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Foreword

When I reflect back on the last 35 years of clinical practice as a paediatrician,
I am very aware of the considerable changes to children’s health which have
occurred in my country and in Europe. Many diseases I saw as a student and
young trainee have all but disappeared through the development and adminis-
tration of new vaccines or the introduction of novel technological discoveries
such as artificial surfactant, home ventilation and new drugs for cancer treat-
ment. These have resulted in improved survival of so many children and young
people who would have otherwise suffered premature death from the myriad of
different congenital or acquired conditions. At the same time, I am all too cogni-
sant of the effects of the degree of social change both in terms of the changing
nature of family structure and stability, of unacceptable levels of poverty and
inequity, environmental challenges such as nutrition, housing and pollution, the
effects of national and international conflict leading to unprecedented movement
of families between continents and of the huge changes in the speed and breadth
of communication and social media. In parallel, there are increased levels of
mental health disorder, obesity, neurodevelopmental issues such as specific
learning difficulties, ADHD and autism and the sheer complexity of multimor-
bidity of twenty-first-century children and young people.

How do we ensure that we keep up to date and that clinical care remains rele-
vant and effective in such circumstances? Clearly, clinical practice not only
depends on the capacity and competence of well-trained practitioners but also
depends on the context of a country or region’s health care system and this, in
turn, has its own historical, cultural, political and economic origins. And in any
country, primary care is the first port of call, where the great majority of preven-
tion, diagnosis and treatment are carried out.

It is the attention to both the clinical and the wider aspects of primary child
health care which was the focus and purpose of the Models of Child Health
Appraised (MOCHA) project, funded by the European Union’s Horizon 2020
programme from 2015 to 2018. MOCHA set out to describe the organisation of
primary care for children and young people in all 28 EU and two EEA countries
in Europe. We originally set out to answer which systems work best and how
might we use such knowledge to improve the delivery of primary care for this
population; it also allowed us a unique view of the current situation in Europe
and how we might shape the next era. As a multidisciplinary international
research team of over 80 individuals, we wanted to explore this from multiple
perspectives and this is reflected in the fact that we drew expertise from many
different professional and scientific disciplines: paediatrics, school and adoles-
cent specialists, public health and family practice, nursing, social science and
care, political science, economics, health management, informatics, epidemi-
ology, statistics and even criminology.



xx  Foreword

Michael, Denise and I have worked with each other for at least two decades
on a number of European projects and for MOCHA — this itself is a story, to
be told elsewhere, of the slow evolution of European child public health projects.
In MOCHA, we were most ably supported by our project manager, Christine
Chow. My respect for and gratitude to them all is immeasurable. This core
team, along with the committed group of co-worker scientists slowly growing in
number and influence over this period, very much bonded as a ‘family’ over the
last four years, and together we have been on a fascinating voyage of discovery,
challenge and mutual learning. In another aspect of development, eight babies
were born to members of the MOCHA family over that time!

It has been an extraordinarily rich experience for me personally and I am
sure this is the same for many of those involved. We have had many challenges.
It was frustrating and disappointing that we were unable to find robust and
readily available routine data to inform so many of our appraisal processes, an
important discovery in itself. However, we gained enormously from the insights
of children in a number of countries who told us what they thought about the
services offered, and especially and uniquely, from the detailed answers from the
country agents in each country and from the extensive literature and other
reviews carried out by the MOCHA scientists. This book is the culmination of
that joint learning which I know will help us all to take the next steps in further
improving the outcomes for millions of children and young people in Europe.

Professor Mitch Blair — Principle Investigator, MOCHA.
Imperial College, London, UK



Chapter 1

The MOCHA Project: Origins, Approach
and Methods

Mitch Blair, Denise Alexander and Michael Righy

Abstract

Primary care (PC) is a strong determinant of overall health care. Children
make up around a fifth of the population of the European Union and
European Economic Area and have their own needs and uptake of PC.
However, there is little research into how well PC services address their
needs. There are large differences in childhood mortality and morbidity
patterns in the EU and EEA countries, and there has been a major epi-
demiological shift in the past half century from predominantly communic-
able disease, to non-communicable diseases presenting and increasingly
managed in PC. This increase in multifactorial morbidities, such as obesity
and learning disability, has led to the need for PC systems to adapt to
accommodate these changes. Europe presents a challenging picture of unex-
plained variation in health care delivery and style and of children’s different
health experiences and health-related behaviour. The Models of Child
Health Appraised (MOCHA) project aimed to describe the PC systems in
detail, analyse their components and appraise them from a number of dif-
ferent viewpoints, including professional, public, political and economic
lenses. It did this through nine work packages supported by a core manage-
ment team, and a network of national agents, individuals in each MOCHA
country who had the expertise in research and knowledge of their national
health care system to answer a wide range of questions posed by the
MOCHA scientific teams.

Keywords: Child health; primary care; scientific appraisal; research;
child morbidity; child

© European Commission. Published by Emerald Publishing Limited. This chapter is
» published under the Creative Commons Attribution (CC BY 4.0) licence. Anyone may
' reproduce, distribute, translate and create derivative works of this chapter (for
" both commercial and non-commercial purposes), subject to full attribution to the
original publication and authors. The full terms of this licence may be seen at
http://creativecommons.org/licences/by/4.0/legalcode



2 Mitch Blair et al.

Background and Origins

Primary care (PC) is the first point of contact with the health services for most
people. Almost all health care, except for major trauma, starts in PC.! PC, there-
fore, strongly determines the overall pattern of health care, and also to a great
extent, it influences the pattern of health of the population. Children are a fifth of
the population and have their own needs for and patterns of uptake of PC.
Despite this, there is little research into the use of PC by children and young peo-
ple and into how well PC services address the needs of children and young people.

Children’s health affects the future of Europe. Children are citizens, future
workers, future parents and carers and the future elderly population. Ensuring
an optimum healthy start to each child’s life is the basis for later active and
healthy ageing. Children may only make up to a fifth of the population of each
country, but they are 100% of our future.

A child’s health is determined by many factors over the life course, including
the influence of the family, peers, culture, beliefs, education, physical environ-
ment and of course health services (World Health Organization, 2008). These
elements can either protect and promote health, or restrict the family’s choices
about health. A child changes considerably at different ages and at developmen-
tal stages. At the beginning of life, he or she is entirely dependent on others and
highly influenced by the family, social, educational and natural environment. In
the teenage years, there is a shift to increasing independence and autonomy,
requiring a different health service response.

PC health services are influenced by many determinants, such as the history,
culture, politics and economics of a country (see Chapter 17; Blair, Stewart-
Brown, Waterson, & Crowther, 2010). The child and family, also, exert a power-
ful influence in shaping health services through co-creation with health
professionals (Ferrer, 2015). It is this dynamic interaction between the developing
child and family and the health services that is a core aspect of the Models
of Child Health Appraised (MOCHA) project, funded by the European
Commission’s Horizon 2020 research programme (European Commission, 2018).

Society has a duty to provide health care. Though much reliance is placed,
rightly, on the family, it has to be recognised that for some children, this support
is missing or compromised. In addition, a child’s health is strongly affected by
the immediate physical, economic and cultural environment; this can take the
form of, among other factors, the relationship between pollution and respiratory
health; the availability of toys or books in the house and cognitive and language
development; or the impact of social media on self-image, peer relationships and
well-being. The health services play an important role in safeguarding children
from such threats to their health. Essentially, not only is a child’s good health

!According to the UK Royal College of General Practitioners in evidence to the UK
Parliamentary Select Committee on Health, primary care accounts for 90% of
patient contacts with the English NHS, but the source is not cited, and no equivalent
figure is available from WHO, OECD or Eurostat.
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desirable, but it is a fundamental right, as set out by the UN Convention on the
Rights of the Child in Article 24 (United Nations, 1989; Chapter 4).

Children’s Health in Europe

The variations in child and adolescent health status in Europe are well described
in the latest Report from the World Health Organization (World Health
Organization Regional Office for Europe, 2018b). In the past decade there have
been considerable improvements in overall childhood mortality with major
reductions being seen in all countries over time. Seventeen of the 30 MOCHA
countries have adopted the WHO Child and Adolescent Health Regional
Strategy 2015—2020 (Regional Committee for Europe, 2015) which was
designed to help member states develop:

evidence-based frameworks for review and improvement of child
and adolescent health and development policies, programmes and
action plans from a life-course perspective; promote multisectoral
action; and identify the health sectors role in developing and
coordinating policy and delivering services that meet children’s
and adolescent’s health needs.

(World Health Organization Regional Office for Europe, 2018b, p. 3)

Twelve of the 17 countries adopting the Strategy have reported that they spe-
cifically allocated budgets and have monitoring systems in place (World Health
Organization Regional Office for Europe, 2018b).

Despite this, there are large differences between Member States in both mor-
tality and morbidity patterns, risk-taking and exploratory behaviours, mental
health and well-being, infectious diseases and environmental health, nutrition
and physical activity levels and the degree to which rights and participation of
children and young people are exercised. For example, the difference in recently
reported hospitalisation rates of 0- to 14-year-olds varies fivefold between Spain
and Bulgaria (52/1,000 and 256/1,000, respectively). About 90% of Lithuanian
15-year-old boys report “high life satisfaction levels” compared to 84% in the
UK. Variations in PC family practitioner service provision indicate that Greece
has almost nine times fewer general practitioners (GPs) per 100,000 population
than Portugal (World Health Organization Regional Office for Europe, 2018b).

Thus, Europe presents a challenging picture of unexplained variation in health
care delivery and style and of children’s different health experiences and health-
related behaviour. This also means that Europe provides a unique laboratory to
examine different health systems in depth and, in particular, the PC system contri-
bution to health and well-being and its contribution to the health of Europe’s
children. There is little knowledge relevant to twenty-first-century Europe of the
effects on child health of publically funded health systems versus insurance based,
and the relative access and provision of services (especially preventive services) to
children within these, together with regulatory and governance issues; the benefits
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or otherwise of some direct personal service provision (such as immunisation and
screening) by dedicated public sector child health services; the role of and provi-
sion of different models of school health services; models of the availability and
adequacy of direct access for adolescents to mental health and reproductive health
services in particular, to avoid unnecessary morbidity and mortality; and models
of care for children and their families at the acute—community interface and at
health—social care interface for children at risk or in receipt of social care.

Changing Epidemiology

The last 50 years has seen a major shift in disease patterns in many countries
from a predominance of communicable disease to one of the non-communicable
morbidities, such as mental health, long-standing illness and injury (Haggerty,
1995; Wolfe, Thompson, et al., 2013). This epidemiological shift from single
agent causes, such as infectious disease, to multifactorial morbidities such as
obesity or learning disability requires a change in emphasis in PC practice.
Specific professional skills are necessary to tackle these issues, while ensuring
that the key attributes of PC — access, coordination, continuity and
equitable service provision — are maintained (Starfield, Shi, & Macinko, 2005).

