 
maintain equilibrium between their professional role and their personal care and development. 
The regulatory bodies of the profession and the government ought to also realise that this equi-
librium is essential to running a sustainable health service, supporting it both financially and 
in regulatory edict. Society has a responsibility to acknowledge that healthcare workers are a 
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valuable asset to a country’s function and prosperity and ought to use such a precious resource 
responsibly and thoughtfully.

Healthcare professionals are people, just as those they care for. Healthcare professionals 
should care for themselves and their colleagues because they are people. The Kantian respect 
for person, ‘never treat a person merely as a means, but always as an end’, comes full circle.

REFERENCES

 1.  Foucault, M. 1994. The ethics of the concern for self as a practice of freedom. In 
P. Rainbow (Ed.), Ethics: Subjectivity and Truth. Essential Works of Foucault 1954–1984. 
Transl. R. Hurley et al., The New York Press, New York, p. 284.

 2.  Bowman, D., Spicer, J. 2007. Primary Care Ethics. Radcliffe Publishing, Oxford, pp. 
137–147.

 3.  Bunting, M. 2004. Willing Slaves: How the Overwork Culture Is Ruining Our Lives. 
HarperCollins, London, p. xxvi.

 4.  Oxford University Hospitals NHS website. http://www.ouh.nhs.uk/about/vision-and-
values/default.aspx [accessed 01 March 2016].

 5.  Tessman, L. 2015. Moral Failure: On the Impossible Demands of Morality. Oxford University 
Press, Oxford, p. 221.

 6.  Heath, I. 2008. Matters of Life and Death: Key Writings. Radcliffe Publishing, Oxford, p. 94.
 7.  Tessman, 2015, op. cit., 228.
 8.  General Medical Council. 2013. Good Medical Practice. Duties of a Doctor. General Medical 

Council, London.
 9.  Gautam, M. 2011. Irondoc: Practical Stress Management Tools for Physicians. 2nd edition. 

Partner Publishing, Ottowa, Canada.
 10.  Tessman, 2015, op. cit., 252.
 11.  Heyd, D. 1982. Supererogation. Cambridge University Press, Cambridge.
 12.  Shem, S. 1978. The House of God. Putman Publishing Group, New York.
 13.  NHS England website. https://www.england.nhs.uk/about/our-vision-and-purpose/

imp-our-mission/high-quality-care/ [accessed 01 March 2016].
 14.  The Care Quality Commission. 2013. Supporting Information and Guidance: Supporting 

Effective Clinical Supervision. Care Quality Commission, Newcastle.
 15.  Barriball, L., While, A. and Munch, U. 2004. An audit of clinical supervision in primary 

care. British Journal of Community Nursing, 9, 389–397.
 16.  Halpern, J. 2003. What is clinical empathy? Journal of General Internal Medicine, 18(8), 

670–674.
 17.  Hochschild, A.R. 1983. The Managed Heart: Commercialization of Human Feeling. 

University of California, London.
 18.  Grandey, A.A. 2000. Emotional regulation in the workplace: A new way to conceptualize 

emotional labor. Journal of Occupational Health Psychology, 5(1), 95.
 19.  Gross, J. 1989. Emotion expression in cancer onset and progression. Social Science and 

Medicine, 28, 1239–1248.
 20.  Pennebaker, J. 1990. Opening Up: The Healing Power of Confiding in Others. Morrow, 

New York.
 21.  Steptoe, A. 1993. Stress and the cardiovascular system: A psychosocial perspective. 

In S.C. Stanford and P. Salmon (Eds.), Stress: From Synapse to Syndrome (pp. 119–141). 
Academic Press, London.

http://www.ouh.nhs.uk/about/vision-and-values/default.aspx
http://www.ouh.nhs.uk/about/vision-and-values/default.aspx
https://www.england.nhs.uk/about/our-vision-and-purpose/imp-our-mission/high-quality-care/
https://www.england.nhs.uk/about/our-vision-and-purpose/imp-our-mission/high-quality-care/


359

References

 22.  Kerasidou, A. and Horn, R. 2016. Making space for empathy: Supporting doctors in the 
emotional labour of clinical care. BMC Medical Ethics. Volume 17:8, p. 10.

 23.  Burton, N. 2010. The Art of Failure: The Anti Self-Help Guide. Acheron Press, Oxford, 
pp. 77–78.

 24.  Bunting, 2004, op. cit., xxv.
 25.  Ballatt, J. and Campling, P. 2011. Intelligent Kindness: Reforming the Culture of Healthcare. 

RCPsych Publications, London.
 26.  Halpern, J. 2001. From Detached Concern to Empathy: Humanizing Medical Practice. Oxford 

University Press, Oxford.
 27.  Wald, H.S. and Reis, S.P. 2010. Beyond the margins: Reflective writing and development 

of reflective capacity in medical education. Journal of General Internal Medicine, 25(7), 
746–749.

 28.  Schön, D.A. 1983. The Reflective Practitioner: How Professionals Think in Action (Vol. 5126). 
Basic Books, New York.

 29.  Charon, R. 2001. Narrative medicine: A model for empathy, reflection, profession, and 
trust. JAMA, 286(15), 1897–1902.

 30.  Hayward, R. 2014. The Transformation of the Psyche in British Primary Care, 1880–1970. 
A&C Black, London, p. 111.

 31.  Fox, T.F. 1965. Purposes of Medicine [The Harveian Oration for 1965]. RCP, London.



http://www.taylorandfrancis.com


361

39
Global primary care ethics 

BRIDGET KIELY AND CARWYN RHYS HOOPER

INTRODUCTION

Since the beginning of the Industrial Revolution, the world has witnessed a remarkable trans-
formation in human health. For most of human history, average life expectancy is believed to 
have hovered around 35 years and many people lived lives that conformed to Hobbes’ infamous 
description: ‘nasty, brutish and short’. However, rapid improvements in hygiene and healthcare 
during the modern era had a revolutionary effect on human well-being and by the end of the 
twentieth century, well over half the people of the world lived in countries where life expec-
tancy was over three score and 10 years.1

This has been an extraordinary achievement, but improvements in global life expec-
tancy have been deeply uneven and a significant disparity continues to exist between 
high- and low-income countries. Life expectancy in Malawi remains almost half that of 
Japan, and people born in sub-Saharan Africa live, on average, for 20 years less than their 
European counterparts.2 Much of these differences can be attributed to childhood (espe-
cially under five) mortality. In Chile, for example, the under 5 mortality rate is about 10 per 
1000 live births, but in Cote d’Ivoire it is closer to 100 per 1000 live births.2 Inequalities in 
maternal mortality are equally stark and also contribute significantly to global inequalities 
in life expectancy. The difference between maternal mortality in Slovenia (~10 per 100,000 
live births) and Sierra Leone (~1400 per 100,000 live births) neatly illustrates this point.3 
The reasons for these gross inequalities in maternal and childhood mortality are many 
and complex. However, part of the explanation is that healthcare, especially basic pri-
mary care, is not easily available, accessible or affordable in the poorest parts of the world. 
Indeed, the majority of women in sub-Saharan Africa still give birth without a skilled birth 
 attendant.2

In this chapter, we argue that there is a growing and overlapping consensus that the 
most egregious examples of global health inequalities must be rectified. We will also defend 
the empirical claim that affordable and accessible primary care service is a necessary, if not 
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sufficient, condition for improving the health of the globally worst-off. Finally, we will discuss 
how primary care professionals in high-income countries can help ensure that basic primary 
care is available to all.

THE ETHICAL IMPERATIVE TO IMPROVE GLOBAL HEALTH 

Few would deny that the world would be a better place if everyone had the opportunity to live 
a long and healthy life.4 Most would also agree that there is something morally warped about a 
world where a million children die on the day they are born.5 However, although there is wide-
spread agreement that there is something seriously awry about a world where so many pov-
erty-stricken people die very prematurely, there has traditionally been less agreement about 
the moral necessity to do something about this appalling state of affairs. The main reason for 
this is because significant changes to the global order, including a significant redistribution 
of global resources, are needed to create and maintain a physical and social environment that 
would enable most people to live reasonably long and healthy lives.

It is true that some people have long held the view that there is an ethical imperative to 
ensure that the worst-off are helped irrespective of the scale of the changes that this would 
necessitate at the global level. The best-known advocate of this idea is Peter Singer. In brief, 
Singer argues that we should prevent morally bad things from happening if we are capable of 
doing so and if we do not sacrifice anything of comparable moral importance in the process. 
This is a demanding philosophy, but it is difficult to argue that there are many material goods 
whose moral value outweigh the value of a child’s life. In other words, if we take Singer’s central 
claim seriously, we will be hard-pressed to avoid the conclusion that a significant redistribution 
of global resources is morally necessary. And even if we adopt Singer’s less radical version of his 
central claim, it still seems highly likely that there was a strict obligation to ameliorate the very 
worst examples of global health inequalities.6

Singer’s uncompromisingly utilitarian outlook is probably unrivalled in its contemporary 
radicalism. However, a number of deontologists have also defended the claim that there is a 
moral imperative to help the worse-off even if this requires significant global changes. Thomas 
Pogge, in particular, has put forward a powerful argument that some developed nations his-
torically caused significant harm to less developed nations (e.g. via the slave trade) and that 
many of them continue to cause harm by creating and imposing a world order that disadvan-
tages the worst-off. He goes on to argue that those who inflict harm must stop doing so and 
must provide some kind of restitution for the harm that they have already perpetrated.7 This 
argument is less radical than the utilitarian argument discussed above because it is an implica-
tion of this deontological worldview that no one is obliged to rectify gross inequalities in global 
health unless they have been caused by injustices. Nevertheless, in a world where historical and 
contemporary rights violations are pervasive, the scale of the redistribution of global resources 
that Pogge’s arguments demand is still very significant – and certainly sufficiently significant 
to necessitate remedying the situation of the worst-off.

Many people find either Peter Singer’s or Thomas Pogge’s arguments very compelling. 
However, not everyone accepts the premises of their arguments or the far-reaching conclusions 
they draw. Risse, for example, takes aim at the empirical claim that the global poor are harmed 
by the global order and tries to argue that the global order actually benefits the global poor.8 
Other philosophers object to Singer and Pogge’s cosmopolitanism – that is, the idea that all 
human beings are, or should be, citizens of one community. Non-cosmopolitans offer differ-
ent reasons why cosmopolitanism, especially in its strict form, is untenable, but the claim that 
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tends to unite this group is that the duties that we owe to compatriots are often superior to the 
duties we owe to non-compatriots.9

Nevertheless, although there remains much philosophical resistance to the stronger claims 
of cosmopolitanism, there is a growing and overlapping consensus in the bioethical community 
that there is an ethical imperative to tackle the very worst examples of global health inequali-
ties. This was evidenced, to an extent, during the recent Ebola epidemic when bioethicists of 
many different normative stripes argued that it was morally incumbent on the world as a whole 
to spend the resources that were needed to tackle the problem.10,11

There are a number of reasons for this normative shift towards accepting some core duties 
to the very worst off. Firstly, there is recognition that the costs of changing the global order to 
significantly improve the lives of the very worst-off are not as substantial as was once thought. 
This is not to say that the investments needed to solve the worse problems are negligible, but 
the relative success of the United Nations (UN) Millennium Development Goals neatly dem-
onstrates what can be done with relatively little resource redistribution.12

Secondly, there is a better understanding that seemingly local problems that are often 
associated with regional poverty can cause global harm. Severe Acute Respiratory Syndrome 
(SARS), the H1N1 virus, Ebola and Zika have all recently demonstrated that a failure to moni-
tor and control outbreaks of novel infectious disease in poorer regions of the world can wreak 
considerable human and economic damage all over the world.13–16 This means that more devel-
oped nations that wish to protect their own interests and the human rights of their own citizens 
need to assist less-developed countries to develop their healthcare and disease surveillance 
systems. If they do not, global security will be under threat and even wealthy nation states will 
be unable to fulfil the normative duties they owe to their own citizens.

Thirdly, those who are committed to the idea that beneficent duties to help others, or the 
demands of distributive justice, primarily apply to groups or communities of people that interact 
and trade with each other have started to wake up to the nature and scale of globalisation. Almost 
every country on earth is now deeply embedded in the global economy, and this means that most 
people are now directly or indirectly affected by the rules of global trade and global institutions 
like the World Trade Organization. Even more importantly, the very poor are often significantly 
affected by these global governance and trade rules without having much, if any, say about them. 
Globalisation, in other words, has brought almost everyone into a closer social, and, thus, nor-
mative, relationship. Indeed, it is partly for this kind of reason that Beitz17 believes that Rawls’ 
famous principles of distributive justice, including the difference principle, should apply across 
the global community, not just within the borders of different sovereign states.

