Lt =

Andrew PCIpCIhIkITOS
) John Splcer

CRC Préss

Tayrclr & Francis Group
74




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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Forewora

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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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, appeared!, 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.? 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).>%"

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.

Xi
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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.®

* 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.

Xii



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.’

Samuel Shem
NYU Langone Medical Center, NY
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How 1o use this book

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,! 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.? 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

. 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.

. Virtues

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

Integrity

Compassion

Altruism

Commitment to continuous improvement

Excellence
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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 MacIntyre* and Toon.>® 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.” 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,® adapted in the UK by Raanan
Gillon.® 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 ethics!® and feminist ethics!! 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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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.! 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.?

Dworkin defined ‘autonomy’ as an ability to make decisions that are grounded in our over-
all objectives and aspirations in life.> 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’.# 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.®> Within a resource-constrained health system, one could argue that

Autonomy and consent in
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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.® 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.?

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.! 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.’ 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 services!” 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.!
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.!* 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.

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-
L mended for prescribing by the CCG medicines management team (due to poor efficacy and high cost). )

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

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

We will explore the case further as the chapter progresses.
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POWER RELATIONSHIPS AND CONSULTATION STYLE

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

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 action!3

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.?® 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.® 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.’* 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.!? In either case, the fear of litiga-
tion presents a potential threat to patient autonomy, and we must be mindful to minimise
its impact.



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.’” 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.’ 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.’®> 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:

e 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 told'®

¢ 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 alternative'®

® 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 import