Defining Primary Care and Its Scope

The MOCHA project has worked to certain definitions of functions and features
of PC:

e Primary health care (PHC) refers to the concept elaborated in the 1978
Declaration of Alma-Ata (World Health Organization, 1978), which is based
on the principles of equity, participation, inter-sectoral action, appropriate
technology and a central role played by the health system.

e PC is first-contact, accessible, continued, comprehensive and coordinated
care. Ideally, first-contact care is accessible at the time of need, ongoing care
focuses on the long-term health of a person rather than the short duration of
a specific disease, comprehensive care is a range of services appropriate to the
common problems in the respective members of the population, and coordin-
ation is the role by which PC acts to coordinate other specialists that the
patient may need (World Health Organization, 2018a).

e General practice is a term now often used loosely to cover the general practi-
tioner and other personnel and is therefore synonymous with PC and family
medicine (FM). Originally, it was meant to describe the concept and model
around the most significant single player in PC: the general practitioner or PC
physician, while FM originally encompassed the notion of a team approach
as well as recognition of the patient’s family own setting. The general practi-
tioner is the only physician who operates at the nine levels of care: prevention,
screening, early diagnosis, diagnosis of established disease, management of
disease, management of disease complications, rehabilitation, palliative care
and counselling (World Health Organization, 2018a).
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FM or PC teams can vary between countries and in size: the core team usually
is the general practitioner and a nurse, but can comprise a multidisciplinary
team of up to 30 professionals including community nurses, midwives,
feldshers,” dentists, physiotherapists, social workers, psychiatrists, speech and
language therapists, dietitians, pharmacists, administrative staff and managers.
PC/FM teams should be patient-centred, so their composition and organisa-
tional model can change over time (World Health Organization, 2018a).

PC paediatricians deal comprehensively with the health and well-being of
infants, children and adolescents within the context of their families, commu-
nities and cultures. PC paediatrics sees infants, children and adolescents as its
main subject of care, respecting their autonomy and involving parents, guar-
dians and/or custodians as integral part of the ‘unit of care’. They may or
may not work with multidisciplinary teams (ECPCP, 2018).

Nursing encompasses autonomous and collaborative care of individuals of all
ages, families, groups and communities, sick or well and in all settings.
Nursing includes the promotion of health, prevention of illness and the care
of ill, disabled and dying people. Advocacy, promotion of a safe environment,
research, participation in shaping health policy and in patient and health sys-
tems management, and education are also key nursing roles. Nurses include
professional nurses, enrolled nurses, auxiliary nurses and other nurses such as
dental or PC nurses (International Council of Nurses, 2015).

Scope of Primary Child Health Care in MOCHA

The principles of PC can be described by their functioning; however, the pattern
of provision of each can vary according to regulation and governance, funding
mechanism, access rules and distribution within a community. Thus, there are
many forms of PC for children across Europe which are taken as being within
the scope of the MOCHA project. They are as follows:

e physician care for acute (in and out of office hours) and chronic illness;
e nursing care including home visiting (especially where the nurse acts autono-

mously or with only very broad supervision);

school health (school is frequently considered as ‘outside’ the usual model of
PC services — but is often the primary access point for health care for this
cohort of children)

direct access services, particularly for adolescents (also often considered out-
side PC, but a vital first contact point);

community pharmacy;

community dental services;

health promotion services; and

society-facing e-health (telephone hotlines, websites and apps).

2A health care professional who provides various medical services limited to emer-
gency treatment and ambulance practice.
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Despite PC being an important aspect of health care for children, it is at the
same time a relatively under-addressed area of health systems research. This is
despite the importance and potential for massive health gains that focusing on the
child population of Europe can provide both for children and young people them-
selves (well-being) and for future adults (well becoming). On this background, a
number of publications have described the previous provision of paediatric ser-
vices in PC in Europe and have demonstrated a pattern of decreasing numbers of
PC paediatric providers and an increase in GP led and mixed medical and nursing
systems (Ehrich et al., 2015; van Esso et al., 2010; Katz, Rubino, Coller,
Rosen, & Ehrich, 2002). However, evidence of differences in outcomes
attributable to different systems is somewhat scant (Wolfe, Thompson, et al.,
2013) and certainly there has to date been no systematic research of all 30 EU and
EEA countries carried out prior to the MOCHA project.

The EC Horizon 2020 call in the area of public health care research in 2014
(H2020-PHC-23-2014, Developing and comparing new models for safe and effi-
cient, prevention oriented health and care systems) gave an opportunity for us
to bid successfully for a €6.8m grant to enable the Imperial College-led team
to research the primary child health care provision in 28 EU and two EEA
countries with the objective of describing and appraising this diversity of
health care systems in relation to child health and with the advantage of a
number of different and complementary scientific disciplines. We were keen to
build on the knowledge and experience gained on previous European projects
on which many of the scientists had worked together. These included CHILD
(on indicators), PHASE (on public health actions for a safer Europe),
EUGLOREH (on state of health), RICHE (on child health research gaps) and
TRANSFoRm (on linking health databases), as well as the WHO European
Region Child and Adolescent Health and Development Strategy 2005 and its
monitoring subproject.

A strong feature of MOCHA, as was also the case in the aforementioned
projects, has been the assembly of a very broad multidisciplinary research
team of selected scientists from across Europe, together with focussed
American and Australian input. The team consisted of 19 institutional part-
ners in 11 countries with expert scientists in the fields of paediatric, adoles-
cent and family practice medicine, child public health, nursing, psychology,
policy and health management, political science, sociology, statistics, inform-
atics, epidemiology and health economics. Like a kaleidoscope, we were able
to shine many different lights on the issue and look at PC in its many forms.
The following sections describe the overall aims and how the project was
structured to meet these.

MOCHA Project Aims

A key objective for MOCHA was firstly to describe the PC systems in detail and
their components and to appraise them from a number of different viewpoints,
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professional, public (including parents, children and wider community), political
and economic lenses.

More specifically, we wished:

to describe the various models of PC that exist in the 28 EU countries and
two EEA countries;

to describe the full scope of PC that exists for young people including school
and adolescent health services, helplines, community pharmacy and dental
services;

to research existing theoretical appraisal frameworks for PC systems and their
use;

to source measures of health systems outcomes and PC quality including
national and regional databases;

to describe the workforce structure in each country and economic aspects of
health-care funding and spend and their relationship;

e to analyse equity of provision of the various models;
e to describe the types and use of health records systems as an integral part of a

modern effective system;

to explore child centred socio-political and cultural context and obtain patient
and stakeholder views of the system;

to identify optimal models of patient-centred, prevention-oriented, efficient,
resilient, safe and sustainable child health system provision; and

to raise awareness of the issues and assess transferability between settings.

MOCHA Project Structure and Operation

The project was designed around a number of discrete Scientific Work Packages
(WPs) with their own leads and focusing on specific interrelated themes listed
below:

WP1: Identification of the various models of children’s PHC;

WP2: Safe and efficient interfaces of models of children’s PHC;

WP3: Effective models of school and adolescent health services;

WP4: Identification and application of innovative measures of quality and
outcomes of models;

WPS: Identification and use of derivatives of large data sets and systems to
measure quality;

WP6: Economic and skill set evaluation and analysis of models;

WPT7: Ensuring equity for all children in all models;

WPS: Use of electronic records to enable safe and efficient models; and

WP9: Validated optimal models of children’s prevention-oriented PHC.

The various scientific WPs were supported by a core project management

team also responsible for dissemination strategy for the outputs. An external
advisory board (EAB) was assembled to give further scientific and contextual
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support to the core team and WP leads throughout the project period. This
consisted of individuals drawn from international scientists, non-government
organisations and European specialist associations, with its own chairperson.

A full list of the scientists in each WP and the leads and EAB members is
given in Appendix 1.

Country Agents

Another principle feature has been the extensive use of country agents as infor-
mants with local knowledge of the national situation, who have responded to
the survey questions set by the scientist teams.

Identifying the Country Agents

Each of the 11 EU/EEA Scientific Partner countries nominated one individual
who could act as country agent for their country. In the remaining 19 countries
where there was no research partner, the MOCHA country agents were identi-
fied through a combination of previous European Union research projects, word
of mouth, contacts and requests. This group of individuals were required to
undertake specific information gathering tasks to defined instructions and supply
academically robust material (see Appendix 2 for a list of Country Agents). The
MOCHA project used a mixed-methods approach, reflecting the many influ-
ences and components of PC. The agents were expected to have a good knowl-
edge of children’s health issues and the national health system and health
determinant issues in their country. In addition, they needed to recognise the
importance of complete and accurate data being obtained for research and to
work with high integrity and have the ability to deal with vernacular material.
High levels of trustworthiness and confidence were necessary prerequisites for
the scientific team.

We knew that The MOCHA question topics were likely to be diverse, ran-
ging from the care in the community of children with complex care needs, to
national data surveillance of child PC tracer conditions, to qualitative research
into cultural influences on child health policy-making. Thus, there was a clear
expectation that they were also expected to have access to an adequate network
to enable the collection of material on aspects on which they themselves were
not necessarily always expert.

Developing the Country Agent Working Process and Project Timetable

The Country Agent process was based on ‘rounds’ of questioning; which began
in October 2015 and ended in March 2018. Each round took approximately
eight weeks to complete, and each stage within the process was timetabled so
that everyone in the project knew when to expect questions and resulting data.
In total, 15 rounds of questions were completed during the project.

Broadly, a round consisted of between two and four sets of questions from
one or more of the MOCHA WPs. Within the overall scientific plan of the
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project, each WP team set out its own data requirements strategy, and this was
shared at project level to maximise corporate ownership and depth of use. Each
WP research team booked a question for a particular round via the project’s
Research Coordinator, depending on when the relevant deliverable was due, and
the logistics of analysis and reporting.

Each WP devised a question set relevant to their research topic, which was
then sent to the research coordinator. The objective, rationale and content of
each question set were discussed in depth by the MOCHA management team to
ensure scientific validity, linguistic clarity and relevance to the overall aims of
the MOCHA project. Once agreement at this stage was reached, the questions
were then sent to a technical subgroup of the project’s EAB for further feedback
and revision if necessary, in conjunction with the question authors and research
coordinator. The technical subgroup comprised four EAB members who
expressed an interest in reviewing the country agent questions. They were sent
the questions and given approximately two weeks to give feedback via the
research coordinator who discussed suggestions with the relevant WP research
team.

The questions were then finalised by the research coordinator and then sent
to the country agents who were given approximately four weeks to return the
data. This was sent to the research coordinator, who then passed the answers to
the research teams for analysis. Any late answers were chased up by the research
coordinator, who kept constant communication with each country agent
throughout the project. The question process methods are summarised in
Figure 1.1.

Data Collection by the Country Agents

The country agents had to fulfil a number of tasks in the project: to gather data
for each country, identify expert informants, collate and synthesise data, seek
clarification of the data and review project reports. Over the course of the pro-
ject, they had to answer 15 rounds of questions, which totalled over 900 individ-
ual questions and, throughout the life of the project, contact over 100 expert
informants. Identifying and contacting the relevant experts in each country was

. Questions
Questions Questlons discussed by Questions
devised within discussed by External Advisory returned to
Work Package man;ngenl‘tel?l Board technical Questions sent to Research
(WP), sent to le.am_ t? re z;rgy, subgroup- Country Agents Coordinator and
Research scientitic validity returned to passed to Task

and relevance to

Coordinator

Research
Coordinator

leader

> <> >
Additional Discussion with WP if necessary Additional discussion and checking of
final draft of report
& >
- Ll

Research Coordinator in contact with all participants throughout the process

Figure 1.1. The Country Agent process.
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a key skill of the country agent, requiring tenacity and perseverance throughout.
The country agents were professional and skilled in research, able to assess and
collate data, avoiding artificially showing their country in a falsely positive (or
negative) light, as well as adhering to the schedule of the rounds of questions as
far as possible.