We do not wish to overstate the case. There are still some people who reject the claim that 
there is a strict moral obligation to help even the worst-off. There also remains much debate 
as to where the duty to provide the opportunity for health falls – that is, whether the duty 
bearer should be individual agents, national governments or the international community as 
a whole. However, many people now accept that we must help the worst-off, especially if we 
have harmed them. And, as the forces of globalisation advance – and as the social, cultural 
and economic ties between nation states grow – it seems highly likely that ever more people 
will come to accept that the worst examples of global health inequalities are not simply morally 
repugnant, but that there are strict ethical requirements to rectify them. This, incidentally, will 
be a great boon to policymakers, activists and healthcare professionals because a broad and 
overlapping agreement that there is an imperative to act will allow more people to focus on 
the best methods to eradicate the worst instances of global health inequalities instead of being 
distracted by the more fundamental question of whether there is a moral requirement to do 
anything in the first place.
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EMPIRICAL EVIDENCE FOR GLOBAL PRIMARY CARE

It would be foolish to claim that the only way to reduce global health inequalities is through 
the provision of healthcare. Equitable access to healthcare is one of the wider determinants of 
health and is required along with a range of other measures to address current health inequali-
ties.18 This is also recognised by the World Health Organisation (WHO), which states that 
health ‘is a fundamental human right and that the attainment of the highest possible level 
of health is a most important world-wide social goal whose realization requires the action of 
many other social and economic sectors in addition to the health sector’.19

Four decades ago, the WHO Alma Ata Declaration identified universal access to primary 
care, as part of a comprehensive national health system, as an important factor in ensuring 
equal opportunity to reach a level of health that would allow people to live economically and 
socially productive lives.19 Having a primary care–based system also allows more equitable 
access, through geographical accessibility and by providing a health service that can meet the 
individual needs of the local population, and not only disease-specific or age-specific services. 
While access to HIV treatment is vital, if systems are just built around a single disease, this 
leaves people with other diseases, such as diabetes, with little access to treatment. There has 
been a great focus on reducing child mortality, but going forward, this should not be at the 
expense of the healthcare needs of older people. Primary care offers a holistic person-based 
approach, providing care from the cradle to the grave. There is increasing empirical evidence 
that these attributes of primary care contribute to its effectiveness in reducing mortality, reduc-
ing hospital admissions, improved user satisfaction and overall more effective use of resources.20 
Recent evidence also supports the idea that healthcare systems with primary care at their core 
are the most effective and equitable means of achieving global health.21

Despite the WHO declaration and the evidence supporting the generalist approach of 
primary care, 400 million people still lack access to primary care, and many attempts to develop 
primary care systems instead focus on a package of basic care, concentrating on priority dis-
eases and age groups, rather than a generalist approach.22 Often ‘primary care’ posts in low- 
and middle-income countries are staffed by healthcare workers with limited training, isolated 
from the rest of the systems, and are only equipped to deal with a limited range of acute ail-
ments, rather than provide preventative services or ongoing care for long-term conditions.20

Resource constraints have been the main drivers of this approach, with the argument that 
it is better to treat some rather than none, but one of the advantages of primary care is that it 
provides a trusted source of first contact with the health system. To trust a system, people have 
to believe that it will address their needs, whatever they may be. There is increasing concern 
that this approach can reduce trust in the overall health system, perhaps violating one of the 
founding principles of health ethics.23 Without this trust, people turn to alternative unregulated 
private providers or traditional healers, possibly delaying access to appropriate care, fragment-
ing the system and weakening the surveillance capacity of the national health system. This 
problem was all too apparent during the recent Ebola outbreak in West Africa, with people 
staying at home or visiting traditional healers, delaying diagnosis and allowing more members 
of their community to be exposed to the virus.24 People also need to trust a system in order to 
present for preventative care. The consequences of untreated hypertension are all too apparent 
in lower middle-income countries with rising incidence of heart attack and stroke, now count-
ing for an increasing number of years of life lost.2

While good primary care is not cheap, it is certainly more cost-effective than a system 
relying on hospital-based specialists alone and provides more equitable access, particularly for 
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rural populations, who may otherwise lack access to healthcare professionals. Primary care is 
the hub from which patients are guided through the health system.

The National Health Service (NHS) system is one of the strongest primary care–based 
 systems in the world, and despite having fewer doctors per head of population and spending 
less than the Organization for Economic Cooperation and Development (OECD) average, pro-
vides an, equitable and effective service,21 providing at least one of the conditions necessary for 
the equal opportunity to live a reasonably healthy life. All the evidence supports that a person 
centred holistic approach and continuity of care are key in building the trust needed for an 
effective system, in turn an important step in reducing global health inequalities.20,25 Knowing 
this, we do not think it is acceptable that primary care in low- and middle-income countries can 
be interpreted differently and delivered in a more limited way.

GLOBAL PRIMARY CARE ACTIVISM

We have argued in the previous section that there is an ethical imperative to help the glob-
ally worst-off and that the provision of adequate primary care may well be the most effective 
‘healthcare delivery’ means of tackling the worst examples of health inequalities. As mentioned 
previously, the NHS has a strong primary care system at its core and has been hailed as one 
of the most equitable and effective systems in the world.21 Primary care professionals working 
in such a system are uniquely placed to assist in the development of a truly global provision 
of primary care and, thus, to have an impact on global health inequalities. However, although 
primary care professionals who have a very cosmopolitan outlook will likely believe that they 
have strong duties to the globally worse-off, others will reasonably argue that due to their obli-
gations to patients in their own country, they can only play a limited role abroad. We accept that 
the demands of caring for one’s own patients mean that the amount of time available to care 
for others is often severely limited. However, we believe that it is incumbent on all primary care 
professionals to advocate for importance of primary care at home and on the global stage. This 
is crucial in order to ensure that primary care receives adequate recognition and funding and 
that the drive to achieve access for all is maintained.

While making the argument for the ethical imperative to reduce global health inequalities, 
we have mainly focused on changes and improvements in low-income countries, but neither 
the issues nor the benefits are solely in lower-income countries. While seen as a key enabler 
for further reductions in health inequalities globally, universal access to healthcare is a cur-
rent political debate in the United Kingdom, with increasingly restricted access to primary 
healthcare for certain migrant groups.26 Fees for access are being suggested, but this runs the 
risk of reducing access amongst the most vulnerable groups and disproportionately affecting 
preventative healthcare.27 This debate affects primary care professionals daily. The importance 
of advocacy for vulnerable groups is just as important in Europe as it is in Africa. Advocacy 
can extend beyond a practitioner’s direct patient population to a more global perspective. From 
casual conversations with colleagues and peers, posting on social media, writing articles for 
medical journals and the mainstream media to lobbying professional groups and MPs to take a 
more active role, there are multiple ways for individuals to improve other people’s understand-
ing of global health issues. And all this can be done without having to travel abroad.

For those who are in a position to travel and who are of a cosmopolitan bent, working overseas, 
particularly in low-income countries, allows the opportunity to not only model primary care 
through direct service provision but also to teach and develop longer-term partnerships. There 
are a variety of opportunities for overseas work at different career stages. Overseas electives 
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in lower-income countries have been seen as the classic opportunity to actively participate in 
global health. In the past, there has been a certain lack of continuity, so important in primary 
care, and sometimes a missed opportunity to share learning and nurture it beyond the elective 
experience, but UK medical schools are now forming partnerships with healthcare institutions 
to foster continuity and reciprocity.28

During training, an out-of-programme experience provides an excellent opportunity to 
contribute to improving primary care capacity internationally. With modern technology, 
the contribution does not have to end once back on home soil. Ever increasing access to 
mobile phones and the internet globally means peer support can continue from afar. Several 
general practitioner (GP) schools and the Royal College of General Practitioners have 
organised placements with international partners for both trainees and qualified GPs.29,30 
The partnership model is gaining increasing attention as a way to share expertise in a way 
that develops capacity and long-term sustainability.31,32 Later, in the career path, GP tutors, 
trainers and programme directors are well positioned to promote the global primary care 
agenda to students and trainees and to support them to partake in their own activism at 
whatever level they can.

CONCLUSION

A number of different normative theories can be relied upon to provide an ethical defence of 
the necessity of tackling the worst instances of global health inequalities. Indeed, there is now 
a broad and overlapping consensus in the bioethical community that something must be done 
about these inequalities. The evidence suggests that global health inequalities cannot be tack-
led without universal access to healthcare, incorporating primary care. There are a number of 
different ways that primary care professionals based in high-income countries can get involved 
in reducing global health inequalities. We hope that we have convinced readers that it is a moral 
necessity to remedy some global health inequalities, that affordable and effective primary care 
is an essential enabling tool to achieve this aim and that there are myriad ways in which pri-
mary care professionals in high-income countries can help make this aim a reality.
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Primary care, the basic 

necessity: Part I: Explorations 

in economics

MALCOLM TORRY

INTRODUCTION

Healthcare systems come in all shapes and sizes: differently funded, and differently organised. 
This chapter employs the science of economics to explore different ways of paying for and 
distributing healthcare resources, and in particular evaluates the UK National Health Service 
(NHS) in terms of its economics. Throughout, we shall be particularly interested in the role of 
primary care practitioners, by which we mean general practitioners (GPs), practice nurses and 
all of the other members of primary care teams.

DIFFERENT METHODS OF FUNDING HEALTHCARE PROVISION

Healthcare absorbs resources, which must be provided as free gifts or in exchange for other 
resources – which, in a developed economy, means money. We’ll come to the free gifts later. 
Here, we will explore a variety of different ways in which we might pay healthcare providers 
so that they can pay for the labour and other resources that healthcare requires. The funding 
mechanisms that we shall consider are donations, membership fees, payment per item, insur-
ance premiums and taxation.

 1. Donations: Poverty relief charities, churches and food banks rely almost entirely on 
donations. In past centuries, this is how many hospitals were funded. There are several 
drawbacks to this funding method: it is difficult to predict the amount of money that will 
come in, so planning is difficult; the amount coming in might be entirely inadequate to the 
demand that the organisation experiences; and people and organisations are more likely 
to donate to local provision rather than to national provision, so either national provision 
will be underfunded or local provision will be better in wealthier areas and worse in poorer 
areas. To pay for healthcare across the UK by inviting donations would be a risky option.

 2. Membership fees: Trades unions, and roadside assistance organisations, obtain the money 
to pay for the resources that they need by charging membership fees. Leisure centres 
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and art galleries use a mixture of membership fees and payment per visit to fund their 
activities. These organisations are clubs,1 which either exclude non-members from the 
services provided or include them on a pay-per-item basis (on which see below). In the 
UK, before the NHS was established, primary care gathered the majority of the resources 
that it needed by charging membership fees.

   To fund today’s healthcare via membership fees would mean that individuals who 
chose not to pay, or who were unable to pay, would be without healthcare; that it would 
be difficult to predict the amount of money coming in, so planning would be difficult; and 
that during an economic downturn, fewer people would be able to pay membership fees, 
so fewer resources would be available for healthcare and more people would be without it. 
Many organisations charge lower membership fees for groups of people likely to have less 
money, and the same mechanism could apply to healthcare; but the standard membership 
fee would still be higher than many employed adults could afford. In order to include 
every citizen, and to make the membership fee affordable, the fee would need to be made 
compulsory, and it would need to be calculated on an affordability basis. It would then be 
a tax (see below).

 3. Payment per item: If I want to own a car, then I have to pay the price demanded by the 
vendor. Healthcare providers could obtain the resources that they need by charging per 
visit to a doctor or nurse, per day in hospital, per operation, and so on. There are two 
main problems connected with this method: the first is the additional costs generated 
by the administrative requirement to divide up healthcare into chargeable units; and the 
second is that the product being purchased is often difficult to define before the event. 
If I am ill, then it will often be far from clear how many visits to a doctor will be required, 
how many days I shall need to spend in hospital and precisely which operations will be 
needed. The situation will be more like that faced by someone instructing a lawyer in a 
civil case. Neither the litigant nor the lawyer will know how many hours of the lawyer’s 
time will be required. The difference is that the litigant can decide to cut their losses 
and abandon the action if costs become unaffordable, whereas someone undergoing 
an operation might not be in a position to decline two weeks in a hospital bed. A more 
important problem is that the wealthy would be able to afford the healthcare that they 
need, whereas the poor would be unable to do so.

 4. Insurance premiums: If I own a house, then I am wise to insure it. I pay premiums to an 
insurance company, and in return the company promises to pay any costs related to a 
variety of eventualities. If the house burns down, then the insurance company will pay 
to rebuild it – something that I would probably not be able to do myself. An insurance 
company is a mechanism for sharing risks. I cannot predict whether my own house will 
burn down or not. If the insurance company insures a sufficient number of houses, then 
it will be able to predict fairly confidently the number of houses that will burn down, 
and it will be able to set insurance premiums high enough to enable it to rebuild houses 
that burn down, as well as low enough to enable it to compete with other insurance 
companies.

   Healthcare can be funded in the same way. An insurance company can charge 
premiums, and then pay the costs of healthcare for its customers. I cannot predict 
my own healthcare costs, but if an insurance company has a sufficient number of 
policyholders, then it will be able to predict the total healthcare costs fairly accurately 
and will be able to set the level of premiums accordingly. Risks will be shared.

   However, the two situations are not the same. The task of rebuilding a house is well 
defined; what the insurer will pay for is generally well defined; and the householder, 
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the insurance company and the builder rebuilding the house will all have access to 
similar information about what it takes to rebuild a house and about the cost of doing so. 
The task of solving someone’s health problems is generally less well defined, the costs will 
be unpredictable, the scope for the interpretation of the terms of an insurance policy will 
be considerable, and the healthcare provider will possess more knowledge than either 
the individual or the insurance company,2 and it is the healthcare provider that will be 
making the decisions as to what is to be done and paid for – and that provider might be 
influenced in their decisions by pharmaceutical company marketing techniques.3 The 
healthcare provider will be tempted to undertake procedures and to provide drugs that 
might not be necessary, the insurance company will have little ability to question the 
decisions and their costs, and premiums will therefore be higher than they ought to be. 
If the company distributes profits to shareholders, then that will be an additional cost to 
be met by higher premiums, as will be the cost of the administrative controls required 
to restrain expenditure and to package the healthcare provided into chargeable units.4 
The result is premiums higher than they would be if everyone possessed the same 
information, if profits were not distributed to shareholders, and if no revenue-related 
administrative costs were being charged. Some people would be able to afford the 
premiums, but others would not be able to do so and would be deprived of healthcare.

   A separate problem is that the insurance company will make its own decisions as to 
what it will pay for and what it will not. Such decisions will be taken on the grounds 
of the level and predictability of costs, rather than on the grounds of the individual’s 
healthcare needs. The result will be that some insured individuals will find that they 
have healthcare needs that will not be met.

   Insurance-based healthcare systems thus result in some people receiving more 
healthcare than they need, and often more than is good for them; some individuals 
having their simpler healthcare needs met, but not their more chronic and complex needs; 
and some individuals finding themselves entirely without healthcare.

   Some of these problems are avoided by the kind of public insurance-based schemes 
found in such European countries as France and German, where the funds are managed 
by partnerships between government, trades unions and employers. Here, an added 
complication is the complexity of the relationship between the medical profession, the 
state and the other social partners.5

 5. Taxation: To tax individuals according to the ability to pay, and to use some of the 
proceeds to provide healthcare free at the point of use for everyone, avoids all of the 
problems encountered with the four funding methods listed above. It provides a secure 
source of income for healthcare providers; the amount of healthcare available is relatively 
predictable; nobody is excluded from healthcare; everybody receives the healthcare 
that they need; provision can be consistent across the country; those who can afford to 
pay more are paying more, and those who can afford to pay little are paying little; and 
healthcare providers do not benefit financially by doing more than necessary for a patient, 
so they are not tempted to do so.

METHODS FOR RATIONING HEALTHCARE 

There is one problem that tax-funded healthcare does not solve, but it is a problem that is com-
mon to every payment and distribution mechanism, so it should not be held against universal 
healthcare paid for through taxation. The problem is this: most individuals could absorb more 
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healthcare than they currently do, so there will always be unmet demand. A growing and 
 ageing population increases demand for healthcare provision, and new drugs and procedures 
are invented all the time, again increasing the demand. So the question is this: Given that 
resources are always limited, and that demand is already large and continues to grow, how is 
healthcare to be distributed?

Some funding methods function as rationing mechanisms. Membership fees might be unaf-
fordable, so those who could not pay them would not consume healthcare resources. Similarly, 
insurance premiums and payment per item can be unaffordable for many, again restricting 
healthcare to those who can afford to pay. However, if healthcare is funded by donations or by 
taxation, and healthcare resources are free to every citizen, then how can distribution of limited 
resources be controlled so that the total amount provided remains affordable? There are several 
possible methods:

• Bulk purchasing can ensure that prices charged by such healthcare providers as 
pharmaceutical companies can be controlled, and can insulate practitioners from 
pharmaceutical company marketing techniques, thus reducing costs and enabling more 
healthcare to be provided for the same amount of money.6

• More expensive healthcare can be banned, so that more of the cheaper healthcare can be 
provided.

• Clinicians in both primary and secondary care can be trained and encouraged not to 
prescribe treatments that offer marginal or no benefit to the patient.7,8

• Time intervals between healthcare events can be lengthened, thus spreading demand 
into the future.

• A limited supply of a particular healthcare resource can be rationed (for instance, GP or 
practice nurse appointments).

• A gatekeeper can decide which healthcare resources will be available to each patient.

In the UK, the National Institute for Health and Care Excellence (NICE) is responsible for 
price control, and NICE and commissioners are responsible for deciding which treatments 
will be available on the NHS. Waiting times between appointments and for operations can be 
lengthened or shortened as supply falls or rises in relation to demand, and general practices will 
construct appointments systems to distribute a restricted supply of GP and practice nurse time. 
In relation to secondary care and other healthcare provision, GPs, nurses, receptionists and 
other primary care staff act as gatekeepers in most non-emergency circumstances, and in that 
capacity they make decisions about individual patient’s consumption of healthcare resources. 
Many patients will experience all of these distribution methods in relation to a health problem: 
difficulty with getting a GP appointment, a GP deciding what treatment they need and what 
treatment they do not, a waiting list for consultants’ appointments, a waiting list for opera-
tions, NICE deciding which drugs will be available, and the local commissioner deciding which 
healthcare resources will be commissioned and which will not be.

There are two new challenges to all of these rationing methods:

• ‘Political consumerism’: patient groups, including internet-based groups, demanding 
their own choice of treatment9

• An increasing understanding of healthcare as a commodity rather than as a public 
service.10 Public services are understood to be subject to democratic control, whereas 
commodities are subject to consumer demand.

For the system to continue working, the mechanism by which rationing is applied must 
be trusted by patients. This requires the rationing agents – primary care practitioners – to be 
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independent of the political process, so that their choices over which healthcare resources to 
employ are experienced as healthcare decisions and not as political ones. It is therefore essen-
tial for governments to permit the profession to self-regulate – a situation that the profession 
will generally achieve anyway, because it is in possession of a knowledge base (a ‘technology’) 
that government ministers and officials do not possess, and a situation that the government 
will in any case prefer because it leaves it free to make policy without too much interference 
from a self-interested profession.11,12 Another requirement might be that government ministers 
and officials should avoid calling patients ‘consumers’.

Already we are seeing how crucial primary care is to the economics of any healthcare sys-
tem, and particularly to a universal tax-funded one, and how important it will be for primary 
care consciously to update its essential gatekeeping function in light of new challenges.

HYBRID SYSTEMS

The United States and various other countries have hybrid systems: insurance-based health-
care for those who can afford it, and a publicly funded system for those who cannot. As Richard 
Titmuss suggested, this results in a poor public service.13 Only a service used by everyone will 
have the necessary democratic pressure behind it to ensure high quality and adequate funding.

But doesn’t the UK have its own hybrid system? Yes, in two senses.
First of all, working-age adults have to pay towards the costs of prescriptions, dentistry and 

optician services, on a payment-per-item basis, unless they are deemed as not able to afford to 
do so. These are the parts of the healthcare system that it is possible to means test. We in the 
UK have been means-testing benefits since the Elizabethan era Poor Law, so we find it hard to 
resist giving a benefit and then withdrawing it as earnings rise, even though means-testing is 
highly inefficient. However, as we have seen, payment per item is a means of rationing health-
care provision, so for those who are earning sufficient to be paying for their prescriptions, spec-
tacles, dentistry and visits to the optometrist, two rationing mechanisms are being operated: 
the primary care practitioner, dentist or optometrist deciding what healthcare is required, and 
the cost of the prescription, dentistry, eye test or spectacles.

Secondly, alongside the NHS we have a substantial private healthcare system, both 
insurance- based and paid per item, and often closely integrated with the NHS in terms of staff-
ing and contracts (increasing numbers of NHS procedures are being contracted out to private 
healthcare providers). Is this a problem? In one sense no, and in another sense yes. As long as 
healthcare remains universal and free at the point of use, a parallel system is not a problem, 
but if too many people obtain healthcare through the private system, then there will be less 
political pressure – particularly from the middle classes – for the NHS to be adequately funded 
and of high quality. If too much NHS healthcare is provided by the private sector, and less by 
public sector organisations, and if the private sector does the easy bits and leaves the difficult 
bits to the public sector, then the public sector will cease to reap economies of scale, it will end 
up managing the more complex and more costly healthcare, and inefficiency will be the result, 
even if the price for each procedure looks similar in the public and private sectors. NHS health-
care has always involved private sector organisations – contracted out services in hospitals, and 
general practice partnerships, going back to the beginning of the NHS; but, as we shall see in 
chapter 41, there are good reasons for primary care being provided by partnerships, and there 
will clearly be efficiency savings if a private laundry is doing the laundry for lots of different 
hospitals rather than every hospital having its own laundry. It’s the detail that matters, and it’s 
the extent of private sector involvement that matters. So yes, the UK’s dual system does matter.
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A GIFT RELATIONSHIP

To return to the option of providing healthcare resources via voluntary donations, this method 
might be somewhat risky as the main source of resources, but that is no reason not to employ 
it as an important element. In the UK, blood is donated free of charge by millions of people 
in their own or their employers’ time,14,* hospitals rely on armies of volunteers to undertake 
tasks for which paid staff are not available (in transport, shops, chaplaincy and much else) and 
hospices rely on massive voluntary effort for staffing and fundraising. It is of course difficult 
to calculate the value of this voluntary provision, simply because it is provided entirely free 
of charge; but it is clear that the withdrawal of all of this voluntary effort would impose sub-
stantial additional costs on healthcare providers. So, an important question is this: Would this 
voluntary effort be provided if the NHS was not a universal service free at the point of use? It is 
perhaps significant that in the United States blood is often paid for.

Let us suppose that in the UK healthcare resources were provided via insurance premiums, 
payment per item or membership fees. There would be no sense in which society as a whole 
was providing healthcare for society as a whole, and companies would be making profits and 
distributing them to shareholders. Volunteers would understand their donation of time and 
energy as a cost-saving to companies. Potential volunteers would be likely to donate their time 
and money elsewhere.

In the UK, healthcare is provided free to every legal resident. This invites a reciprocal 
response, particularly from those who have received high-quality, high-cost healthcare and 
haven’t had to pay for it. The massive amount of voluntary activity that the NHS attracts is just 
one more reason for providing healthcare universally, and free at the point of use.

CONCLUSIONS

I have argued that a healthcare service that is universal and free at the point of use is economi-
cally efficient. This suggests that healthcare in the UK should remain universal and free at the 
point of use. I have also shown that primary care is an essential rationing mechanism. This 
means that any discussion of healthcare planning, NHS funding or the education of future 
healthcare professionals, should begin with primary care, and only then move on to the other 
parts of the service. The argument as a whole suggests that other countries should consider 
establishing healthcare systems that are universal and free at the point of use, and should 
ensure that primary care is at the heart of those systems.
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Primary care, the basic 

necessity: Part II: 

Explorations in ethics

MALCOLM TORRY

INTRODUCTION

The previous chapter employed the science of economics to evaluate healthcare systems. 
This chapter employs the ethical sciences to explore different ways of distributing and organis-
ing healthcare resources, and in particular evaluates the UK National Health Service (NHS) 
in terms of its ethics. Throughout, we will be particularly interested in the role of primary care 
practitioners, by which we mean general practitioners (GPs), practice nurses and all of the other 
members of primary care teams.

This chapter assumes a familiarity with the different funding and rationing methods 
 discussed in the previous chapter.

We will begin by studying a variety of ethical theories that might be relevant to the 
 distribution of healthcare.

HEALTHCARE AS A CATEGORICAL IMPERATIVE

For Immanuel Kant, a ‘categorical imperative’ is an imperative to ‘act only in accordance with 
that maxim through which you can at the same time will that it become a universal law’.1 Kant 
gives examples: I ought not to make a promise that I do not intend to keep, because if the prac-
tice were to become universal, then no promise would ever be believed, so the promise that 
I would make would not be believed and would be pointless2;and I ought not to avoid helping 
those in need, because if that practice were to become universal then if I was in need, I would 
not receive the required assistance.3 In similarly negative terms, a voter might formulate the 
maxim, ‘healthcare should not be available free at the point of use’. They might one day need 
healthcare to be available free at the point of use, the people they know and love might need it 
to be available and the people on whom they rely might need it, so they ought not to act on that 
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maxim. No voter should therefore vote for a political party that does not wish healthcare to be 
available free at the point of use. In all three cases – not making lying promises, not helping 
people in need and not voting for a party that would not wish healthcare to be available free 
at the point of use – the negative categorical imperative implies a positive obligation: to make 
promises that we intend to keep, to assist people in need and to establish or maintain a health-
care system that is available to everyone free at the point of use. Payment per item, membership 
fees and insurance-based provision do not ensure such universal provision.

A donation basis for healthcare could potentially provide healthcare for all, but there is no 
guarantee that provision would be anything like adequate, and there will always be a free-rider 
problem. If I choose not to donate, then my failure to donate will have little effect on the total 
healthcare available, so the amount available to me will be little affected; but if most people 
choose not to donate, then the provision of healthcare will be inadequate. In order to provide 
an adequate amount of healthcare, we will need a social contract that requires everyone to 
contribute towards the cost. This suggests that taxation is the only secure method of funding 
healthcare that might in practice conform to a Kantian ethical principle.

ETHICAL HEALTHCARE FUNDING AND DISTRIBUTION

John Rawls, in his search for principles on which to build a just society, posits an ‘original 
position’ in which all parties are equal: ‘all have the same rights in the procedure for choos-
ing principles’. He envisages a ‘veil of ignorance’, that is, he asks us to envisage citizens 
 choosing principles while not knowing which position they will hold in the society.4 The two 
principles that emerge from this process are:

[1] equality in the assignment of basic rights and duties … [2] social and economic 
inequalities, for example inequalities of wealth and authority, are just only if they result 
in compensating benefits for everyone, and in particular for the least advantaged members 
of society.5

One of the ‘basic rights’ that Rawls discusses is the right to ‘primary goods’. We all have dif-
ferent aims in life, and need different resources to carry them out, and all of us require ‘certain 
primary goods, natural and social’ to enable us to do that. Rawls mentions some of them: ‘rights 
and liberties, opportunities and powers, income and wealth’. He does not mention shelter, food 
and healthcare, which are clearly primary goods in terms of his definition. Presumably, he 
expects ‘income and wealth’ to enable everyone to provide such primary goods for themselves.6 
The requirement that everyone should have ‘primary goods’ available to them will only be 
met if this assumption is correct, which of course it might not be – particularly for ‘the least 
advantaged members of society’ – if income and wealth are not sufficient to provide necessary 
healthcare. Rawls does not discuss institutional arrangements in detail, but clearly, healthcare 
paid for via membership fees, insurance premiums or payment per item would be unlikely to 
provide the ‘least advantaged members of society’ with sufficient of the required primary good 
of healthcare. We have discounted healthcare funded by donations as a realistic option, which 
leaves healthcare free at the point of use and funded by taxation as the only method likely to 
meet Rawls’ requirements.