Data Analyses

Each WP was responsible for the collation of data passed on by the Research
Coordinator, and these first-level analyses were made available to other WP
teams via the MOCHA project web portal. A number of different techniques
were used by the WP scientists in analysing the data from multiple sources.
Some of these are listed below and included the following:

e systematic and narrative review and meta-analysis of key functions in relation
to life course related tracer conditions;

e the use of case studies and clinical scenarios to reveal the underlying structural
and process mechanisms in each country;

e use of standardised survey tools, for example, Standards for Systems of Care
for Children and Youth with Special Health Care Needs (WP2) applied to an
EU setting;

e structural equation modelling (SEM) and unified business modelling techni-
ques (UML) were applied for a number of tracer conditions or programmes
of care; respectively;

e public preference studies were used to ascertain multiple stakeholder perspec-
tives on scenarios of optimal care; and

e qualitative research using thematic analysis of CA text responses and child
and parent interviews.

Coordination and WP Interaction

A key aspect of the project management has been the cross fertilisation of indi-
vidual WPs by regular half-yearly face-to-face meetings and monthly Skype con-
ferencing which facilitated joint learning, supplemented on occasions by specific
topic-based workshops. This was a very formative process over the duration of
the project, allowing the development of a number of core themes to emerge.
Figure 1.2 indicates how this was facilitated.

Throughout the project period, dissemination at a variety of different discip-
line national and international conferences has allowed us to test some of our
emerging ideas with wider scientific and policy audiences. The MOCHA website
www.childhealthservicemodels.eu contains a full list of dissemination activities.

There is no doubt that we set itself a challenging remit with a responsibility
to the 100 million children living in Europe today. The remainder of this publi-
cation details the journey we have taken over the last 42 months and the key
items of what our extended team has discovered.
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Chapter 2

Models of Primary Care and Appraisal
Frameworks

Mitch Blair, Mariana Miranda Autran Sampaio,
Michael Rigby and Denise Alexander

Abstract

The Models of Child Health Appraised (MOCHA) project identified the
different models of primary care that exist for children, examined the par-
ticular attributes that might be different from those directed at adults and
considered how these models might be appraised. The project took the mul-
tiple and interrelated dimensions of primary care and simplified them into a
conceptual framework for appraisal. A general description of the models in
existence in all 30 countries of the EU and EEA countries, focusing on lead
practitioner, financial and regulatory and service provision classifications,
was created. We then used the WHO ‘building blocks’ for high-performing
health systems as a starting point for identifying a good system for children.
The building blocks encompass safe and good quality services from an edu-
cated and empowered workforce, providing good data systems, access to
all necessary medical products, prevention and treatments, and a service
that is adequately financed and well led. An extensive search of the litera-
ture failed to identify a suitable appraisal framework for MOCHA, because
none of the frameworks focused on child primary care in its own right.
This led the research team to devise an alternative conceptualisation, at the
heart of which is the core theme of child centricity and ecology, and the
need to focus on delivery to the child through the life course. The MOCHA
model also focuses on the primary care team and the societal and environ-
mental context of the primary care system.

Keywords: Child; primary care; appraisal framework; conceptual
framework; health system; models of care
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Introduction

The primary care values to achieve health, for all require health
systems that ‘Put people at the centre of health care’. (World
Health Organization, 2008a)

Thirty years after the Alma Ata Declaration (World Health Organization, 1978),
the World Health Organization Report: Primary Care More than Ever (2008)
highlights the increasing emphasis on person-centred care, as health systems adapt
to rapidly changing social circumstances and increasing public expectations. It is in
this context, and a decade later, that the Models of Child Health Appraised
(MOCHA) project has attempted to appraise the current primary care systems for
children and placing them very much at the centre of health care (see Chapter 3).

Children are not mini adults. Their needs for primary care services are spe-
cific in a number of ways: from clinical knowledge and skills required to treat
them to means of access and types of advocacy. The MOCHA project set out to
identify which models of primary care exist for children, whether there are par-
ticular attributes which might be different from those directed at adults and how
might these models be appraised. To achieve this, it is essential to first be clear
about what is meant by a ‘model’. In the MOCHA project, we have defined a
model as a simplified description of the primary care system, but one that is com-
prehensive enough to describe the complexity and coordination of its components.
Pragmatically, the model allows an overall view of a system, and enables compari-
son between systems. Thus we have taken the multiple and interrelated dimensions
of primary care and attempted to simplify them into a conceptual framework for
appraisal in a number of attributes. Ultimately, in the same way as a model farm
operates, in which exemplars are produced to maximise crop or animal yields, we
set out to identify a validated effective and efficient model or model components
which can be assembled in such a way as to lead to optimum health
outcomes (Wade-Martins, 2002).

With this meaning in mind, a summary of the findings of an extensive review
of the literature on primary care models with particular focus on the child and
family led to building on the work of researchers such as Starfield, who was
among the first pioneers to research what constitutes a ‘good’ primary care system
(Starfield, Shi, & Macinko, 2005). Thus, we describe the model types and apply
this to practical application of appraisal methodologies in the MOCHA project.

Model Types

The many different forms of primary child health care provision are described in
Chapter 1.

Given the finite project resources and the greatest and most strategic foci of
primary care activity for children, the MOCHA project has concentrated pri-
marily on the general practice or family practice (seeing all ages but optionally
with specialisation), primary care paediatricians (seeing only child patients),
community nursing with their own child caseload, practice-based nurses working
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in tandem with a primary care and school health services. The other contributors
to primary care received some attention in our scientific survey questionnaires
analysing service patterns.

A MOCHA literature review (Alexander & Blair, 2016) identified a number
of models used to classify primary care systems. In summary, these included one
or more axes: European paediatric professional associations and country agent
classifications of lead practitioner in terms of general practitioner (GP), primary
care paediatrician or mixed systems (Ehrich, Namazova-Baranova, & Pettoello-
Mantovani, 2016; Katz, Rubino, Collier, Rosen, & Ehrich, 2002; van Esso
et al., 2010); the system of regulation, financing and service provision; and separ-
ately State, health insurance or private provider as ‘actors’ (B6hm, Schmid,
Gotze, Landwehr, & Rothgang, 2013), or a combination of state or professional
control (hierarchy) and gatekeeping (Bourgueil, Marek, & Mousques, 2009).

Lead Practitioner Classifications

The lead clinician has often been the key focal point of a model and the classifi-
cation by which it has been defined. The clinician is the point of entry into the
primary care system in most, but not all, models. The clinician acts as a medical
advocate for the patient and may coordinate further care (Kringos, Boerma,
Hutchinson, & Saltman, 2015a, 2015b). This is a somewhat simplistic, but prag-
matic means of describing a model of primary care. The MOCHA project has
echoed previous research by describing models by means of three types of lead
clinician (see Chapter 13):

(1) a paediatrician-led model;
(2) a GP/Family doctor-led model; and
(3) a mixed model.

Within a country, there may be transition from one type to another, for
example from paediatrician-led services to a GP-led service at a certain point in
childhood (Alexander & Blair, 2016), and there is very little evidence to show out-
comes related to the type of model or variation in outcomes within a country’s
model (Ehrich et al., 2016; Katz et al., 2002; van Esso et al., 2010).

Financial Classifications

In Europe, countries are generally divided into tax-based national health systems
and social insurance systems (Saltman, Rico, & Boerma, 2006), but the manifesta-
tions of each funding system by societal and political decisions leads to a diversity
in models. Funding is a very important factor in shaping a health care system, but
it is unable to explain the diversity in Europe on its own (see Chapters 8 and 9).
The Expert Panel on Effective Ways of Investing in Health (European
Commission, 2018) recommends that all EU Member States have adequate finan-
cing for primary care, to guarantee a certain level of population health and well-
being. Any system must have a degree of financial stability to function properly
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and to remain accessible and effective (European Commission, 2018). In most
countries, there is free or almost free access to primary care for children, but there
are also hidden costs that can result in inequity of provision (see Chapters 9 and
15), which is perhaps exacerbated by the recent financial crises in Europe.

Regulatory, Financial and Service Provision Classifications

Another means of classifying the diversity of models of primary health care is
on the type of service offered and how it is organised. These have been described
by Kringos et al. (2015a, 2015b) among others in three model subtypes:

(1) The public hierarchical normative model — this is where primary care is cen-
tral to the health system and is run by the state rather than by health profes-
sionals. In these systems, health care facilities provide voluntary coverage
and are governed by decentralised authorities or regions, and GPs or pri-
mary care paediatricians are usually salaried. Examples of countries with
this type of system are Finland, Lithuania, Portugal, Spain and Sweden.

(2) The professional hierarchical gatekeeper model — in these systems, GPs are
the cornerstone of primary care and usually hold a gatekeeper role to other
services. The primary care professionals are accountable for the manage-
ment of resources used for health care. Remuneration of professionals is
mixed between fee-for-service, self-employed and salaried. Examples of this
system are Denmark, Estonia, Poland, the Netherlands, Slovenia and the
United Kingdom.

(3) The free professional non-hierarchical model — health professionals organ-
ise care independently, without strong regulation from the state or insurance
funding. This model emphasises patient and professional freedom. There is
an absence of a list system or a gatekeeping role. Primary care professionals
work alongside each other, but not necessarily in collaborative teams.
Countries with this system include Austria, Belgium, France, Germany and
Switzerland (see Chapter 9). Not all countries fit neatly into these classifica-
tion systems, however. For example, Italy has a combination of a public
hierarchical normative model and a professional hierarchical gatekeeper
model. Other research has extended these classifications further, based on
contextual factors including funding, clinic types and community settings.
These are discussed in detail in Alexander and Blair (2016).

In the MOCHA project, a combination of our own country-based studies
with reference sources and literature, we were able to map the different models
in the EU and EEA countries. Table 2.1 was used to highlight the different clas-
sification types described above and to support the Work Package scientists in
their task of appraising the model characteristics against a variety of outcomes.

A number of additions were made to the Table 2.1 as the project progressed;
including workforce training, presence of multidisciplinary teams, school and
adolescent health services, amount of funding, background factors such as GDP
and PPP and types of record systems.



Table 2.1. Mapping of models of provision in MOCHA countries.

Practitioner at Lead Practitioner — Clinical Responsibility Financial Organisation Referral/Access
First Point of System to Secondary
Contact* Care
From CA From: WP1 CA From van Esso et al. From Ehrich et al. MOCHA Agreed From Relevant HIT OECD Classification From Relevant HIT
Questions and Questions (2010) (2016) Primary Care Lead  Documents (European From Bohm et al. Documents/Country
Bourgueil Practitioner Observatory on (2013) Agent Comments
et al. (2009) Health Systems &
Policies, 2018)
Austria GP or GP and paediatrician Combined — Both ‘Pediatric primary Both (GP/ Compulsory health Social health Open access
paediatrician health care in Austria  paediatrician) insurance, children insurance
involves the services up to age 18, or 21 if
of general unemployed, 26 if in
pediatricians and full-time education
general practitioners’ are insured with close
http://www.jpeds. relatives (e.g. parent)
com/article/S0022-
3476(16)30142-1/
fulltext
Belgium Family doctor Family doctor or first Combined Combined (GP/ Mixture of state Etatist social health Open access
or first line line paediatrician paediatrician) social security and insurance
paediatrician private health
insurance. Fee for
service
Bulgaria GP or GP for those with GP Led GP State health insurance Primary care is

paediatrician

health insurance. Pre-
2000 was mandatory for
community paed for
children up to 18;
younger GPs only have
nine weeks paeds
training.

and voluntary health
insurance

gatekeeper to other
health services

GP has a limited
number of referrals
per year. 70% use
primary care as entry
point to system
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Table 2.1. (Continued)

Practitioner at Lead Practitioner — Clinical Responsibility Financial Organisation Referral/Access
First Point of System to Secondary
Contact* Care
From CA From: WP1 CA From van Esso et al. From Ehrich et al. MOCHA Agreed From Relevant HIT OECD Classification From Relevant HIT
Questions and Questions (2010) (2016) Primary Care Lead  Documents (European From Bohm et al. Documents/Country
Bourgueil Practitioner Observatory on (2013) Agent Comments

et al. (2009)

Health Systems &
Policies, 2018)

Croatia GP or

paediatrician
Cyprus Paediatrician
Czech Paediatrician
Republic

Primary care
paediatrician or GP

Private paediatrician or
public hospital paed

‘Registering
paediatrician” Accessed
via triage nurse

‘Paediatricians and
school medicine
specialists provide
comprehensive

preventive health care

for both preschool
and school-aged
children’ http://www.
jpeds.com/article/

S0022-3476(16)30143-

3/fulltext

Paediatrician led

‘Does not involve
general practitioners
(GPs) in primary
child health care.
Indeed, all parents in
the Czech Republic
can choose their own
pediatrician at the

Paediatrician led

However, this may
be misleading. The
Czech Republic has a
‘specialty’ called
PLDD ‘prakticky
lékar pro deti a

Primary care
paediatrician

Primary care
paediatrician

Primary care
paediatrician

Mandatory health
insurance fund and
private insurance for
additional services.
Children are free

Two parallel systems,
the state and private
sector. Since the
economic crisis more
uptake of public
sector. 5—10% have
private health
insurance

90% have health
insurance via public
health insurance
companies ‘so-called
sickness funds’ : For
people who are not
employed (including
children, pensioned,

Etatist social health
system

Government and
private health system

Etatist social health
insurance

Primary care is
mainly gatekeeper to
other health services

Open access

Access to secondary
care is open but at the
same time a referral
system is functional
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Denmark

Estonia

GP

GP

dorost’ ‘General
Practitioner for
Children and
Adolescents” who,
when selected by
parents becomes the
‘Registering
pediatrician’ for the
child

GP

GP

level of primary care’.
www.jpeds.com/
article/S0022-3476
(16)30144-5/fulltext

‘child primary care is
taken care of by
general practitioners
who have six months
of pediatric training
as part of their
specialty training
and, therefore, are
qualified to work as
gatekeepers for the
secondary health care
at the hospitals’
http://'www.jpeds.
com/article/S0022-
3476(16)30145-7/
fulltext

‘For the last 20 years,
family doctors have
been responsible for
the primary care of
children. Paediatric
subspecialists work
mainly in 2 children’s
hospitals’ http://www.
jpeds.com/article/
S0022-3476(16)30146-
9/fulltext

Combined GP/health
nurse

GP

job-less), the fund
receives monthly
payments form the
state

State funded, but
voluntary health
insurance as well

Overall tax

financed — voluntary
health insurance exist
but is very seldom
relevant in this
situation because the
access to health
nurse/GP is not a
problem

Estonian health
insurance fund
(mandatory) covers
95% of population

National health
service

Etatist social health
insurance

Primary care is
gatekeeper to other
health services. For
school children, the
health nurse attached
to the school or the
school dentist service
(which is more
constant present) may
be the primary
contact and may, in
many cases, solve the
minor problems

Primary care is
partial gatekeeper to
other health services

Some can be
contacted directly
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Table 2.1. (Continued)

Practitioner at
First Point of
Contact*

Lead Practitioner — Clinical Responsibility

Financial Organisation

Referral/Access
System to Secondary
Care

From CA
Questions and
Bourgueil
et al. (2009)

From: WP1 CA
Questions

From van Esso et al.
(2010)

MOCHA Agreed
Primary Care Lead
Practitioner

From Relevant HIT
Documents (European
Observatory on
Health Systems &
Policies, 2018)

OECD Classification
From Bohm et al.
(2013)

From Relevant HIT
Documents/Country
Agent Comments

Finland

France

Nurse in
health centres
(public health
nurses, nurses
and midwives
have a limited
right to
prescribe, for
children less
than 12 years
only)

GP or
paediatrician

GP

Family physician who is
either a paediatrician or
a GP

The direct access to a
specialist usually
involves an extra cost
for the patients, except
for paediatricians (along
with gynaecologist
ophthalmologist,
psychiatrist)

GP

Combined

Combined other
(nurse/GP/paed)

Combined other
(nurse/GP/paed)

Nurses are generally
supervised by doctors,
except in a few
institutions (PMI-
Maternal and Infant
Protection, ‘créches’,
school) where they
can have a role of
screening and
orientation

Municipality financed

Social insurance, but
strong state influence
on health

National health
service

Etatist social health
insurance

Primary care is
gatekeeper to other
health services
Nurse acts as
gatekeeper to GP

PC has a Semi-
gatekeeping
functioning

There are incentives
to use primary care as
gatekeeper

But the scarcity of
liberal doctors,
especially in large
cities, makes direct
use of hospital
emergencies
specifically paediatric
very frequent, and
without financial
consequences
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Germany Paediatrician

Greece Paediatrician
or GP

Hungary

Iceland GP or
paediatrician

Ireland GP

Paediatrician

GP or paediatrician
chosen from insurance
co. list. Usually
paediatrician up to 18
years old

One family doctor from
a health care centre or
private paediatrician

GP

Combined

Paediatrician led

Combined

Combined

GP GP

‘There is free access
to acute hospital care,
but not for primary
care, for all children.
About 40% of the

Primary care
paediatrician
Primary care
paediatrician

Combined (GP/
paediatrician)

GPp

GP

Mandatory health
insurance

Economic crisis
severe in Greece.
NHS and social
insurance systems co-
exist

Health insurance
fund

Health insurance

covers all who have
lived in Iceland for
six months or more

Tax funded state
health system with
extra health
insurance funding

Policy is currently
changing, with
phased introduction
of free GP care for
children based on

Social health
insurance

Etatist social health
insurance

National health
service

National health
insurance

Open access

Primary care is
gatekeeper to other
health services

Primary care is
partial (but more or
less acts as the)
gatekeeper to other
health services

Partial gatekeeping

Open access so far,
no user charges for
children in PHC but
minor costs with
private consultations.
After 1 February
2017, it is to become
a referral system with
the GP as lead
practitioner and
continued low cost
for specialist
consultation; if not
GP referral to
specialist, increased
costs for families
Primary care is
gatekeeper to other
health services
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Table 2.1. (Continued)

Practitioner at Lead Practitioner — Clinical Responsibility Financial Organisation Referral/Access
First Point of System to Secondary
Contact* Care
From CA From: WP1 CA From van Esso et al. From Ehrich et al. MOCHA Agreed From Relevant HIT OECD Classification From Relevant HIT
Questions and Questions (2010) (2016) Primary Care Lead  Documents (European From Bohm et al. Documents/Country
Bourgueil Practitioner Observatory on (2013) Agent Comments

et al. (2009)

Health Systems &
Policies, 2018)

Italy Paediatrician <6 have paediatrician
or GP (or GP, only if no paed
locally available)

population have free
access to primary
care. Universal
preventive public
health services,
including vaccination
and immunisation,
newborn blood spot
screening, and
universal neonatal
hearing screening are
free’. http://www.
jpeds.com/article/
S0022-3476(16)30149-
4/fulltext

Combined Combined (GP/

paediatrician)

‘Italian pediatricians
related to the Public
Health Care System
work in their own
private offices,
providing primary
care of patients from
birth to 14 years of
age (to 16 for some

government
reimbursement of
general practitioners.
From 2015, all
children under six
years receive free
primary health care if
their parents register
with a GP
participating in the
national scheme.
Also free GP care for
children whose
families do not meet
an income threshold
or children with
certain long-term
conditions

National health
service, funded by
taxation

National health
insurance

Primary care is
gatekeeper to other
health services
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Latvia

GP

6—14 have paediatrician
or GP

Max 800 children per
paediatrician (in several

areas, 1,000—1,200)
GP/family doctor or a GP
paediatrician

cases of chronic
diseases) [...] parents
can choose between a
paediatrician and a
GP for their children
who are between 6
and 14 years of age’.

http://www .jpeds.
com/article/S0022-
3476(16)30151-2/
fulltext6

GP The financial system
the same in 2016.
Resources mainly
come through general
taxation, but out of
pocket payment
(OOP) are as well,
like private voluntary
insurance or for
services with a long
waiting time or
services not covered
by state budget and
provided by private
doctors. National
Health service (HHS)
under the Ministry of
Health acts a pooler
of health funds and
the purchaser of
service. Service
providers may be
public or private. In
primary care,
predominantly all GP
are private, but
secondary care
providers
predominantly are
public

Between national
health service and
national health
insurance system

The Latvian HC
system is between —
in inpatient care for
children, state gives
money and majority
of providers are state
hospitals, but in
outpatient care
(primary care),
money comes from
state, but providers
(GP) are private

Primary care is
gatekeeper to other
health services

But once referred can
choose specialist

syiomouny (psiiddy puv ain) Livuitid fo Sjapopy

£



Table 2.1. (Continued)

Practitioner at Lead Practitioner — Clinical Responsibility Financial Organisation Referral/Access
First Point of System to Secondary
Contact* Care
From CA From: WP1 CA From van Esso et al. From Ehrich et al. MOCHA Agreed From Relevant HIT OECD Classification From Relevant HIT
Questions and Questions (2016) Primary Care Lead  Documents (European From Bohm et al. Documents/Country
Bourgueil Practitioner Observatory on (2013) Agent Comments
et al. (2009) Health Systems &
Policies, 2018)
Lithuania GP or Family doctor/GP or Combined Combined (GP/paed) National health National health Primary care is
paediatrician  paediatrician insurance fund service gatekeeper to other
health services
(developing)
Luxem- Paediatrician ~ Family doctor or Combined Combined (GP/paed)  Three company Social health Open access
bourg or GP paediatrician insurance schemes insurance
Malta GP Family doctor (private) GP Public — free; private Open access
or walk in community care accounts for
health centre two-thirds of primary
care workload
Netherlands GP GP (triaged by nurse) GP GP GP Etatist social health Primary care is
‘The GPs treat almost  Footnote: preventive Insurance galekeeperllo other
all uncomplicated care in children has a health services
health problems; as a  separate lead; the
consequence, Dutch preventive child
paediatricians see few  physician
common child health
problems’. http:/
www.jpeds.com/
article/S0022-3476
(16)30153-6/fulltext
Norway GP GP GP Combined (GP/paed) Taxes and grants National health Primary care is

Paediatrician or GP
at the municipal
health care centres/
clinics see children at
regular periods, have

. : service
Primary care is

financed from
municipal taxes,
block grants from the
central government

gatekeeper to other
health services
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Poland

Portugal

GP/
paediatrician

GP

A new law from 27
October 2017 states that
the Primary health
physician has to be: (1)
specialist in the field of
family medicine or (2)
during the specialised
training in the field of
family medicine or (3)
specialist in the field of
general medicine or (4)
specialist in paediatrics
or (5) physician with
specialist title in the
field of internal
medicine (has no right
to take care of children)

In Poland, there is no
longer training in
general medicine; this
has been replaced by
family medicine
specialisation

This change is in
transition and is the
consequence of the
newly adopted
(November 2017)
Primary Health Care
Act. Law:

http://www.
dziennikustaw.gov.pl/
DU/2017/2217

GP

GP

an important public
health role (and
screening
vaccination), but GP
are most important
with acute illness or
concerns

Combined (GP/paed)
This is in accordance
with the currently
binding legislation the
primary health care
might be provided by
both (1) the medical
doctor specialised in
family medicine or
general medicine and
(2) medical doctor
specialised in
paediatrics

and earmarked grants
for specific purposes.
A major source of
financing of primary
care is also the NIS
(through fee-for-
service payments and
reimbursement of
user fees). Reference:
Health in Transition:
Norway 2013

The vast majority is
from public universal
health insurance;
voluntary health
insurance limited role

Etatist social health
insurance

Primary care is
gatekeeper to other
health services
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Table 2.1. (Continued)

Practitioner at
First Point of
Contact*

Lead Practitioner — Clinical Responsibility

Financial Organisation

Referral/Access
System to Secondary
Care

From CA
Questions and
Bourgueil
et al. (2009)

From: WP1 CA
Questions

From van Esso et al.