We can arrive at the same conclusion via a Rawlsian thought experiment. If we were to 
extend Rawls’ method from the formulation of principles to the construction of institutional 
arrangements, then behind the veil of ignorance, I would not know whether I would be able 
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to afford healthcare membership fees, insurance fees or payment per item. I would therefore 
be most likely to choose a society in which healthcare was free at the point of use. This simple 
Rawlsian thought experiment therefore enables us to decide that a society that provides health-
care universally, and free at the point of use, is the most just and fair kind of society in terms of 
healthcare provision. Such a method might also be able to choose an appropriate structure for 
taxation. Two taxation methods are available: A flat tax system and a progressive tax system.7 
A flat tax system requires everyone to pay the same rate of tax on income, wealth or expendi-
ture, whatever their income or wealth, whereas a progressive tax system charges higher rates 
on higher amounts of income or wealth. If I did not know how much income or wealth I would 
have, then I would need to suppose that I would not have very much income or wealth and 
would therefore wish to pay a low rate of tax. However, I would also wish to receive the maxi-
mum possible amount of public provision. This would require the maximum possible amount 
of tax revenue, and so higher tax rates on higher amounts of income and wealth. If I were to 
experience higher income and wealth, then I would be content to pay a higher rate of tax than 
individuals with lower income and wealth, but not much higher. So, this Rawlsian thought 
experiment suggests that a just and fair society would be one with a smoothly progressive tax 
system with a non-punitive top rate of tax.*

I have based this exposition and extension of John Rawls’ method on the first expression of 
the two principles of justice that appears in his A Theory of Justice. Later on a somewhat different 
formulation is provided:

First: each person is to have an equal right to the most extensive basic liberty compatible 
with a similar liberty for others. Second: social and economic inequalities are to be 
arranged so that they are both (a) reasonably expected to be to everyone’s advantage, 
and (b) attached to positions and offices open to all.8

(This last proviso is later strengthened to require ‘conditions of fair equality of opportunity’ 
in relation to positions and offices.9)

This more restricted formulation implies equality of opportunity, but only the universal 
 provision of primary goods if we can argue that this is required for ‘extensive liberty’. Here, 
we can take two different directions. A libertarian view regards the task of government as 
providing security for life and property, on the basis of an authority established by a cov-
enant with the country’s citizens,10 but otherwise to leave citizens to make their own rational 
choices. Each of us has our own preferences and indifferences,11 and should be free to employ 
our reason to ‘maximise expected utility’.† This suggests that governments should collect taxes 
only to the extent that they are needed to fund the security and protective aspects of pub-
lic services, but should otherwise leave everybody to make their own decisions as to how 
they spend their income and wealth. Funding healthcare through membership fees, insurance 

* While the UK’s income tax behaves in this way, other parts of the tax system do not. National insurance 
contributions are charged at 12% on lower earnings, and at 2% on higher earnings; and Value added tax 
is charged at the same rate whatever someone’s income or wealth. For too many low-earning families, 
the payment of income tax and national insurance contributions at the same time as working and child 
tax credits, housing benefit, and council tax support are withdrawn, imposes a combined withdrawal 
rate of 96%, whereas the combined rate on higher earned incomes is only 47% (45% income tax and 2% 
national insurance contributions) (Ref. 12). The UK’s tax system is far from just.

† That is, ‘the weighted sum of the utilities of (particular decision’s) possible outcomes weighted by their 
probabilities, which sum to 1’: See Ref. 13. We can also use our reason ‘to formulate new properties of 
reasons and to shape our utilisation of reasons to exhibit these properties. We can, that is, modify and 
alter the functions of reasons, and hence of rationality’ (p. 132).
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premiums and payment per item would therefore be indicated. The problems arise when we 
recognise that we are social beings, and that most of our decisions affect other people, and 
that theirs affect us and that your exercise of your liberty might reduce my ability to exercise 
mine. We therefore require a theory of ‘social choice’ that takes into account interpersonal 
comparisons of utility, which, given the differences between us, is difficult to discuss as well 
as to calculate.14 We therefore find ourselves in the territory of the second direction that the 
pursuit of ‘extensive liberty’ might take: the view that we are only free to fulfil our prefer-
ences and indifferences if we already have sufficient primary goods to permit that – which 
requires that a certain level of healthcare should be provided for every citizen, including the 
least advantaged member of society. Only a tax-funded healthcare system free at the point of 
use can provide that.

Stuart White reaches a similar conclusion when he asks about the conditions for expecting 
citizens to contribute to the society’s resources:

Where institutions governing economic life are otherwise sufficiently just, e.g., in terms 
of the availability of opportunities for productive participation and the rewards attached 
to these opportunities, then those who claim the generous share of the social product 
available to them under these institutions have an obligation to make a decent productive 
contribution, suitably proportional and fitting for ability and circumstances, to the 
community in return. I term this the fair-dues conception of reciprocity.15

The condition for expecting a reciprocal contribution to the well-being of society is therefore 
a basic level of equality of resources administered in a way that does not treat some groups of 
people in condescending ways.16 So, not only does a commitment to ‘extensive liberty’ imply a 
tax-funded healthcare system free at the point of use, but such a system also provides the basis 
for expecting the liberty thereby facilitated to be employed to the benefit of the society.

ETHICAL HEALTHCARE PROVISION MECHANISMS

We now turn from how healthcare should be funded to the institutions through which it should 
be provided.

A second useful element of Immanuel Kant’s ethical theory is his insistence that human beings 
should always be an end and never a means to an end.17 A human being should  therefore never 
be treated as an object to serve some other end. Clearly, if we are to live together in society, the 
product of our labour will need to be treated as an object if we are to serve the good of society and 
of other individuals; but human beings themselves must never become such objects. Providing 
healthcare as a means to a profit gets quite close to treating the individuals to whom healthcare is 
provided as objects towards some other end. This suggests that private sector organisations that 
share profits with shareholders might not be the most ethical way to provide healthcare, and that 
public sector and not-for-profit voluntary organisations would cohere rather better with Kant’s 
principle. (For the purpose of this discussion, organisations that do not share profits with share-
holders, but that do share profits with managers in the form of high salaries, fall into the same 
category as private sector organisations that share profits with shareholders.)

But precisely what kinds of organisation will be the most ethical healthcare providers? Here, 
an ethical theory somewhat different from the Kant and Rawls tradition might help us.

Utilitarianism18 asks the question: What should we do in order to provide the highest pos-
sible welfare for the greatest possible number? Here an entirely empirical approach needs to 
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be taken. The Washington-based Commonwealth Fund has found that the UK NHS offers the 
highest quality of care out of the 11 Organisation for Economic Co-operation and Development 
healthcare systems that it studied, that it is the most efficient and the second cheapest per 
capita.19 We have already come across some of the reasons for these findings in chapter 40. 
A healthcare system funded by taxation and free at the point of use is not tempted to do the 
unnecessary, primary care acts as a gatekeeper, the administrative systems required by insur-
ance premium and payment per item systems are not required, profits are not shared with the 
shareholders of insurance companies, and nobody is excluded from healthcare.20 As far as a 
utilitarian ethic is concerned, for everyone to have the benefit of high-quality healthcare is 
more ethical than for only a few to do so.21 Quite simply, in terms of utilitarian ethics, a univer-
sal service that is free at the point of use is demonstrably the most ethical.

Somewhat more difficult to apply is a ‘rights’ ethical framework. If there is a right to health-
care, then clearly a universal health service free at the point of use will be required, because 
any other kind will restrict some people’s access to healthcare. In the UK, a rights-based ethical 
approach is explicit in the rights of access defined in the NHS Constitution for England, 2013.22 
But is it healthcare that is a human right, or is it health? If the latter, then we will need to discuss 
the distribution of health outcomes, and because these depend on a wide variety of factors, 
including healthcare resources, diet, financial security, employment conditions, education and 
the quality of housing,23 we shall find ourselves exploring the economics and ethics of social 
policy as a whole. In this short chapter such an exploration is clearly impossible, but one brief 
suggestion might be made. If, as I have shown, a universal healthcare system funded by taxa-
tion and free at the point of use is the most ethical and the most economically efficient, then the 
same might be true of other social provision.

PRIMARY CARE 

In the previous chapter we have shown how crucial primary care is to the functioning of a 
universal healthcare system that is free at the point of use. We now employ the economic and 
ethical sciences to evaluate the ways in which it might be provided.

We have already employed Kant’s principle that a human being is always an end, and never 
a means to an end, to suggest that public sector and not-for-profit voluntary sector provision are 
more ethical than provision by private sector organisations that distribute profits to sharehold-
ers. The same will be true of primary care. It would be more ethical to provide primary care 
through a public sector organisation or through a voluntary sector not-for-profit organisation 
than through a private sector organisation. But where does that leave the kind of general practice 
partnerships that we find in the UK? These are clearly in the private sector, and partners earn a 
share of profits rather than salaries. It is therefore both an ethical and an economic question as to 
whether the profit shares match the amounts that would be paid as salaries to individuals under-
taking the same tasks and carrying out the same responsibilities. A practice manager might or 
might not be a partner, but the clinical partners will generally be both clinicians and managers, 
suggesting a high degree of organisational efficiency. Profit shares are often below the salary 
levels that would be payable for similar skills and responsibility levels in other organisations. 
This suggests that for primary care to be provided through general practice partnerships is both 
economically efficient and ethical. Given that private sector companies, public sector organisa-
tions and voluntary sector organisations would need to pay separately for clinical and manage-
ment activity, it is difficult to see how any of them could be more economically efficient than 
partnerships; but might they be more ethical? A private sector company would not be, because 
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it would share profits with shareholders and would therefore to some extent be treating patients 
as means to ends rather than as ends in themselves. Public sector organisations accountable to 
local or central government, and employing clinicians on the basis of employment contracts, 
might have a greater claim to ethical legitimacy, but they will always have their own ways of 
treating patients as means rather than ends. Hospital trusts will always serve a variety of politi-
cal ends, which will inevitably turn patients into means rather than ends. Perhaps the most 
ethical kind of organisation would be a voluntary organisation managed by a board of trustees. 
Because this would be funded and regulated by government, it is doubtful that it would be any 
different from a public sector organisation in terms of ethical legitimacy. This gives us a further 
clue as to how we might understand general practice partnerships. They are closely regulated 
via their contracts with public sector organisations, and so in practice find themselves on the 
boundary between the public and private sectors, and with an ethical legitimacy close to that 
of any other public sector organisation. However, we are still unable to decide whether primary 
care is best provided via partnerships or via private, public or voluntary sector organisations 
employing only salaried GPs.

In order to break the tie between the different kinds of organisation, we might usefully 
study a further ethical theory.

VIRTUE WITHIN A COMMUNITY

Virtue ethics seeks the ethical individual rather than particular ethical actions, on the 
assumption that the ethical individual’s actions will then be ethical.24 So the question is this: 
Which kind of organisation is most likely to produce virtuous individuals? Public sector and 
voluntary sector organisations are bureaucracies in which a person’s role in the organisation 
determines the task. The development of virtuous individuals is not impossible within such 
organisations, but there is nothing in their structures that actively encourages it. With part-
nerships, the situation is different. At the heart of a general practice partnership there is a 
community, not a hierarchy. While there might be a senior partner, they have no hierarchical 
status in terms of the management of the organisation. Communities can facilitate virtue in 
ways in which hierarchies cannot.25 To take just one aspect of partnerships: in public sector 
organisations, governing bodies and managers manage clinicians, and clinicians’ tasks are 
determined by contracts with governing bodies and are managed by managers. Virtue can 
be exercised within the role, and perhaps outside it, but the ways in which virtue can be 
exercised will be constrained by the organisation. General practice partners, because they 
function as individuals in community, are in an ideal position to develop and exercise virtue, 
towards their patients, towards their partners and towards their staff.26 The staff of a practice 
will generally be hierarchically organised, but because there is a community at the heart 
of the practice, there will always be a certain amount of legitimate fuzziness in relation to 
lines of accountability. Bureaucratic aspects of the organisation will therefore function within 
a structure that is permanently characterised by aspects of community, allowing plenty of 
scope for the development of virtue. (The downside is that fuzzy lines of accountability can 
also allow organisational politics to subvert the organisation’s purpose – but this is as true 
of the many public sector organisations that do not have structures appropriate to their tasks 
as it is of partnerships.)

The way in which a partnership can more easily facilitate virtue gives this kind of organisa-
tion the ethical edge over public and voluntary sector organisations, and because partnerships 
are more efficient in terms of their economics, they have to be the preferred option.
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CONCLUSIONS

I have argued that a healthcare service that is universal and free at the point of use is ethical; 
that in most contexts, public sector providers are to be preferred to private sector providers, 
but that general practice partnerships are both ethically and economically efficient; and that 
primary care is necessarily at the heart of such a service.

The conclusions of this chapter therefore cohere nicely with the conclusions of the previous 
chapter, suggesting that healthcare in the UK must remain universal and free at the point of 
use; that public sector providers are in most circumstances to be preferred to private provid-
ers (and often to voluntary sector providers too), but that primary care should continue to be 
built around general practice partnerships; and that any discussion of health policy, healthcare 
planning, NHS funding or the education of future healthcare professionals should begin with 
primary care, and only then move on to the other parts of the service. It also suggests that other 
countries should consider establishing healthcare systems that are universal and free at the 
point of use.
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42
The special ethics of dentistry

DAVID OBREE AND ANDREW TRATHEN

Dentistry has always had a certain otherness about it in the UK. When the profession emerged 
from its barber surgeon origins, it kept its separation from mainstream healthcare and this 
independence was consolidated at the inception of the National Health Service (NHS) in 1948. 
Along with pharmacists and opticians, dentists became subcontractors of health care at the 
margins of the free-at-the-point-of-delivery enterprise.