From Ehrich et al.
(2016)

MOCHA Agreed
Primary Care Lead
Practitioner

From Relevant HIT
Documents (European
Observatory on
Health Systems &
Policies, 2018)

OECD Classification
From Bohm et al.
(2013)

From Relevant HIT
Documents/Country
Agent Comments

Romania Family doctor
(the function
is called
family doctor,
and the
training is
general
practitioner)

GP (80%) or private
paediatrician

Family doctor

Mixed (GP and
paediatrician) mostly
offered by general
practitioners (GPs)
(approximately 70%
of patients) or by
pacediatricians (caring
for approximately
30% of children).
There are an
estimated number of
children that are
followed by both GPs
and paediatricians.
http://www.jpeds.
com/article/S0022-
3476(16)30154-8/
fulltext

Combined (GP/
paediatrician)

GP

State health insurance
system, based on
individual
contribution of
insured adults.
Primary care is a mix
of funded and fee-for-
service care. All
children have free

National health
service

Etatist social health
insurance (the state
holds the regulatory
power, grants
privileges for the
financing and
provision of health
services and allows

private health services

at all levels)

Primary care is
gatekeeper to other
health services

Mixed access. As
there are many
private health services
for adults and
children where
anybody has access if
they pay, we can call
it open access;
however, the primary
health care (family
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Slovenia

Paediatrician (family
doctor if paediatrician is
not available locally)

Paediatrician

‘Physicians working
with children and
adolescents in
primary level have a
S-year specialisation
in paediatrics’.
General practitioners
(GPs) and family
doctors provide care
for 1.5% of children
of 0—6 years of age
and 7.7% of children
of 7—18 years of age

http://www.jpeds.
com/article/S0022-
3476(16)30160-3/
fulltext

Primary care
paediatrician

health care at all
levels

Mandatory health
insurance, private
insurance becoming
more common

Children under 18
years of age, students
under 26 years of age
are entitled to the
health benefits
covered under
compulsory insurance
scheme

Children under 18
years of age, students
under 26 years of age
are exempt from co-
payments and
therefore do not need
to pay voluntary
health insurance

Etatist social health
system

However: Slovenia
stands out as a special
case. Slovenia is
characterised by
universal coverage,
financing through
earmarked taxes, a
purchaser—provider
split, public hospitals,
and private or mixed
delivery in the
outpatient sector

The state still
provides most of the
health care services
with own facilities
while funding is
delegated to a social
health insurance
scheme

Social-based mixed
type

Slovenia challenges
theoretical
assumptions about
the specifications of
dimensions in health

doctors) acts as gate
keeper for all free
health care services
and even some of the
specialised treatments

Primary care is
gatekeeper to other
health services

Primary
paediatricians are
holders of lists of
patients as patients
(parents for their
children) are entitled
to select their own/
their child’s personal
physician

Primary
paediatricians have
the role of
gatekeepers to
secondary and
tertiary health care
level

But patient can
choose specialist once
referred
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Table 2.1. (Continued)

Practitioner at
First Point of

Lead Practitioner — Clinical Responsibility

Financial Organisation

Referral/Access
System to Secondary
Care

Contact*

From CA From: WP1 CA
Questions and Questions

Bourgueil

et al. (2009)

From van Esso et al.

(2010)

From Ehrich et al.
(2016)

MOCHA Agreed
Primary Care Lead
Practitioner

From Relevant HIT
Documents (European
Observatory on
Health Systems &
Policies, 2018)

OECD Classification
From Bohm et al.
(2013)

From Relevant HIT
Documents/Country
Agent Comments

Spain

Sweden

Paediatrician ~ Primary care
paediatrician

Nurse or Primary care for

doctor in children in Sweden is

health centres
(nurses can
prescribe)

divided in two parts:
nurse-led preventive
services and GP-led
curative services

Nurse-led preventive
services are based in
child health centres —
nurses consult a team of
consultants (e.g. GPs or
paediatricians) as
necessary

Pacediatrics-based
system

GP

Primary care
paediatrician
Primary paediatric
care is provided by
employed
paediatricians in the
primary care centres
public network

Within the primary
care sector, most
children receive care
from family
physicians

Irrespective of

registration, however,

primary care rarely
has a formal
gatekeeping role and,
thus, patients are free
to contact specialists
directly

Primary care
paediatrician

GP

National health
service/Primary care
services funded
through general
taxation

Health services in
Sweden are run by 21
county councils using
funds from national
taxation

care through the
combination of state-
led provision with
societal financing and
regulation. http:/
edoc.vifapol.de/opus/
volltexte/2012/4221/
pdf/AP_165_2012.pdf

National health
service (NHS)

National health
service

Primary health care is
gatekeeper to other
NHS services/health
care levels

Open access (PC has
guiding role)

The positioning of the
paediatricians vary
somewhat between
counties. In
Stockholm county
(about 30% of the
Swedish population),
a referral is not
needed to see a
paediatrician in
outpatient clinics, but
in most counties, a
referral from a GP is
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United Nurse or

Kingdom doctor in PC
group practice
(nurses can
prescribe)

Curative primary care is
built around GPs in
primary care health
centres, supported by
nursing staff

GP as a named
accountable professional

GPp

http://www.jpeds.
com/article/S0022-
3476(16)30161-5/
fulltext

GPs are the usual first
port of call if a child
is unwell, acting as
gatekeepers for
further referrals to
other specialists.
Children are
immunised either in
primary care or in
school. http://www.
jpeds.com/article/
S0022-3476(16)30164-
0/fulltext

Tax-based national
health system. Some
differences in funding
arrangements in the
four devolved
countries such as
England/Wales/
Scotland and
Northern Ireland

National Health
Service

needed to see a
paediatrician and he/
she only work in
hospitals. GP referral
is necessary for most
secondary care, but
child psychiatric
services is quite often,
but not always open
access

Primary care is
gatekeeper to other
health services

Source: Blair, Rigby, & Alexander (2017).
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Identifying Appraisal Frameworks

Having described the model components and their variations across the 30
countries, the next and central MOCHA project challenge was how to
appraise the various combinations. We used the World Health Organization
‘building blocks” (World Health Organization, 2010) for high-performing
health systems which might act as useful starting point when looking at pri-
mary care for children to try to establish what makes a good system and from
which perspective. The building blocks are as follows:

e Good health services are those which deliver effective, safe, quality personal
and non-personal health interventions to those that need them, when and
where needed, with minimum waste of resources.

o A well-performing health workforce is one that works in ways that are
responsive, fair and efficient to achieve the best health outcomes possible,
given available resources and circumstances (i.e. there are sufficient staff,
fairly distributed; they are competent, responsive and productive).

e A well-functioning health information system is one that ensures the produc-
tion, analysis, dissemination and use of reliable and timely information on
health determinants, health system performance and health status.

e A well-functioning health system ensures equitable access to essential medical
products, vaccines and technologies of assured quality, safety, efficacy and
cost-effectiveness and their scientifically sound and cost-effective use.

e A good health financing system raises adequate funds for health, in ways that
ensure people can use needed services and are protected from financial catas-
trophe or impoverishment associated with having to pay for them. It provides
incentives for providers and users to be efficient.

e Leadership and governance involve ensuring strategic policy frameworks exist
and are combined with effective oversight, coalition-building, regulation,
attention to system design and accountability.

Specifically for primary care, Starfield et al. (2005) identified six mechanisms,
alone and in combination which may account for the beneficial impact of pri-
mary care on population health:

(1) greater access to needed services;

(2) better quality of care;

(3) a greater focus on prevention;

(4) early management of health problems;

(5) the cumulative effect of the main primary care delivery characteristics (first-
contact access for each new need, long-term person (not disease)-focused
care, comprehensive care for most health needs and coordinated care); and

(6) the role of primary care in reducing unnecessary and potentially harmful
specialist care.
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Appraisal of the models of primary care for children and young people is
considered through a number of different lenses. These include effectiveness or
health gain, acceptability against child, family and societal expectations and eco-
nomic efficiency.

To identify a suitable appraisal framework for MOCHA, we carried out a
detailed literature review of the conceptual frameworks that could be applied.
This work identified 13 specific frameworks that focused on the overall health
system and eight specifically on primary care (Sampaio & Blair, 2018). No pub-
lished literature was found to specifically focus on primary child health care in
its own right. This reinforces our overall finding that despite the importance of
child health, it is an inadequately studied field of health care (see Chapters 6 and
7). The 13 frameworks have been used at national, international and regional
levels and are summarised in Table 2.2. Table 2.3 is a summary of the dimen-
sions of the eight conceptual frameworks applied to primary health systems
across different countries.

Tables 2.2 and 2.3 do not show the relationship between the dimensions, but
they demonstrate that improved health status (or health outcomes/effectiveness)
appear in all frameworks, while access, efficiency, equitable outcomes, respon-
siveness, human resources, physical resources, financial resources, political and
socio-economic factors are present in most of them, both in general and in pri-
mary health frameworks. Although general and primary health frameworks
have a similar pattern, it is possible to highlight some differences between their
dimensions. Quality appears in most general health frameworks but in only two
primary health ones. Health system use, governance, continuity and health sys-
tem management appear in most primary health frameworks but are infrequent
in general health frameworks.

Health outcome (or effectiveness) is always a goal of the system and eventu-
ally may also compose the performance dimension. Efficiency, however, is pre-
sent as an outcome or system goal (Aday et al., 1999; Handler et al., 2001;
Kringos, Boerma, Bourgueil et al., 2010; Starfield, 2001; Veillard et al., 2017;
Watson et al., 2004; Wong et al., 2010; World Health Organization, 2007), per-
formance measurement (Hsiao, Heller, & Reisman, 2008; Sibthorpe & Gardner,
2007; World Health Organization, 2007) or both. The same is the case of
responsiveness that can figure as an outcome (Hsiao et al., 2008; Murray &
Frenk, 2000; World Health Organization, 2007), performance dimension (Aday
et al., 1999; Arah et al., 2006; Starfield, 1998; Tham et al., 2010; Watson et al.,
2004) or both (Canadian Institute for Health Information CIHI, 2012; van
Olmen et al., 2010; Wong et al., 2010; World Health Organization, 2009).