Yet, whilst distinct, dentistry shares many of the ethical foundations of medicine and sur-
gery such as the Hippocratic promise of best interest, confidentiality and respect for autonomy. 
The dentist–patient relationship is an intimate and personal one, demanding high levels of 
trust. Respect for autonomy, and its legal corollary consent, is as prominent in dentistry as other 
branches of healthcare, and the recent discourse on professionalism has been as enthusiasti-
cally debated within dentistry as it has in other spheres.1 In common with all professions, it 
is the individual professional who fulfils the professional group’s commitment to society and 
which generates public trust in the profession. Thus, the moral basis of the profession can be 
investigated on individual and societal levels.

Overall in the UK, dentistry is a primary care profession. Over 90% of dental treatment 
occurs in primary care and the bulk of this occurs in general dental practice. Around 58% of 
the annual £6 billion UK dentistry market is NHS spending and 42% is private  spending.2 
The  majority of dentists are paid for treatments carried out, whilst very few dentists are 
 salaried. Most treatments involve a direct payment from the patient and this distinguishes 
dentistry from other areas of healthcare. In short, dentists have both a therapeutic and a finan-
cial  relationship with their patients.

Thus, patients are increasingly seen as, and see themselves as, paying customers, with all 
the ramifications of demand, choice and expectation. Coupled with this, the availability of cos-
metic treatment options such as bleaching, aesthetic crowns and orthodontics has created a 
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market based on want rather than need. As patients progressively become consumers, we must 
ask if there is an ethical difference between treatment for pain relief and treatment to improve 
appearance.3

This chapter considers how these issues and the wider system of dentistry have shaped 
dentistry’s distinct ethical environment.

ALTRUISM: DOES DENTISTRY PUT PATIENTS FIRST?

The conflicts that arise between best clinical outcomes, cost to the patient and remuneration for 
the dentist are daily ethical tensions. It is resource allocation, distributive justice, at the indi-
vidual level. The more treatment dentists advise, the more they get paid, and this is dentistry’s 
most conspicuous moral challenge.

Dentists’ fee-for-service arrangement contrasts with much of the medicine in the UK, where 
under the NHS there are few patient payments, and puts dentistry closer to cosmetic surgery or 
the business professions such as law and accountancy. In all these professions, there can be an 
uncomfortable relationship between prescription of need and a presumption to supply, identi-
fied and criticised by sociologists in the 1970s:

Merchants sell you the goods they stock. Guildsmen guarantee quality. Some craftspeople tailor 

their product to your measure or fancy. Professionals tell you what you need and claim the power 

to prescribe. They not only recommend what is good, but actually ordain what is right. Neither 

income, long training, delicate tasks nor social standing is the mark of a professional. Rather, it is 

his authority to define a person as a client, to determine that person’s need and hand the person a 

prescription.4

Such criticism occurs in the context of the monopoly that dentists, and other professionals, 
have over their area of work.5 The specialisation and expertise of dentistry ensure the qual-
ity and reliability of treatment and the benefit this brings to patient welfare. However, it also 
allows economic advantage to the professionals who are operating within a sheltered market-
place. This has implications for access to care for those who cannot afford treatment. The regu-
lator does not concern itself with this group nor the dental profession’s responsibility to them. 
Yet, the UK General Dental Council’s (GDC) opening standard is ‘Put patients’ interests first’, 
with the inference, from the apostrophe, that patients are a plurality and thus dentists should 
have a societal interest.6

The social contract that privileges the professional group in return for expertise is not always 
demonstrably balanced. In the United States, the Institute of Medicine estimated that in 2008, 
4.6 million children had no access to dental care as their parents could not afford it.7 They could 
not afford the services of one of the richest occupational groups8 in the richest country in the 
world.

Children can have difficulties accessing services in the UK, albeit for different reasons. 
NHS dentistry is free to those under the age of 18, yet in 2013–2014, some 46,500 children 
were admitted to hospital for tooth extraction under general anaesthetic, a failure of the NHS 
to direct funding to preventive care.9 Inequality can contribute to reduced uptake of services,10 
but allocation of funding is not uniform. Direct access to dental care professionals that do not 
demand the high income of dentists offers potential to address the problem,11 but the profession 
has been opposed to their widespread use since the 1920s.12–14



387

Distributive justice: Dentistry as a business

DISTRIBUTIVE JUSTICE: DENTISTRY AS A BUSINESS

In contrast, it can be argued that there is an ethical imperative for a dental practice to be prof-
itable. Without profit the business cannot survive and thus the beneficial healthcare facility 
is lost to the public.15 Historically, the typical business model in the UK was an independent 
practice locally owned by a practising dentist with partners or associates, usually working on 
a percentage of their treatment income. Corporate groups were originally limited by the GDC 
regulation but this was deregulated, and by 2014 the number of practices operated by ‘corpo-
rates’ had risen to 22%.16 To some, the rise of the corporates is an impersonal intrusion of hard-
line business into the personal matter of healthcare, to others it is the application of efficiency. 
Contrary to the perceived instinct to maximise profit by seeking the wealthiest patients, the 
corporates have been most active in the NHS sector of the market.16

The increase in corporate groups offering dental services would seem to fit with patients 
becoming ‘consumers’ of healthcare. Certainly, when the doctor–patient relationship is con-
sumerist,17 it emphasises the autonomy (or perhaps the choices) of a patient beyond all else. 
However, questions should be asked – is something lost if a consumerist relationship is pur-
sued? Is healthcare a tradable commodity? The concerns expressed by the medical profes-
sion about the effect that commercialisation may have on public health,18 or the corrupting 
effect that private practice can have on clinical decision making,19 are being played out in 
a system of dentistry where the threat of commercialism to professionalism has long been 
recognised.20

Importantly, if the desires of the customer (patient) take precedence above all else, this 
leaves a dilemma for dentists’ moral and professional duty of beneficence. When does respect 
for autonomy become respect for choice (choice perhaps motivated by external coercion or 
extreme selfishness)?

NHS DENTISTRY

At the inception of the NHS in 1948 dentistry was free to patients, but by 1952 a charge of £1 
was introduced (at the same time as a one shilling (five-pence) charge for a general medical 
prescription). In 2016, that equated to £26.70 for dental treatment, and £1.34 for a prescrip-
tion. Charges for dental treatment increased through the decades and in the 1970s became a 
percentage charge aligned with the amount of treatment required. In 2006, the system was 
overhauled and simplified so that only three bands of treatment existed, one for check-ups and 
cleaning, one for fillings and one for crowns and dentures.21

Whilst this has simplified matters for patients and the NHS commissioners, it creates 
perverse incentives that potentially harm the principle of patient-centric care. Some patients 
require complicated care, others little, but the system does not distinguish between the two. 
Thus, dentists are financially pressured to seek out patients requiring simpler treatments, 
or encourage them ignore more complex treatment options. It expands the moral question 
of how much should dentists be paid and what should they be paid for, prevention or cure? 
This is an important question in terms of the financial sustainability of future dental practice 
in the UK.

Dissatisfaction with NHS remuneration has driven more dentists into the expanding private 
sector.2 Practices and individual practitioners can be wholly NHS, wholly private or a mix of 
the two. Whilst the majority of NHS adult patients contribute to the cost of their dental care 
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by direct payments according to their band of treatment, there is also a significant low-income 
group exempt from charges along with all patients under 18. Some practices only see chil-
dren and exempt patients on the NHS. In the private sector, best clinical interest versus cost 
negotiations occur directly between the dentist and patient who acts as both the recipient of 
the treatment and the (financial) resource allocator. In an NHS practice, the resource alloca-
tor (the NHS) is a restraining presence, limiting the availability of (clinical) resource to the 
patient and (financial) resource to the dentist. Thus, the NHS has an ethical role to play, a role 
 ultimately controlled by government and healthcare finance ministers.

AUTONOMY AND SOCIAL JUSTICE: PERSONAL 
ACCOUNTABILITY FOR DENTAL HEALTH

A divisive ethical issue in healthcare economics that tends to split people along lines of 
political orientation is whether the society or the individual should pay for the population’s 
dental care. The two principal dental diseases, caries (decay) and periodontal (gum) dis-
ease are common, but they are also largely preventable. Whilst the dental diseases can be 
framed as diseases of personal irresponsibility and failure to take responsibility for one’s 
own health,22 there is also the matter of social inequality and its damaging effect on indi-
vidual agency.23

The fight against societal inequality may not be an obvious one for the clinical dentist, 
but as the tide of medical ethics turns from autonomy to social justice, the GDC’s apostrophe 
may take on increasing significance. The principles of prevention over treatment and taking 
an ‘ up-stream’ approach have wide agreement. Yet, successive governments have pursued a 
reparative policy rather than a preventive one, with dentists being paid for doing fillings on 
a fee-per-treatment basis rather than preventing them. Would a salaried or capitation service 
improve prevention? In theory, it could, but there is the worry that it would also disincentivise 
intervention and raise the incidence of supervised neglect. The concern is that if you pay den-
tists to treat, they over treat, if you pay them to prevent, they under treat.

Discussion about the least ethically corrosive method of financial incentive is not new in 
medicine. Papanikitas suggests that the discussion around payment for performance incentives 
(incentivised tasks) should not be separated from the general discussion of general practitio-
ners’ interests as employers, employees and citizens who themselves need to make a living 
from their vocation – this argument may also apply in the case of dentistry.24 In the absence of 
professional ethics, any system of payment for clinical services can result in maximisation of 
income in preference to patient welfare. Roland.25 illustrates this in Table 42.1.

The ethics of professional responsibility should limit excess and maintain patient best inter-
est at its core. A separation of diagnosis and treatment could solve the worries articulated by 
the 1970s sociologists distrustful of professionals’ power to prescribe and treat,4 The model of 
the ophthalmic optician (diagnosing) and dispensing optician (treating) is an interesting model 
with merits, although largely unaccomplished since they commonly work together in the same 
business enterprise.

A potential source of funding for dental care that might simultaneously act as a ‘nudge’ for 
healthier behaviours is a tax on the causes. Recent debates about tax on sugar as a source of 
funds to tackle obesity-related disease can also be applied to dental decay,25 The dental profes-
sion has sought to influence patients to improve oral hygiene and diet, whilst the political option 
to challenge soft drink and confectionary manufacturers has been largely avoided. Sugar taxes 
principally aim to raise revenue and influence consumer behaviour but manufacturers are also 
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prompted to modify their products.26 Debates between those suspicious of the ‘nanny state’ 
and those who want to rebalance the impact of corporate interests on people’s health decisions 
continue to feature prominently in the media.27

GOVERNANCE

Crucial to any profession’s interface with society is its organisation and governance. Recent 
trends have seen the ethical direction of the healthcare professions driven by government, 
either by controlling resource funding, as in the case of the NHS, or by dictating regulation, as 
in the case of the UK’s newly constituted healthcare regulatory councils.

One role of professional councils is to produce guidelines, or standards, for members of the 
profession to maintain. These normative directives are broadly similar between the health-
care professions and share the same Hippocratic and philosophical origins. The current UK 
GDC guidelines are as follows: (1) Put patients’ interests first; (2) communicate effectively with 
patients; (3) obtain valid consent; (4) maintain and protect patients’ information; (5) have a 
clear and effective complaints procedure; (6) work with colleagues in a way that is in patients’ 
best interests; (7) maintain, develop and work within your professional knowledge and skills; 
(8) raise concerns if patients are at risk; and (9) make sure your personal behaviour maintains 
patients’ confidence in you and the dental profession.28

Whilst these standards are unremarkable, they are no longer formulated or enforced by 
 dentists themselves. Historically, the majority of GDC council members were registered 
 dentists, elected or nominated by their peer groups, in common with other healthcare profes-
sional councils. However, the political climate following Bristol children’s heart, Alder Hey 
and Shipman scandals drove the government to reconstitute the healthcare councils into 
regulatory authorities with smaller government-appointed councils.29 This change, in 2009, 
from democratically elected self-governance to government-orchestrated regulation has had 
a pronounced effect on professional morale.30,31 Dentists no longer have any representation 
in how their profession is regulated and a significant increase in fitness to practise cases, with 
a concomitant rise in registration fees, has created anxiety about the new system.32 Dentists 
are controlled not only by the GDC but also by the Care Quality Commission (CQC) and the 
Department of Health, a triumvirate whose roles significantly overlap with the result that 

Table 42.1 Payment methods for doctors and their potential consequences

Payment method

What doctors would do if they 

did not behave in line with their 

professional principles

Salary Pay independent of workload 

or quality 

As little as possible for as few 

people as possible 

Capitation Pay according to the number of 

people on a doctor’s list 

As little as possible for as many 

people as possible 

Fee for service Pay for individual items of care As much as possible, whether or 

not it helped the patient 

Pay for performance Pay for meeting quality targets A limited range of commendable 

tasks, but nothing else 

Source: Roland, M., BMJ, 345, e582, 2012.
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dentists feel ‘over-regulated’.33 As in medicine,  individual practitioners are increasingly subject 
to ‘evidence-based’ clinical guidelines from the Royal Colleges, NICE and specialist societies, 
not to mention the constant threat of litigation and inexpert media scrutiny. Along with other 
healthcare groups, there is a lament that governments have created a culture of compliance in 
place of a culture of conscience and that the virtue, or character, of the professional practitioner 
has been ignored in favour of box-ticking.