Equity appears in many frameworks, but in different places, nevertheless
highlighting equitable access to health services (procedural equity) as a cause of
equitable outcomes (substantive equity). The World Health Organization
(2008b) stated that health inequities (inequities in outcomes) are caused by
unequal access to health care and many other visible or invisible circumstances,
such as unequal distribution of power, income and goods. Nevertheless, no
framework considered equity at a structural or contextual level.



Table 2.2. Dimensions of the conceptual general health frameworks.

Aday Murray Starfield Handler, Watson, Arah, Westert, WHO Hsiao WHO CIHI European  Total
et al. and (2001) Issel, and Broemeling, Hurst, and (2007) etal.,, (2009) (2012) Commission
(1999)  Frenk Turnock Reid, and Black Klazinga (2008) Health
(2000) (2001) (2004) (2006) (2015)
Improved health status, X X X X X X X X X X X 11
wellness, functioning/
effectiveness
Equitable outcomes X X X X X X X X X 9
(equity)
Efficiency/value for money X X X X X X X X 8
Responsiveness/public X X X X X X X X 8
satisfaction
Access/accessibility® X X X X X X X X 8
Quality X X X X X X X 7
Political and socio- X X X X X X X 7
economic factors?
Financial resources/ X X X X X X 6
expenditure/cost
Human resources® X X X X X X 6
Physical resources X X X X X X 6
(facilities, medical
products, vaccines and
equipment)
Financing process X X X X X 5
(collecting, pooling and
purchasing)
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Behavioural and cultural
factors

Physical environment

Equitable access to health

services (equity)
Safety

Governance/stewardship/
policy development

Health system’s use/
service delivery/clinical
activities®
Informational resources
Genetic endowment

Social/financial risk
protection

Innovation
Organisation
Sustainability

Risk factors and
behaviours

Appropriateness
Comprehensiveness
Coverage
Continuity
Regulation

Health system
characteristics/processes
non-specified

w

NN W W

NN NN
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Table 2.2. (Continued)

Aday Murray Starfield Handler, Watson, Arah, Westert, WHO Hsiao WHO CIHI European  Total

et al. and (2001) Issel, and Broemeling, Hurst, and (2007) etal.,, (2009) (2012) Commission

(1999)  Frenk Turnock Reid, and Black Klazinga (2008) Health

(2000) (2001) (2004) (2006) (2015)

Demographic X X 2
characteristics
Coordination X 1
Health system X 1
management
Demand/need X 1
Network/linkages 0
Service availability/range 0
of services

Notes: *Geographical, financial, administrative, cultural and timeliness.
®Volume, distribution, type and qualities.

“Workforce availability, competence, motivation and development.
dSocioeconomic position, life conditions and political context.

(See Sampaio and Blair (2018) for further information)
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Table 2.3. Dimensions of the primary health care conceptual frameworks.

Starfield Sibthorpe Kringos, Boerma, van Wong Tham Jahanmehr Veillard Total
(1998) and Hutchinson, van der Olmen etal. etal et al. et al.
Gardner Zee, and Groenewegen etal. (2010) (2010) (2015) (2017)
(2007) (2010) (2010)
Improved health status, X X X X X X X X 8
wellness, functioning/
effectiveness
Access/accessibility® X X X X X X X X
Health system’s use/ X X X X X X X X
service delivery/clinical
activities®
Human resoruces® X X X X X X X X
Governance/stewardship/ X X X X X X X 7
policy development
Physical resources X X X X X X X 7
(facilities, medical
products, vaccines and
equipment)
Efficiency/value for X X X X X X 6
money
Responsiveness/public X X X X X X 6
satisfaction
Continuity X X X X X X
Health system X X X X X X

management
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Table 2.3. (Continued)

Starfield Sibthorpe Kringos, Boerma, van Wong Tham Jahanmehr Veillard Total
(1998) and Hutchinson, van der Olmen etal. etal et al. et al.
Gardner Zee, and Groenewegen etal. (2010) (2010) (2015) (2017)
(2007) (2010) (2010)
Financial resources/ X X X X X X 6
expenditure/cost
Equitable outcomes X X X X X 5
(equity)
Political and socio- X X X X X 5
economic factors?
Appropriateness X X X 3
Comprehensiveness X X X 3
Coordination X X X 3
Equitable access to health X X X 3
services (equity)
Financing process X X X 3
(collecting, pooling,
purchasing)
Network/linkages X X X 3
Innovation X X X 3
Informational resources X X X 3
Service availability/range X X X 3

of services
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Demand/need X X
Sustainability

Risk factors and X
behaviours

o
o

Coverage

Quality X X
Safety X X

Organisation X X

>

Genetic endowment

Behavioural and cultural X X
factors

Physical environment X X

Social/financial risk X
protection

Regulation X
Demographic

characteristics

Health system

characteristics/processes
non-specified

NS TR N I (O I (ST S R ) [\

[\

Notes: *Geographical, financial, administrative, cultural and timeliness.
®Volume, distribution, type and qualities.
“Workforce availability, competence, motivation and development.

9 Socio-economic position, life conditions and political context (see Sampaio and Blair (2018) for further information).
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Notwithstanding the importance social determinants of health, contextual
dimensions were not included in seven frameworks (Hsiao et al., 2008; Kringos,
Boerma, Hutchinson et al., 2010; Murray & Frenk, 2000; Sibthorpe & Gardner,
2007; Tham et al., 2010; World Health Organization, 2007, 2009). Even when
the objective is to appraise the primary child health system, which may not be
responsible for changing variables out of its domain, health determinants were
not present in any framework. Contextual factors allow a broader understanding
of the system (see Chapter 17), and it has been shown that health determinants
can have a higher impact on health outcomes than health care (Donkin,
Goldblatt, Allen, Nathanson, & Marmot, 2017).

Obviously, ‘it is hard to isolate the impact of health care from the impact of
other determinants of health status’ (Hurst & Jee-Hughes, 2001). However, a
conceptual framework ideally will contribute to operationalise statistical models
to measure the impact of each variable. Sometimes, a concept is not easily iden-
tified in the framework figure. Yet, it is implicit in the description of another
concept. This is described in Kringos, Boerma, and Hutchinson et al. (2010),
which included effectiveness as a feature of quality dimension. A different situ-
ation occurred in Starfield’s, 1998 framework (Starfield, 1998), where the author
acknowledges equity’s importance as a system goal, but did not include it expli-
citly in her framework, not even in its description. Additionally, the frameworks
vary in focus, being broader or more specific. For example, Starfield produced
two separate frameworks with differing emphasis of the health system within the
wider context of health (Starfield, 1998, 2001).

Moreover, as already mentioned, there is variation in the definitions of the
concepts, when available. Responsiveness, for example, varies between patient
‘satisfaction and acceptability’, which depend on expectations, and ‘experience’,
which ‘seeks to describe objective characteristics of health service delivery, such
as whether patients were (factually) given a choice of treatment’ (Hurst & Jee-
Hughes, 2001).

Adapting Frameworks for MOCHA

A major concern for the MOCHA project is that none of the identified frame-
works are child specific (see Chapter 6), which is important because of the spe-
cific needs of children from primary care (see Chapter 1).

Many of the appraisal frameworks are constructed on a structure-process-
outcome theme; describe capacity-performance-health status; or are focused on
input/output and outcomes. Thus, all attempt to relate the various components in
a linear framework, rather than either looking at a dynamic interactive system or
focussing on the individual child as the reactive and proactive subject of care.
Nearly all of the frameworks recognise that health status of a population cannot
solely be attributable to the health system but must be analysed in the context of
broader environmental, economic and social situations. This raises the conundrum
of how to estimate the balance between primary care combatting the adverse
effects of external determinants of health as they adversely affect individual child,
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as opposed to the effort that can be invested in preventively addressing the deter-
ments such as by combating household smoking or advocating for better housing
for families with small children. Overall, however, the utility of having such
appraisal frameworks does allow a conceptual framework to be developed, which
can contribute to seeking to operationalise statistical models to measure the
impact of each variable.

The Primary Health Care Activity Monitor for Europe (PHAMEU) is a sig-
nificant research group that has attempted to develop a scoring system following
a structure—process—outcome framework. This project concluded that a generic
all-ages primary care system can be defined and approached as:

a multidimensional system structured by primary care govern-
ance, economic conditions and primary care workforce develop-
ment, facilitating access to a wide range of primary care services
in a coordinated way, and on a continuous basis, by applying
resources efficiently to provide high quality care, contributing to
the distribution of health in the population. Primary care contri-
butes through its dimensions to overall health system perform-
ance and health. (Kringos, Boerma, Hutchinson et al., 2010)

This European primary care monitor was subsequently tested to rate the
strength of primary care systems across Europe (Schifer et al., 2011). While this
work did not consider the specific needs of children (such as different types of
access), we have included this in our table of components as a variable that may
be used to analyse the primary care systems for children.

Recognising the value of a conceptual framework, but the failings of the exist-
ing published ones to meet the specific needs of children, and in a primary care
setting, the MOCHA research team devised an alternative conceptualisation. At
the heart of this has been our core theme of child centricity (see Chapter 4) and
the need to focus on delivery to the child through the development of the life
course. The MOCHA working model focuses on the child, the life course, the pri-
mary care team and the societal and environmental context (see Figure 2.1).

The MOCHA model is based on three theoretical frameworks,
Bronfenbrenner’s ecological model of determinants of health (Bronfenbrenner,
1986), a modified PHAMEU; model of determinants of quality of primary care
(Kringos, Boerma, Hutchinson et al., 2010); and a life course epidemiological
framework for childhood health and disease (Kuh, Ben-Schlomo, Lynch,
Hallgvist, & Power, 2003). The left-hand circle was inspired by the visualisation
of positive and negative health determinant forces developed by the Child
Health Indicators of Life and Development (CHILD) (Rigby & Kohler, 2002)
project and describes influences on health and health policy decisions. Within
the community setting, a family makes choices and decisions about health based
on what is available, knowledge and cultural influences, and finally — potentially
influenced by all of these practices — the child. Alternatively, viewed from the
inside out, it can be seen as the child in the centre, able to influence and make
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MOCHA WORKING MODEL
Life course determinants of child health and primary care quality
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Figure 2.1. The MOCHA working model.

decisions about what is available to him or her in terms of health in the context
of the family, and with appropriate support the child can further exert some
influence on the wider determinants. In practice, both situations occur in a
dynamic process which is constantly in flux.

The variation in the respective widths of the coloured elements of the dia-
gram as the child moves from one age range to another indicates how the vari-
ous determinants are weighted for a typical child over time. For example, there
is a relatively large influence from parents and family in the early years, and
great influence of school, peer groups and external influences such as the media,
as children grows older.

A combination of preventive care, physical and mental health and short-term
and long-term conditions has been selected as tracer conditions, examples of
which appear in the diagram above the circles. Project scientists have surveyed
the country agents concerning various different aspects of the MOCHA
Working Model so that there is a balance of acute conditions, long-term condi-
tions, mental health and the well child. The primary care system is closely
related, in the left-hand circle, to secondary and tertiary care, in other words,
vertical, aspects and to social care education and justice as a horizontal axis of
interaction.