These concerns are not new. They were considered by Plato in the fourth century BC and 
rearticulated by Brian Hurwitz and others in the 1990s;34 How do you balance the constraints 
of process-driven regulation with a personal, bespoke and ethical approach to patient care? 
Similarly, Eliot Freidson raised the sociological concern that without the involvement of indi-
vidual professionals, whose disciplined knowledge has to be developed for the public good, the 
professions lose their moral legitimacy.35

Whilst enforcement of rule and regulation may not be the best way to foster the moral 
engagement of individual practitioners, there are also tangible economic concerns. Resources 
spent on regulatory compliance could be spent on patient care, and distributive justice is com-
promised when disproportionate attention is paid to regulatory obedience. A more nuanced 
and traditional approach, involving professionals in the organisation of their professional 
activities, would have a stronger claim for moral, sociological and economic legitimacy.

Professional regulation is about fairness to both sides of the partnership between patients and 

professionals. To command the confidence of both, it must also be seen to be fair, both to patients 

and health professionals.29

CONCLUSION

The difference between dentistry and medicine in the UK raises ethical questions perhaps less 
conspicuous in other areas of healthcare. Although economic concerns and issues of distribu-
tive justice are important in all fields, the direct financial transaction that occurs between the 
patient and the dentist creates a unique situation that other NHS clinicians in the UK will 
generally not have to face.

Despite changes made periodically since 1948, no government has successfully created a 
remunerative framework that incentivises a balance of prevention and cure, or that has met 
with approval from the profession itself. Perhaps this is an impossibility. Dentists exist simulta-
neously as altruistic professionals, placing the patient first, whilst also running a business that 
has to be kept viable. Reconciling duties to their business and their patient can be problematic 
and is a daily source of ethical tension.

Yet, this fundamental issue applies to other healthcare professions, albeit less obtrusively. 
Every pound spent on professional practitioners is a pound less to spend on healthcare equip-
ment, on support staff, on buildings and on medicines. How much is enough? How should 
we balance our resources between funding a professional elite, and funding other elements of 
healthcare?

Dentistry also acts as a case study for the importance of good regulation. Regulatory costs 
have multiplied tenfold since the 1990s,32 exacerbating the problems faced by dentists in bal-
ancing patient care and business. A concurrent increase in complaints and ‘Fitness to practise’ 
cases encourages dentists to think and practice defensively, rather than caringly. Tight regula-
tion that protects the individual can thus have broader implications for the quality and acces-
sibility of care that is given to the population.



391

References

As a microcosm for a number of important issues in medical ethics, dentistry can play a 
useful role. Part of the free-at-point-of-delivery philosophy for only a few years, money has 
dominated the ethical landscape of the profession. As governments push for greater influence 
of market forces on the commissioning and delivery of healthcare, a study of the ethics of 
 dentistry can give us some insight into the pitfalls along that road.
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43
The ethics of administration

PETER TOON

INTRODUCTION

Consultations between individual patients and clinicians take up the largest part of the time 
of primary care clinicians, and are also usually the focus of ethical discussions. However, most 
clinicians also spend a significant part of their time on ‘paperwork’ – administrative tasks 
(increasingly carried out on computers rather than on paper) related to individual patients but 
carried out in their absence. These include dealing with prescription requests, correspondence 
to and from other clinicians and writing reports to non-clinicians.

Clinicians also spend a lot of time dealing with medical records – writing in them, summa-
rising the records of new patients and updating existing summaries, and dealing with requests 
to see the records, with (or without) the patient being present.

It is easy to think of this as routine work posing no ethical challenges, but like all work involv-
ing patients, it means making decisions on both facts and values; decisions often made uncon-
sciously. The decisions of different clinicians may vary widely according to what level of risk 
they find acceptable and how they trade-off risk against cost and inconvenience (to them and 
to patients), their view of the relative responsibilities of clinicians and patients in  ensuring good 
medical care and their understanding of confidentiality. These examples of ‘everyday’ ethics are 
illustrated with reference to the National Health Service (NHS) in the United Kingdom.

REPEAT PRESCRIPTION REQUESTS

A peculiarity of the NHS in the UK is that while patients on long-term treatment often only 
need their medication reviewed every 6 or 12 months, prescribers in primary care are not 
allowed to prescribe medication to last for longer than 1, or (at the most) 2 months, except in 
the case of oral contraception (or are at least strongly discouraged from doing so).1 Therefore, 
repeat prescriptions are often issued without seeing the patient.2,3
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Whether this arrangement is actually necessary has been questioned.4 On the positive 
side, it may reduce waste of medication dispensed but not used, and this is the reason usually 
given for this policy.5 The cost of unused medication in the NHS is estimated at £300 million 
per year,6 but whether this would increase if long-term treatments were dispensed for 6 months 
rather than 1 month is not clear.

Against possible saving in wasted medicines is the inconvenience to administrative staff 
who have to handle repeat requests and issue prescriptions, to clinicians who have to authorise 
them, and the cost of the time this takes them which might be more profitably employed, and 
to patients who have to request and collect their prescriptions and medication.

An advantage of the system less often publicly discussed is that although it creates work for 
community pharmacists and dispensing practices, they benefit financially from it, because they 
receive a fee for each prescription dispensed. Six-monthly or annual dispensing might destabi-
lise the infrastructure of retail pharmacy, an important part of our healthcare system. Perhaps 
this is why no one has had the courage to try to reform this massive, costly paper chase.

Policy judgements on prescribing regulations depend on a value judgement of how much 
weight to be given to risk, convenience and cost, which will be affected by how well systems 
work and whether the labour involved can be reduced. Various stratagems have been intro-
duced to improve the system.7 These include websites which allow patients to request medica-
tion and collect it directly from the pharmacy,8 and sometimes allow pharmacies to initiate the 
request as well, thus reducing the inconvenience to patients (although possibly leading to more 
unwanted medication being dispensed) and computer systems which make it easy (to varying 
degrees) to issue multiple, post-dated prescriptions when the patient is reviewed.9

Although the above ‘electronic’ prescriptions are beginning to change this, repeat prescription 
requests are typically accepted by administrative staff in primary healthcare teams,  verbally, on paper 
or more recently by computer, and sometimes by telephone (although this is often discouraged for 
fear that a misunderstanding of what is required may arise – an ethical balance between risk man-
agement and patient convenience). Prescriptions are then prepared by administrative staff – at one 
time writing them by hand, but now usually by printing them from a computerised record system.

Other than whether this system is justified at all this doesn’t seem ethically terribly complex, 
and although there is a significant literature on repeat prescribing suggesting how this might 
be done better10–12 it is not usually seen as an ethical issue. In fact, however, signing of a repeat 
prescription involves a judgement with several implicit values, which are as follows:

• How long is it reasonable for a patient to have to wait for a repeat prescription?
• Should prescriptions always be authorised by the patient’s usual clinician? If so, what 

happens on days-off and holidays?
• If authorisation is not by done by the usual doctor, can it be done only by a doctor who 

knows the patients or by any GP who happens to be around?

Practice on these matters varies considerably. Policy on ‘turn round time’ for prescription 
requests and who deals with them depends on how practitioners balance convenience to patients 
against convenience to themselves, and possible risks of mistakes if a prescription is authorised in a 
hurry or by someone unfamiliar with the patient; also on how important they consider the relation-
ship between a particular clinician and patient even for acts done in absentia. It also depends on how 
happy they are to trust the management of risk to a system rather than to an individual clinician.

• Now that many nurses are authorised to prescribe, should they rather than the patient’s 
doctor sign repeats, since if they review the patient’s medication, as is common in many 
chronic diseases, they may be better placed to do this?
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Decisions about allocation of jobs between doctors and nurses are based partly on judge-
ments of fact. Who has the competence to carry out a task? How cost-effective is their respec-
tive use of time?

However, they also depend on evaluative issues about trust, status and merely what is 
 traditional, which sometimes run counter to facts and reason.

• If the last medication review was satisfactory, the next review not due, and an appropriate 
quantity of medication has been requested, do clinicians need to check the prescription 
carefully or can they assume that the system will prevent any errors in prescribing?

Some practices separate ‘routine’ repeats from those which do not fit the rules of the  system 
and require an explicit clinical decision. Meticulously checking every repeat takes a lot of time, 
with perhaps little benefit, but if clinicians sign such prescriptions without checking them 
against the patient record, they rely on the system being robust enough to prevent errors, which 
is not necessarily the case;13 this is another evaluative balance between risk and workload.

Not all repeat prescription requests ‘fit the rules’. Most of these fall into one of the four 
categories:

• The medication is authorised for repeat prescribing but review or the necessarily 
monitoring blood test is overdue.

• Too much or too little medication has been requested.
• The medication requested has been issued recently but has not been authorised for repeat 

prescription.
• The patient equates repeat prescribing with self-prescribing, and requests a medication 

not authorised for repeat prescribing but which for some other reason they think is 
appropriate for their condition.

In these cases, a judgement has to be made as to whether simply to refuse to sign the pre-
scription, to authorise it but add a note asking the patient to discuss it soon, or to contact the 
patient before authorising the prescription. Again, the action taken depends on an assessment 
of risk and benefit (a factual judgement) and the balance of risk against extra work and inconve-
nience, to clinician and to patient (a judgement of values). The decision made about a drug with 
a high risk of harm if not adequately monitored (e.g. warfarin, lithium) or if abused (e.g. strong 
opiates) may be different from that with drugs where these risks are low.

It frequently also depends on our view of the respective responsibility of clinician and 
patient in the management of chronic illness. Clinicians have a legal as well as a moral respon-
sibility to ensure that prescriptions do good, and even more that they do no harm, but they 
also need to consider how moral responsibility is divided between clinician and patient, and 
consider questions such as:

• How far does the prescriber’s responsibility extend in ensuring that medical care is 
optimal? If, for example, a patient on treatment for epilepsy or asthma is happy to take 
it without the review that official guidance (from government organisations such as the 
National Institute for health and Care Excellence in the UK – NICE) recommends,14,15 
how much pressure should the clinician exert to persuade them to comply?

• How much too much or too little analgesia does a patient need to request before the 
clinician insists on discussing their treatment?

• If a medication has been prescribed previously as a therapeutic trial, or the patient has 
been taking it for a while but by accident or design it has not been authorised for repeat 
prescription, what should the clinician do before authorising it for long-term use?
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CORRESPONDENCE

Primary healthcare care teams in the UK receive large numbers of letters, reports and discharge 
summaries from hospitals and other clinicians involved in patient care (physiotherapists, occu-
pational therapists, social workers, etc.). Many of these just need filing in the patient’s records 
in case they are needed in the future, but they all need to be looked at in case some immediate 
or future action is required. Usually this is clear, but sometimes it is not. For example:

I think the patient requires a CT scan to exclude the small possibility that the symptoms are due to 

a malignant lesion.

Has the specialist arranged this? Does he want the general practitioner (GP) to do so? 
What happens afterwards? What has the patient been told?

I have discharged the patient from my clinic but the problem will need to be kept under review.

How often? By whom? Who should arrange this?

As with repeat prescriptions, what clinicians decide to do depends on their evaluation of 
risk, benefit and cost: and where responsibility lies between the patient and the clinician, and 
in this case between other clinicians and themselves, as well as on the facts of the case.

Results of blood tests, microbiological cultures and radiographs and other imaging 
 investigations may be dealt with separately from other correspondence, but similar issues arise. 
Are the results normal or abnormal? If they are normal, does the clinician need to inform the 
patient or can they just be filed? How intensively does a clinician need to ensure that an abnor-
mal result is followed up if the patient does not come back to find it out?

With computerised laboratory systems, results requested by other clinicians are often copied 
automatically to the GP – if you see an abnormal result of a test you did not request do you have 
a responsibility to follow it up?

Again, this depends on a factual and evaluative assessment of the risks, and a judgement 
on how much responsibility for the patient’s health lies with the clinician, and how much with 
the patient.

THIRD-PARTY REPORTS

GPs receive requests for medical reports in relation to insurance, employment and a vari-
ety of other issues. Some of these arise during consultations rather than in ‘paperwork time’ 
but the ethical issues are similar so that they are best considered together. The ethics of 
reports,  particularly to insurance companies, have generated a significant literature and also 
 legislation.16,17 Toon18 has classified medical reports and analysed the ethical issues they raise in 
detail. His conclusions, summarised in Table 43.1 are that the key moral issues are:

• Consent
• Whether the report benefits the patient
• Who pays for the report
• Whether the report poses a conflict of interest between responsibility to the person or 

body on whose behalf the clinician is acting, and responsibility to the patient.
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He suggested that clinicians faced with reports should ask the following questions:

• What class does the report fall into?
• Has the patient consented? Is the consent free and informed?
• To whose advantage is it that the report is given?
• Are there alternatives to giving the report, and what are their consequences?
• How valid is the information on which the report is based?
• Who will pay for the report, and is the fee appropriate?

WRITING IN THE PATIENT RECORD

Far more goes on in the shortest clinical contact than can be written down, and selecting what 
we write is a value judgement. Often, patients tell clinicians things they do not want to go any 
further – occasionally, they explicitly ask for something not to be written down, but do clini-
cians need to be sensitive when this is an implicit message? How much of the patient’s social 
background and one’s own opinions and suspicions should be written down? At one time, it 
was common practice to write derogatory remarks about patients in their records – this would 
not only be wrong but also very foolish now that in most legal systems patients have the right 
to see their records.

Similar issues arise in referral letters. Clinically, it may be helpful to share your concerns and 
suspicions about what is going on with specialist colleagues, but is it always right to share your 
concerns about a remote but serious possibility with an anxious or a suicidal patient, or your 
unsubstantiated suspicions about what is going on in their private life?

Some clinicians routinely write notes and dictate letters in the presence of the patient to 
emphasise that they are working in partnership and have no secrets; others do them later, 

Table 43.1 Categories of medical report and the key moral issues they raise

Purpose Consent

Benefit to 

patient Who pays?

Possible conflict 

of interest

Legal proceedings to 

advance patient care

Not obtainable Yes State No

To advance the public 

good

Not required No State No

Illness as an excusing 

factor or as grounds 

for entitlement

Required but 

sometimes 

constrained or 

inadequately 

informed

Yes Patient or 

third party

Yes

Yes Patient or 

third party

Yes

Fitness to take part in 

dangerous sports

Yes but 

sometimes 

constrained

Yes Patient No

Fitness to engage in a 

particular occupation 

or profession

Yes but 

constrained

Little Patient Yes

Actuarial calculation No Third party Yes
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not necessarily because they are withholding information but because it saves getting behind 
with  appointments; another judgement on the balance of values, this time between patient 
involvement and timekeeping.

SUMMARISATION

Deciding what to include in the summary which is typically part of the medical record involves 
a factual decision on how likely issues are to impact on future care. Perhaps, more important 
is a factual psychological decision on how users process the information in a medical record. 
There is a trade-off between completeness and comprehensibility; the more the information, 
the smaller the chance that something important will be missing, but the greater the chance 
that something important that is there will be overlooked.

The main ethical problem with summaries involves clinically relevant but not strictly medi-
cal personal facts and sensitive medical information, particularly now records are on comput-
ers and once open, can be read by anyone in the consulting room. It might not be helpful for 
someone to see the record of their abortions or domestic or child abuse prominently on the 
screen every time they come to the doctor, even less so that their accompanying spouse or par-
ent might see it. However, such matters are often of great importance and if not highlighted 
to clinicians; important issues may be missed. Here, the ethical balance is between risk and 
confidentiality. Some computer systems offer ways to hide sensitive data but post a flag which 
indicates they are there, and for ensuring that sensitive information is not transmitted when 
(as is increasingly common) records are shared or transferred electronically.

RELEASING MEDICAL RECORDS

In the UK both legislation19 and professional guidance20 provide a framework within which 
doctors asked to disclosure the medical records of patients to patients, to relatives and to 
other third parties must work. Many other countries have similar legislation,21 although not 
all do so.

These regulations are based on the society’s ethical judgements about the right of autono-
mous patients to see their records (a fairly recent view – 40 years ago, hospital records in the 
UK were often labelled ‘Confidential – Not to be handled by the patient’22), the need to protect 
confidentiality and the need to avoid harm, although the ethical basis of the rules is rarely made 
explicit.

Practitioners however often have to make decisions within these frameworks which involve 
personal ethical judgements. There is sometimes provision in law to remove information which 
may seriously harm the patient or others; deciding what constitutes harm in such circumstances 
is one example of such a judgement. Disclosure of the records of children is a matter for parents 
(though the child should be involved as much as their age and maturity allows), and divorced 
or separated parents may both still be entitled to access to their children’s records.23 However, 
if one parent requests the record, the clinician may worry that the record is going to be used 
to demonstrate the inadequate parenting of the other party. Diplomatic as well as ethical skills 
may be needed to avoid getting sucked into a marital dispute.

There are also moral decisions on how to share information. Should autonomous patients 
just be handed their records to make what they will of, or do clinicians have a responsibility 
to guide them through them? Records are typically full of specialist terminologies not always 
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clear to the lay person which they may need help to understand. They are not only a record 
of what happened but also an aide-memoire for clinicians and a way to share thoughts with 
other clinicians, and so they sometimes include notes about possible serious although unlikely 
 diagnoses. However, if, for example, someone see ’cough and weight loss o/e NAD, need to 
consider TB, HIV, cancer’ written 2 years previously, they may not realise that subsequent tests 
definitively exclude these possibilities. Is it paternalism or just good care to insist on seeing 
patients so that issues like these can be explained?

THE ETHICAL ANALYSIS OF ADMINISTRATIVE DECISIONS

Apart from the right to confidentiality, deontology is little help in administrative decisions – 
the issues are too complex and too subtle for this approach. It is important to be aware of the 
legal framework and the rights and responsibilities it implies, but many of the decisions needed 
are the sort where, if when clinicians seek advice from their medical indemnity provider (or 
 medical-malpractice insurance provider outside the UK), they say ‘You must follow your con-
science and we will support you whichever way you decide’.

A sort of consequentialism, balancing up the costs and benefits of the different courses 
of action to the patient, the clinician and the practice population in general, is a possible 
approach. However, because so many of these judgements are common and have to be 
made rapidly detailed reflection on each occasion is not possible, and in practice they are 
often made without much conscious deliberation. A virtue approach, in which personal 
qualities of conscientiousness, respect for confidentiality and a courageous approach to 
risk, neither timid nor foolhardy, supplemented by a set of ‘v-rules’24 is probably the only 
practical way of dealing with the ethics of administration. Possible ‘v-rules’ for a UK GP 
might be things like:

• For patients on blood pressure medication add a reminder to come in to the first repeat 
request after review is due, a more strongly worded reminder to the second, and phone 
the patient after the third.

• Offer patients the chance to discuss what is in their records before sending them to a 
third party and give them two weeks to come and see you.

• Never sign a repeat prescription for warfarin without seeing a recent INR result.

These are merely examples, not necessarily the best v-rules to follow. Clinicians and groups 
of practitioners need to consider the problematic situations which commonly arise, devise their 
own policies to cover these and publicise them to patients and the public, something which is 
sometimes but not always done.
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From professionalism to 

regulation and back again

SURENDRA DEO

INTRODUCTION

[General Practitioner] … struck off after running bootlegging racket while claiming to be a 
war hero.1

Nurse is struck off for faking patient records.2

Pharmacist struck off after serious and sustained misconduct.3

Social worker struck off after lie about child visit.4

Despite headlines such as these, and much publicised scandals involving healthcare profes-
sionals in the second half of the twentieth century and more recent years, the public still retains 
a high degree of trust in healthcare professionals. Polls in the USA show that the public rates 
honesty and ethical standards in healthcare professionals as very high, with nurses (85%) and 
pharmacists (68%) scoring above doctors (67%).5 In the UK, among a group of professions, 
 doctors retain the public’s confidence with 90% of the public trusting them to tell the truth.6

In this chapter, I examine how this trust is maintained through the regulatory framework 
governing the healthcare professions involved in delivering primary care. I also look at the 
relevance of the codes as part of a wider ethical framework.

FROM PROFESSIONALISM TO REGULATION

Ethical conduct, professional integrity and moral probity have long been held to be central 
features of the ‘professional’, and traditionally, codes of ethics constituted one of the hallmarks 
and defining characteristics of the professions.7 Less benignly, philosophers have taken the 
issue with a self-derived ethic that permits professionals to be guided by standards other than 
those of ordinary morality.8 There is some ambiguity about who is a ‘professional’ but this is 
an increasingly irrelevant speculation because many occupations in healthcare are generally 
considered a profession or professional, especially if they are regulated.
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From professionalism to regulation and back again

In relation to professionalism and its assessment in medical training, Hilton and Slotnick sug-
gested six domains in which evidence of professionalism can be expected: ethical practice, reflection/
self-awareness, responsibility for actions, respect for patients, teamwork and social responsibility.9

In primary care, one would think of a professional as an individual possessing a superior 
knowledge base who can demonstrate competencies to apply this in a practical way to provide 
a special service, usually beneficial, to clients/patients. There is an expectation that profession-
als will observe norms and codes of conduct so that clients/patients will be assured of a good, 
competent level of service and will be held to account by a professional regulator to provide a 
reckless or unacceptable level of service.

HEALTHCARE REGULATORS

Traditionally, professions established early in their existence, a professional body (a profes-
sional regulator) which was intended to ensure high standards of education and conduct, regu-
late entry to the ranks of the profession, maintain a code of conduct (or ethical code), and, in 
some cases monitor and discipline their own members. This re-enforced the expectation of a 
high level of trust from patients and the state.10

Regulation formalises the idea of a contract between professionals and the public.11 
Professionals enjoy status and special privileges and in return are expected to uphold high 
standards not only of competence but also of behaviour and adhere to the traditional virtues of 
honesty, trustworthiness, reliability and fairness not only in relation to their work but also in 
their lives in general.

In the past (and perhaps even now), medical regulators appeared to be too protective of 
doctors and unwilling to tackle poor practice, putting doctors’ interests before those of patients 
and being reactive rather than proactive. The mantra of patient empowerment now permeates 
the policy discourse, and the protection of traditional ethical codes administered by traditional 
professional bodies may not be sufficient to allay the anxieties of a public that has been per-
suaded by the media that professionals are not to be trusted.12,13

Recent trends stimulated by scandals widely publicised have included more lay representa-
tion and input into the regulatory function together with a proactive approach.14 These have 
resulted in regulatory reforms, some of which directly challenge the concept of self-regulation. 
They include independent appointment processes to appoint members of regulatory bodies; 
greater lay participation in governance, policymaking and assessment procedures; and sepa-
ration of disciplinary functions from registration and standard setting. There has also been 
sustained pressure on medical regulators and disciplinary bodies to become much more open 
about their processes and decisions. Public dissatisfaction with the veil of secrecy that shrouds 
much of the work of medical councils and tribunals is accompanied by calls from consumer 
groups and legislators for greater openess.15 A contrasting argument is that external controls 
can be blunt instruments for finding the solutions in particular cases and require a functioning 
internal (professional) morality to interpret them.16

Medicine and healthcare also function in a political environment. Salter describes the three 
contracts between medicine, civil society and the state interlock to form a triangle of forces 
based on a mutual exchange of political benefits.17 Commenting on medical regulation in the 
UK, Sir Donald Irvine, a past president of the General Medical Council (GMC), said that the 
GMC sits uneasily at the interface between the medical profession, the public, Parliament and 
the National Health Service. Herein lie the seeds of inertia and conflict.18 Increasing openness, 
transparency and accessibility of information adds an additional  fast-moving media interface.
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In addition to professional regulation, primary healthcare practitioners work within a some-
times confusing framework of responsibilities and advice. Many representative associations have 
a long history of providing ethical guidance, for example, The American Medical Association 
(AMA). In the UK ethical guidance may come from the GMC, the Royal Colleges, the Nursing 
and Midwifery Council (NMC), the British Medical Association and a variety of educational  
and medicolegal sources. Trainees also have a regulatory relationship with universities or other 
academic commissioners of training. Similarly, trainers will have to attain and maintain educa-
tional standards required for their role. Professionals also work within a contractual arrangement 
with employers or contractors. They may also work under constraints or restrictions imposed 
by commissioners of care (government, e.g., in the UK: National Institute for Health and Care 
Excellence, Care Quality Commission, National Health Service Codes of Practice and insurers).19

Finally, professionals are individuals with their own personal values and morals shaped by 
parental, religious, educational and societal influences. These influences can also cause some 
conflict.20

INTERNATIONAL COMPARISONS

A survey of medical regulators in 10 countries revealed that they all developed a number of  different 
medical regulatory systems and, while all have departments of health, the development of stan-
dards and codes of ethics together with responsibility for the regulation of individual doctors has 
been devolved to other organisations. These range from a unitary state-authorised body such 
as the Egyptian Medical Syndicate (EMS), the Medical and Dental Council of Nigeria (MDCN), 
the Pakistan Medical and Dental Council (PMDC) or the Health Professionals Council of South 
Africa (HPCSA) to the decentralised polycentric Spanish, Indian, German and Italian systems. In 
two countries, Spain and Egypt, regulation and representation were delegated to the same body, 
prompting questions about conflict of interest. Nevertheless, there is a core set of regulatory func-
tions to which all medical regulators subscribe with few  exceptions.21 In addition to upholding 
standards, regulators have the right to restrict practise or remove practitioners from the register. 
Relatively few regulators have the right to fine doctors, for example, Germany, Egypt and Nigeria.22

In the United States, 70 state and territorial medical boards are currently authorised to 
 regulate physicians. In many states, other healthcare professionals are also licensed and regu-
lated by medical boards in addition to physicians. Examples include physician assistants and 
acupuncturists. Some boards are independent and maintain all licensing and disciplinary pow-
ers, while others are part of a larger umbrella agency, such as a state  department of health, 
exercising varied levels of responsibilities or functioning in an advisory capacity. Each state’s 
Medical Practice Act defines unprofessional conduct within the state.23

In some countries such as the UK there is a single regulator for the traditional professions of 
medicine (GMC), nursing (NMC) and pharmacy (General Pharmaceutical Council). Another 
regulator, The Health and Care Professions Council (HCPC) currently regulates: arts thera-
pists, biomedical scientists, chiropodists/podiatrists, clinical scientists, dietitians, hearing-aid 
dispensers, occupational therapists, operating department practitioners, orthoptists, paramed-
ics, physiotherapists, practitioner psychologists, prosthetists/orthotists, radiographers, social 
workers in England and speech and language therapists.24 All of these professions have at least 
one professional title that is protected by law, including those shown above. This means, for 
example, that anyone using the titles ‘physiotherapist’ or ‘dietitian’ must be registered with the 
HCPC. It is a criminal offence for someone to claim that they are registered with the HCPC 
when they are not, or to use a protected title that they are not entitled to use.25 This is in contrast 
to the title ‘doctor’, which is not protected and is used by dentists, chiropractors and others.
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Regulators have their own codes of conduct reflecting the values of each profession (as 
 interpreted by the regulator) and standards required of registrants. Regulators implement 
their function to protect the public by deciding on the fitness to practise of practitioners judged 
against a standard usually published in a code. For instance, in the United Kingdom, the NMC’s 
purpose is set out in a statutory order:

the principal functions of the Council shall be to establish from time to time standards of 
education, training, conduct and performance for nurses and midwives and to ensure the 
maintenance of those standards.26