Practical Application of Appraisal Methodologies

Identification of models to form a visualisation is one part of the appraisal pro-
cess in the MOCHA project. A second necessary part has been empirical
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analysis, though as will emerge this has been severely hampered by the lack of
accessible data (see Chapter 7).

To seek to achieve meaningful appraisal, the project’s scientists looked in par-
ticular at the following aspects: health status of children and clinical outcomes
which are theoretically attributable to the primary care system, patient perspec-
tives of the primary care system derived from interviews with children in five
countries, an economic appraisal in relation to infant mortality rates and the
influence of incentives and penalty systems, the ability of the system to provide
equitable provision (preventive care, immunisation, diagnosis of development
disorders, diagnosis of congenital anomalies, ambulatory sensitive conditions)
and appraisal in terms of children’s rights (consent and participation).

A number of tracer conditions have been identified to allow us to assay the
different structures and processes that exist in the 30 countries in relation to the
key functions of primary child health care. Clinical scenarios were developed to
illustrate how these functions operated in each country. These were first access
care in acute illness, chronic management of disease and its impact, prevention
of disease through screening and immunisation, early detection of developmental
or congenital disorders, support in coordinating care for children with complex
physical and mental health care needs. We also attempted to harvest data at
national and regional level using the MIROI tool (see Chapter 7) and worked
with a selected number of countries who had sufficiently granular data on differ-
ent socio-economic dimensions to allow us to appraise the ability of the primary
care system to provide equitable service provision/health outcome (see
Chapter 7). The MOCHA approach to the model structures is summarised in
Table 2.4. The appraisal process and the use of case studies to develop these in
the different countries are described in Table 2.5. Table 2.6 describes the
approach to the life course of the child. Each table represents a different
appraisal lens whether from a pure health care system perspective, a child and
family-centric perspective or using a developmental time basis. The following
chapters describe in more detail how this was achieved and the results from the
country agent’s responses and scientific reviews of the literature.

Summary

In order to successfully appraise the models of primary care for children, the
MOCHA project has systematically identified the different types of models that
exist, acknowledging the complexity of doing this, particularly with respect to
the lack of child focus in more previous researches. An analysis of the existing
appraisal frameworks also highlighted the lack of a child-centric perspective,
leading to the creation of the MOCHA working model. The project has
addressed this appraisal in a number of ways, not least because of the range of
expertise and subject focus on the different elements of primary care as they
relate to children. The results are shown in the subsequent chapters of this
report.



Table 2.4. Structure of a model in terms of the MOCHA project.

Structure

Process

Outputs

Outcomes

Facilities (inc IT),
Economic, Workforce,
Governance

Problem Recognition, Diagnosis,
Treatment, Monitoring

Affordable, Accessible,
Acceptable, Appropriate,
Continuous, Confidential,

Equitable, Empowering

Health Status,
Participation

Identification of
models (WP1)

Interface with
secondary care
for children
needing complex
care (WP2)

School and
adolescent health

(WP3)

Quality measures
and outcomes

(WP4)

Existing model concepts

Mechanisms for
coordination and
communication of care
such as IT facilities and
communication pathways

Structure of school health
services

System based on evidence,
data available to assess
quality and evaluate

Existing model concepts

Monitoring and communication
between primary and secondary
¢ care. Communication between
services (e.g. health, social care,
education, leisure, etc)

Monitoring of conditions in
schools, treatment, handling of
medicines in schools, preventive
medicine in schools, health
education

Transition of care for
adolescents into adult care

Evaluation of quality of care

Existing model concepts

Continuous care, dignity of
care

Accessibility for adolescents

School health contributing
to health education, health
promotion

Reliable, valid, relevant
and useable performance
information for policy-
makers, patients, providers
and citizens

Conceptual
framework

Optimum health
for the child

Conditions,
indicators of
outcomes

Optimum care
and efficient
health service
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Use of large
datasets (WP5)

Economic and
skill set

evaluation and
analysis (WP6)

Equity (WP7)

Electronic records eHealth system in place

(WPS)

Access to data

Economic structure of

health systems

Workforce capacity of
health systems, including
planning and incentives

Health system accessible to

all

Use of databases to appraise
and evaluate care

Use of large data sets to devise
innovative quality measures

Training of health workforce

Analysis of health needs to
inform workforce

Child-specific data

Appropriate data

Capacity in the system to ensure Accessible service for all

equity
Methods to encourage hard-to-

reach populations to make use
of health service

Continuity of care (affecting
also quality of care); for older
children balancing holistic
record keeping with
confidentiality; effective
monitoring of individual and

Adaptable service for all
types of user

Confidential and secure
records

Accessible to the correct
health personnel

Identification of
innovative
outcome
measures
Identifying
unifying
common clinical
concepts
relevant to
children

Effect of
different systems
on health
outcomes to
children

Optimum health
for
disadvantaged
population
groups

Population
confidence in
confidentiality
and security

Improved
communication

sytomauwin] wswaddy puv vy Lipuiiid fo S]opo

&



Table 2.4. (Continued)

Structure

Process

Outputs

Outcomes

Facilities (inc IT),
Economic, Workforce,
Governance

Problem Recognition, Diagnosis,
Treatment, Monitoring

Affordable, Accessible,
Acceptable, Appropriate,
Continuous, Confidential,

Equitable, Empowering

Health Status,
Participation

population health, across health
models (primary, secondary,
tertiary) and across national
boundaries

Aids efficiency of care
across disciplinary
boundaries and national
boundaries in the EU

Optimal models MOCHA recommendations for structural elements of health service

(WP9)

and
collaboration
between
disciplines
Improved
efficiency of care
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Table 2.5. Primary care in a child centred ecological model and MOCHA.

Child

Family

School/Community/
Peers/Extended
Family/Carers

Health and Social
Care Services,
Secondary Care,
Tertiary Care, Social
Care

Social and Political
Context, Media

Identification
of models
(WP1)
Interface with
secondary care

Case study focus

Uses case studies —
child focus (overlap

for children with WP1)
needing

complex care

(WP2)

School and Adolescent care —
adolescent focus on

health (WP3)  empowerment of

child; accessibility;
autonomy in
decision-making

Case study focus

Case study focus
complex care and
family; social care
perspective; child
protection (connects
to WP1)

Family relationship
with school?

Family relationships
(problematic?) in

Case study focus —
overlaps with WP3

Case study focus —
extended family and
external carers; social
care context,
education (Connects
to WP1)

School health focus;
peer influence on
health, autonomy in
adolescence and
greater influence of

terms of well-being in friends.

adolescence?

Case study focus —
overlaps with WP2

Focus on interaction
between primary and
secondary/tertiary
care; interaction with
social care services

Structure and
function of school
health services

Alternative focus of
services for
appropriate and
accessible adolescent
health care

Workstream on
social and political
context

Social media

Social acceptance of
school health
services

Encouragement for
adolescents to use
outreach/other
adolescent-specific
services
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Table 2.5. (Continued)

Family

School/Community/
Peers/Extended
Family/Carers

Health and Social
Care Services,
Secondary Care,
Tertiary Care, Social
Care

Social and Political
Context, Media

Quality
measures and
outcomes

(WP4)

Use of large

used

Economic and Appropriate
workforce for
evaluation and child’s needs
analysis (WP6) (skilled)

skill set

Child vaccinations,
conditions

Consent for data to
datasets (WP5) be collected and

Family involved in
service, engaged in
service

Acceptance of need
for data, consent for
child and family data
to be collected and
used

Communication
between family and
health workforce to

Health system
appropriate for
community needs/
setting

Data availability and
use in community
services.

Accessible and
appropriate workforce
in community settings

Good
communication and
coordination between
different services and
models

Data availability

Use of data to inform
service structure and
communication needs

Motivated and
skilled workforce in
health system

Social acceptance of
quality

Good understanding
of quality evidence
base

Social agreement on
what is a good
outcome

Social acceptance of
data collection and
use

(Earned) Respect for
health workforce
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Equity (WP7)

Electronic
records (WPS)

Optimal
models (WP9)

Accessible (friendly, common aim (good

knowledgeable)
workforce

Child is able and
willing to access
and engage with
health service

outcome)

Family is able and
willing to access and
engage with health
service

Community access
equitable to all

Sharing of eHealth
records across
disciplines and
services (when
appropriate)

Workforce
communication
between primary,
secondary, tertiary
care etc.

Equity of access to
health service (based
on clinical/social
need?)

Sharing of eHealth
records across
disciplines and
services (when
appropriate)

Social context taken
into account to
adapt health service
so that all
populations can
access if needed

Child centredness taken into account in optimum model recommendations; positioning of the health system in
wider ecological model
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Table 2.6. Life stage of a child and the MOCHA project (Broadly illustrated by school ages, which may have different

parameters in different countries).

Preschool School Adolescent Adult
Identification of Case study of young  Case study using school-aged Case study of adolescent (in Case study —
models (WP1) child in particular child conjunction with WP3?) transition to
health service model adulthood
Interface with Infant acquired/ Acquired/congenital Effects of puberty/ Transition to adult
secondary care for  congenital conditions  conditions managed at development on child with  services
children needing managed in primary school. Challenges of child chronic condition

complex care (WP2) and secondary care

Growth and
development of a child
with chronic condition

School and

adolescent health

(WP3)

Quality measures Measures of quality of
and outcomes (WP4) care for young

children;

Appropriate care built
into model

Use of large datasets Age group data
(WP5)

with chronic condition

School health services (SHS)

Measures of quality of care
for school-aged children

Appropriate care built into
model

Age group data

(e.g. mental health, brain

injury)

Ability of services to Developmental age
coordinate care to a child (learning disability)
preparing for adulthood not related to

chronological age

Specific adolescent health
services

Measures of quality of care
for adolescents

Appropriate care built into
model

Age group data
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Economic and skill
set evaluation and
analysis (WP6)

Equity (WP7)

Electronic records

(WP8)

Optimal models
(WP9)

Workforce specific for Appropriate workforce for

early years (training,  school-aged children (inc.

capacity) school health services in
conjunction with WP3)

Equity for young Child rights, advocacy,

children, child rights,  accessibility and equality for

advocacy for young all population groups

children

Accessibility for all

population groups

Electronic records Electronic records

from birth encompassing different

services (education, SHS,
social, etc.)

Appropriate workforce for  Transition to adult
adolescents (with WP3) services (financial
aspects)

Child rights, dignity, respect
for young person

Accessibility for all
population groups
Electronic records
encompassing different
services (education, SHS,
social, etc.)

Age and developmental stage of child taken into account in optimum model
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Listening to Young People
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Abstract

Children’s voices are seldom heard directly. Most often, children, particu-
larly young children, are represented by adults acting on their behalf who
may or may not best represent the child’s views or best interests. This can
be beneficial or problematic, if the child’s needs are not appreciated or
recognised. This chapter looks at the changing attitudes to listening to
young people, and the growing recognition of the value of children’s needs,
as well as the growing voices of the children themselves, who make their
needs increasingly clear. The results of our Models of Child Health
Appraised (MOCHA) interviews with children and young people via the
DIPEx International organisation give us clear direction as to the import-
ance children using primary care services place on being taken seriously,
being listened to and being able to make their own decisions. Other
researchers asked input from primary care professionals on children’s
autonomy and how the current and future primary care systems can best
address the needs of young people, as well as the placing of these issues in a
wider cultural context, and how this influences and is influenced by chil-
dren’s choices. Finally, we look at how the MOCHA country agents have
reported the assessment of the importance and function of listening to
young people in our research.
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Introduction

Listening to users, and adjusting services to make them relevant, attractive and
accessible, is important in any dimension of health care. With children, this is
equally important, as in this life period, health issues are best detected and
addressed early, and salutogenic behaviour established, but of course listening to
children does have practical and ethic challenges (Roth-Cline & Nelson, 2013).
However, as demonstrated by the various approaches developed during the
Models of Child Health Appraised (MOCHA) project, these challenges can be
overcome successfully and fruitfully.