PROFESSIONAL CODES

These have an ancient lineage, and perhaps the most well known is the oath attributed to the 
Hippocratic Corpus. They are cast in the language of trust and respect for the autonomous 
patient or, borrowing from principlism, autonomy, beneficence and non-maleficence.27

Primary care professionals have a variety of codes to refer to including the strictly regulatory 
ones they are governed by. International formulations include the World Medical Association 
Geneva Code of Medical Ethics (1949). This and the International Council for Nursing Code 
of Ethics for Nurses, most recently revised in 2012, provide a guide for action based on social 
values and needs.28 This Code has served as the standard for nurses worldwide since it was 
first adopted in 1953. The American Nursing Association Code (2015) applies to nurses in the 
United States who are bound by the code as well as supported by it.29

Extant codes are articulated as a set of core values to which most regulators subscribe. 
They are deontological in nature, giving a guide to good (best) values and acceptable behav-
iour and help individuals to identify with ‘their’ organisation (professional group).30 They are 
expressed however in a multitude of different ways. Most refer to respect for patients, for scien-
tific knowledge and for colleagues. For instance, the German doctors’ code, the Berufsordnung, 
requires doctors: to preserve and enhance the trust between doctors and patients; to ensure, 
in the interest of the whole population, the quality of doctors’ work; to persevere the freedom 
and the reputation of the medical profession; to encourage worthy behaviour and to prevent 
unworthy behaviour of doctors. There are a few additional values arising out of culture or tradi-
tion. In Egypt, the first part of the code of ethics is an oath to God and there are references to 
Islam and pan-Arabic aspirations contained within the detail of the code, while in South Africa 
there is a strong emphasis on education as means of protecting the public.31

Clearly, the threat of sanction for breaching the code is a factor determining profes-
sional behaviour. However, this is not the only, or even the major, factor driving professional 
 behaviour. Many professionals, especially in primary care, behave as they do because of role 
modelling and personal values (why they came into a caring profession in the first place).

The function of codes is threefold:

 1. Providing normative occupation specific standards for the professional (competence).
 2. Providing guidance for patients on what to expect of the professionals providing care.
 3. Providing guidance on expected professional behaviour (aspirational).

It is important to recognise that codes should not be seen as primarily as tools to  determine 
professionals ‘who ought to be punished’ (when standards are breached) but to provide 
 standards that will protect the laity – patients in this case. As primary documents of regulators, 
they are explicit that their purpose is to protect patients.
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Virtues are almost implied in the tone and content of the codes – the doctor or other  primary 
healthcare professional is expected and considered to be honest, full of integrity, fair in all 
 decisions and the protector of patients – even if it means blowing the whistle on colleagues. 
The codes broadly promote individual liberty as opposed to communitarian ideals of the com-
mon good. The coherence of broadly similar values and guidance lends strength to confidence 
that the codes are justified and should be accepted.32

Indeed, it can be seen that to adhere to the codes, the professional should be seen as a  veritable 
beacon of virtue. However, in recent years, the overt emphasis on virtues has decreased, at least 
in the AMA code. Beauchamp and Childress point out the difference between the paternalistic 
virtues of benevolence, care and compassion versus the autonomy model where the virtue of 
respectfulness is more prominent.33 They also point out the shift in traditional nursing virtues 
of obedience and submission (to doctors) to the more active virtue of advocacy.34

Ethical codes aim to promote ‘ethical behaviour’ and ‘ethical standards of behaviour’ 
 specific to the context of practise.35 Inevitably, these are formulated in general terms and are 
often  supported by guidance. They are described as descriptive normative ethics.36 They often 
include guidance on etiquette – relations between different subsets of the profession, rules 
on advertising, and so on, although this is less of a feature in recent editions. They have been 
referred to as ‘ethics narrowly conceived’.37 Similarly, they can be seen to aid substantive ethi-
cal reasoning in the form of ‘quasi-legal ethics’.38 They can therefore provide a framework to 
the moral environment in which healthcare is set, but they can never be so tightly drawn as to 
remove the need for the exercise of ethical choice by individual doctors, nurses or physiothera-
pists and others.39 Beauchamp and Childress emphasise that no professional code has success-
fully presented a system of moral values free of conflicts and exceptions.40

O’Neill points out that the simplicities of older codes have been replaced with far more 
complex and detailed codes and by more formal certification of competence to perform specific 
interventions, and by many exacting forms of accountability. This replaces more traditional 
forms of trust with ideas of doctor’s duties and patient’s rights.41 This movement is further cap-
tured in the need for measurement of standards in the form of audit and the recent introduction 
of revalidation for doctors and nurses in the UK.

ETHICS AND CODES

Many of the codes have a ‘prime directive’ (to borrow from the television series ‘Star Trek’) 
of making the care of the patient the professional’s first concern. In the UK, this is contained in the 
codes governing the regulation of doctors and nurses. Sokol notes the Hippocratic flavour of 
this dictum that points to the sacred and timeless nature of the encounter between the healer 
and the sick person. He also critiques the simplicity of this phrase, bringing in practical consid-
erations and other principles such as justice, saying that the rule could be revised too.

In your professional capacity as a doctor, make the care of your patient your first concern, 
acting within morally and legally acceptable limits and bearing in mind your other 
patients, including at times future patients and their particular needs as well as any 
protective obligations to the broader community, your own obligations to develop your 
skills and knowledge as a clinician, and obligations you may have towards others for 
whom you are responsible.

He also points out the irony that too literal reading of the rule could lead to unethical conduct.42
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Confidentiality is a common feature but the de facto simplicity of this as a rule is  elegantly 
outlined by Siegler.43 In primary care, it is all the more difficult to keep to strict rules of 
 confidentiality as the enterprise is essentially one of teamwork and sharing of information with 
even the administrative staff knowing some clinical details, for example, diabetic patients who 
are attending the diabetic clinic are obviously diabetic. Patients’ names are publicly displayed 
on waiting room call signs. This is, in the words of Beauchamp and Childress, a prima facie 
binding.44 The codes and supplementary guidance do however provide some help with particu-
lar situations, for example, on when breaches are permitted in the public interest.

The codes can come into conflict with obligations to an employer, the professionals’ own 
values and the law. For instance, assisted suicide (but not euthanasia) is not illegal in either 
Germany or Switzerland, but a doctor’s participation in Germany would violate the code 
of professional medical conduct and might contravene of a doctor’s legal duty to save life.45 
At a more mundane level, primary care professionals are increasingly both commissioners and 
providers of care.46 Regulators require practitioners to be open and honest with patients about 
financial arrangements and not to exploit their position in order to achieve monetary gain. 
Similar conflicts arise when physicians and other practitioners are given incentive payments for 
reduction in antibiotic prescribing and participation in research trials.47

Sometimes medical ethics (as embodied in codes) is more demanding than law; at other 
times, perhaps counter-intuitively, the law appears to ask more of doctors than does good 
medical ethics.48 It would not be unlawful for a doctor to have a sexual relationship with a con-
senting, adult patient, but it would be unethical and breach code standards. This is contrasted 
with assessments on mental capacity which are condensed in ethical guidance but presented 
in much more detail in law. The concept of a patient’s right to unwise decision-making faces 
institutional obstruction due to prevailing cultures of risk aversion and paternalism.49

However, the interplay and conflict between these influences can lead to ethical dilemmas 
for the primary healthcare practitioner. Obligations to regulatory standards reflect fitness for 
practise, whereas obligations to a job plan reflect fitness for purpose. These two aspects can 
occasionally intersect but on the whole, fitness for practise refers to higher-order qualities and 
capabilities.

In relation to personal values and beliefs, the codes have recently become more directive. 
In  the UK the GMC has addressed these conflicts in its Personal Beliefs and Medical Practice 
(2013) guidance50:

You may choose to opt out of providing a particular procedure because of your personal 
beliefs and values, as long as this does not result in direct or indirect discrimination 
against, or harassment of, individual patients or groups of patients. This means you must 
not refuse to treat a particular patient or group of patients because of your personal beliefs 
or views about them. And you must not refuse to treat the health consequences of lifestyle 
choices to which you object because of your beliefs.

Employing and contracting bodies are entitled to require doctors to fulfil contractual 
requirements that may restrict doctors’ freedom to work in accordance with their 
conscience. This is a matter between doctors and their employing or contracting bodies.

If, having taken account of your legal and ethical obligations, you wish to exercise 
a conscientious objection to particular services or procedures, you must do your best 
to make sure that patients who may consult you about it are aware of your objection in 
advance. You can do this by making sure that any printed material about your practice and 
the services you provide explains if there are any services you will not normally provide 
because of a conscientious objection.
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The codes cannot possibly provide the answer to every dilemma. This is recognised in the 
preamble to New Zealand’s Good Medical Practice (2013):

Good Medical Practice is not intended to be exhaustive. There may be obligations or 
situations that are not expressly provided for…Good Medical Practice is not a Code of 
Ethics – it does not seek to describe all the ethical values of the profession or to provide 
specific advice on ethical issues, ethical frameworks and ethical decision-making.51

Therefore, primary care professionals need to apply a more diverse range of ethical resources 
and tools to help decide on the right direction of travel. This is often simply a question of dis-
cussion with supervisors or colleagues and the patient/client to come to an agreed way forward. 
That is when the dilemma is recognised and hopefully addressed. The codes are useful in add-
ing authoritative input to the discussion.

This is relatively easy with the more common issues of consent and confidentiality. Veracity 
has been a relatively recent addition to the codes.52 Honesty is now a prime requirement of 
primary healthcare professionals and dishonesty, in any context, is viewed as serious as it may 
undermine trust.53 The regulators seem to be finding their way in adapting to more recent 
issues such as use of social media, duty of candour, commissioning and end-of-life care. 
The   codes have had some catching up to do to comply with these contemporary developments 
in  technology, social mores and the law.

The published standards and expectations contained in the codes provide the common 
thread that runs through the policing function of regulators. Judging alleged breaches of the 
standards is not easy due to the constraints on definitive direction outlined above. Decision-
makers are faced with a difficult task of balancing evidence and applying the standards to each 
case of alleged misconduct, health concern or poor performance. The role of the regulator is not 
to punish professionals but to protect the public. Therefore, if a professional has made a serious 
error but has remediated and there is little likelihood of repetition, it is unlikely that he or she 
will face regulatory action. It is understandable that this approach may not always sit well with 
a complainant who has suffered through incompetence or misconduct.

Scammell points out the limits of any code saying that professional (in this case nursing) codes 
are essentially about public protection and should embody the rights of users of health services 
to knowledgeable, competent and humane care and treatment, setting out core values and stan-
dards and embodying a set of expectations about the way nurses should behave and provide a 
touchstone for practitioners to model behaviour as well as to challenge others who fall short of 
standards laid out in the Code. However, any code, be it short and concise or long and detailed, is 
only a tool. What matters is whether the values embedded in a professional code reflect personal 
values, for only if this is the case will professionals’ act according to those professional values.54

PROACTIVE VERSUS REACTIVE REGULATION

In the past, registration with a regulatory body would be all that was needed for a practitioner 
to prove his or her professional standing for the rest of their working life. The only stipulation 
was to pay the fees and stay away from any concerns about his or her fitness to practise. Recent 
scandals and the more open and transparent nature of information have led to calls for reform 
as this approach has been found wanting and is no longer fit for purpose.

Public inquiries into medical scandals such as the Bristol and Shipman inquiries in England, and 
the Bundaberg inquiry in Queensland, criticised the lack of oversight of healthcare professionals 
post  registration. These and other concerns involving practitioners suggest that professionalism 
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or the internal morality of medicine together with traditional models of regulation is not sufficient 
to ensure that practising doctors remain competent. A more proactive or agile regulation looking 
forward to anticipate change rather than looking back to prevent the last crisis from happening 
again is needed.55

Jurisdictions vary in their approach to addressing this aspect of regulation. In the 
UK,  revalidation of practitioners (nurses and doctors) has recently been established.56,57 
Engagement and participation are required to retain a licence to practise. The process oper-
ates in a cyclical manner: doctors 5 yearly, and nurses every 3 years. It involves collecting 
 evidence and essentially reflecting on practice through annual appraisals. The evidence 
includes continuing professional development, patient and colleague feedback, audit, case 
reviews and other learning.

New roles have emerged. General practitioners must connect to a ‘designated body’ and 
relate to a ‘responsible officer’, a clinician who is tasked with making a recommendation to the 
regulator at the end of every cycle.58 It is hoped that this development will address some of the 
concerns outlined above.

CONCLUSION

Regulation and associated professional codes used in primary care are based on sound ethical 
foundations, mainly on traditional virtues and principles that have roots in the early establish-
ment of the caring professions. They provide guidance and standards that are useful for practi-
tioners, patients and the public. However, codes cannot operate in ethical isolation. Individual 
values prioritising humanised practices are needed to ensure that the care of the patient is truly 
the professional’s first concern.59

The existence of multiple regulators has been criticised. Primary healthcare is increasingly 
an integrated team exercise with the patient at its heart. The agreement of a professional ethos 
in a unified code would encourage inclusivity and sharing of values and focus.60 A transdisci-
plinary code of ethics applicable to all health professionals and created with public input would 
be the first step towards generating a social contract that can meet the contemporary needs of 
health professionals and the patients and communities they serve.61,62
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