In this chapter, we look at the importance of listening to children and young
people. Child centricity is an important tenet of the MOCHA project (see
Chapter 4), and as part of this, we have tried to ensure that we not only have
explored how children’s experiences, views and needs are taken into account of
in the appraisal of primary care services for them in Europe, but also investi-
gated how children’s experiences are taken into account, or influence the way
primary care policy and services evolve in European Union (EU) and European
Economic Area (EEA) countries. Sometimes, this is problematic, for example,
children from marginalised populations (see Chapter 5) are poorly listened to or
represented. The MOCHA project has investigated how the changing attitudes
to children and young people have (or haven’t) shaped primary care services,
what young people are saying about their care and the service primary care pro-
vides, what the public believe to be the case about care for children and societal
reactions to child-centred issues that influence or change policy-making. Finally,
in an exploration of the MOCHA results, we identify where there is disconnect
between what children need and what is in place in the primary care systems of
the EU and the EEA countries (see also Chapters 19 and 20).

Changing Attitudes to Listening to Young People

A fundamental premise of the MOCHA project is that of respecting the needs
and rights of children as a unique population group (see Chapter 4). We com-
mitted to being child-focussed and child-centric, with services being designed to
meet need. In this context, we sought to identify what constitutes optimal care
for children in primary care services and to find means by which this can be
achieved by the different primary care services in Europe. This cannot be
achieved without seeking the views of young people themselves.

Children are far more than ‘adults in waiting’, but have specific health needs
and requirements of the primary care health services. We have seen, in the pro-
cess of the MOCHA project, that children are often required to mould their
needs of health care into a structure that is exclusively adult-focused and adult-
designed. In addition, research into children’s health and health services is more
often than not an exercise in navigating systems and structures that are not
designed with children in mind, and even basic statistics on services for children
and their outcomes are hard to obtain (see Chapters 6 and 7).
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As described in Chapter 4, the perception of ‘what is a child’ has changed, resulting
in today’s concept of child empowerment, not as a mini adult, but as a distinct individ-
ual with specific needs. This has resulted in the recognition that there is a need to define
and respect a child’s health and role in the health services (Rosa & Matysiuk, 2013).
Current thinking on child rights acknowledges that children’s views and rights are
recognised by the United Nations (UN) and almost all UN member states including
all EU and EEA nations (UNHCR, 2018) and by the World Health Organization as a
fundamental tenet of health, ensuring their healthy growth and development ought to
be a prime concern of all societies (Chapters 2 and 4, WHO, 2018).

Such a change can be seen as a shift in socio-cultural perceptions of the child as
having intrinsic, rather than extrinsic value, and this is explored in more detail in
Chapters 4 and 17 of this report. Culture in this sense can be defined as the results
of material and ideas-based concepts. Values and accepted ways of doing things are
adopted and objectified by groups of individuals, transferred to other groups and to
the next generations (Szczepanski, 1963). It is this process that creates societal atti-
tudes towards children and the value that we place on them. This was reflected in
health policy analysis, which has developed to seek to understand the actors
involved, including children (see Chapter 1). This approach to policy-making and
enabling children via their agents (see Chapter 4), to contribute to policies that
affect them can be seen as a cultural change. It is one that allows deep insight into
the analysis of primary care for children and is one that MOCHA has adopted.

In the MOCHA project, through analysis of national information received
from the MOCHA country agents (see Chapter 1) and from other research activ-
ity, increasing focus on the child as a central actor in policy-making has been
identified. We found that children are often the main object (directly and indir-
ectly) of debates and discussions related to child primary health care across most
of the European countries (Blair, Rigby, & Alexander, 2017; Zdunek, Schroder-
Back, Blair, Rigby, 2017). This focus can take many forms, such as the child as
an object of policy decisions:

e as a well-child embedded in a family context and a broadly understood social
environment or preventive care context; and

o the child with long-term illnesses and/or complex health care needs at the cen-
tre of the debate.

Although the child is not usually an active participant in policy creation or shap-
ing, he or she becomes a causative actor in the process, because they are the subject
of the policy. As described in Chapter 4, the child is surrounded by a range of
representatives — who either have a direct influence on the child (as part of the fam-
ily or immediate social environment —including teachers, neighbours, family physi-
cians and nurses), or an indirect and more distant involvement (including
professional groups, health care practitioners representing the health care system,
government representatives and the media). At present, changing attitudes to the
child have resulted in a number of influences on child health policy, including the
child and proximal and distal agents of representation.
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Incorporating Young People’s Views and Experiences

It is particularly important, when thinking about a child’s experience of primary
health care, to listen to what children need and understand what they expect and
experience from primary care services. Children’s lack of autonomy and power
means they have very little opportunity to effect change or influence how care is
delivered to them. By assessing a child’s experience of the health care service,
this provides important evidence about the best way to run and provide services.
Including the views of children, young people and their parents are essential com-
ponents in the appraisal of primary health care for children in Europe. This needs
to be proactive and planned, since children do not complete surveys, fill out com-
ments cards or make complaints. Parents, particularly of younger children, or par-
ents faced with newly arising health problems in their child, may not want to
antagonise the health professionals and system with which they are dealing and may
not know what service norm to expect. It is necessary to actively seek such views.

DIPEx: Qualitative Inquiry into Children’s Experiences

Qualitative inquiry into children’s and parent’s experiences of primary health
care for children provided valuable triangulation of results and identification of
areas of concern for children, young people and their families. Qualitative
researchers from institutions in five different countries that are part of the
DIPEx International network (www.dipexinternational.org) worked collabora-
tively to explore children’s experiences of primary care in their respective coun-
tries across Europe: Czech Republic, Germany, The Netherlands, Spain and the
United Kingdom. These were the only EU/EEA countries with a DIPEX mem-
ber, but this list included a representative sample of different types of primary
care system. The specific objective of this task was to provide insights into the
experiences of children and parents in terms of primary health care for children.

Data Collection

The qualitative research methodology used by the MOCHA project was devel-
oped by the Health Experiences Research Group (HERG) University of Oxford
(Ziebland & Herxheimer, 2008). This methodology includes narrative and semi-
structured interviews. The relatively unstructured, open-ended nature of the
interview method helps to identify participants’ own concerns, meanings and pri-
orities rather than being led by a highly focused research interest (Riessman,
2008). We focused on the experiences of children as well as their parents.
Participants were recruited using maximum variation sampling, which involves
including a broad range of experiences and demographic characteristics (Coyne,
1997; Marshall, 1996). We aimed to identify and include the widest range of
experiences of children and parents in terms of primary care services for chil-
dren, rather than to identify the numerical distribution that exists in the wider
population. We focused on the experiences of ‘healthy’ children, children with
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Table 3.1. Overview of number of children and number and type of interviews
in each country.

Total Czech Germany Netherlands Spain UK

Republic
# in-depth interviews 38 13 1 7 6 11
# focus group 5(26) 1(5) 2 (14) — 13 1@
interviews®
# secondary analysis 20 — 14 — — 6
interviews

Note: *In brackets number of participants of the focus group interview.

(complex) mental health conditions and children with (complex) physical health
conditions and their parents. In total, 84 children participated in the study.

Data collection consisted of in-depth interviews, focus group interviews and a
secondary analysis of interviews conducted in earlier studies in one of the five
countries. Interviews and focus group discussions were analysed for themes that
structured participants’ experiences using a thematic analysis combined with
constant comparison. Table 3.1 gives an overview of the number of children that
participated in the study per country.

Communication and Relationships with Health Care Professionals

The complete findings of this research can be found in Alma, Mahtani, Palant,
Klizova Krac¢marova, and Prinjha (2017) which discusses in detail the issues
that are important to children, young people and their families. Examples of
these issues are described here, including communication and relationships with
primary care and the importance of involvement and participation in care.
Communication and relationships with health care professionals play pivotal
role for children in terms of what is good about primary care and what they felt
needs to be improved. Communication and relationships were reported as a key
quality component. Issues about communication skills, positive attitude towards
the child and parents, a trustful relationship and professionalism were the main
aspects valued by the participants. Openness to discussion, communication and
taking into account the child’s opinions about treatment were seen as a sign the
child is respected by the health care professional. Other communications skills
that were valued were being empathetic, easy to talk to and really listening to
what the child or parent is saying.

What I think they should do — they should, they should be
relaxed. I know being a doctor’s really stressful and it’s very [...]
well I don’t know that, I don’t know why I'm saying that. But
I know it can be stressful because of having a job like that is
stressful. But I feel like they should be [...] they should relax
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themselves, should be relaxed. They should interact, they should
[...] because if you, if you just [...] if you tone it down [...] if you
tone down your, if you tone down the professionalism to some
extent and to more of a social [...] to more of a [...] to more of
an informal sort of stance, then it would definitely have [...] it
will definitely [...] you’ll definitely engage with teenagers that
way. Because teenagers don’t like formality, and I feel like it’s
important to engage with teenagers and so it’ll be a bit more [...]
to be a bit more chilled. (UK, M, child)

Children stressed also the importance of building a trusting relationship with
their health care professional. In order to be able to build such a relationship,
children stressed the importance of seeing the same professional every time.
Meeting with the same health care professional helps young people to have
relaxed conversations, feel at ease and build a relationship.

I think it is better to see the same doctor every time, especially
the same GP. Because I know, the doctors ask you about your
medical history every time. And then you do not have to tell
them the same things all over again. (G, F, child)

Although seeing the same doctor every time was important to almost all par-
ticipants, many recalled seeing different professionals every time they visited the
doctor. Many children perceived a lack of continuity of care. This resulted in
distress, as children met new people each time and had to repeat their story to
different health care professionals as a result. A lack of coordination in primary
care systems was perceived by several participants. This can have serious conse-
quences for children, particularly for a child with complex long-term conditions.

Involvement and Participation in Care
Children and young people felt that they should be involved in managing their
own care. They varied in how much parental involvement they desired and if
they prefer to visit a primary health care professional alone or with their parents.
Many children we interviewed said they visited primary health care services with
their parents. Factors influencing the decision to visit the general practitioner
alone or with someone else included: age, the reason for the visit, level of control
by the parents, accessibility and transport. The disadvantages of visiting health
care professionals with parents were discussed.

Another key point identified was that of being part of the conversation.
Several children recalled that the doctor often spoke to the adult rather than to
the child, which they found annoying.

I can remember thinking I hope this goes away but also that
I was slightly annoyed that they had not paid any attention on
mine to what I’d been saying. (UK, M, child)
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So I think the GP, or the health professional in general, should
really just ask the young people what they feel like they need.
(UK, F, child)

For successful participation of children in health care, it is important that
children’s contributions are taken into account and acted upon (Schalkers,
Dedding, & Bunders, 2014). However, decisions are often made in cooperation
with parents.

I think the doctors should speak more with the child. [...] I don’t
know why they cannot ask the child directly. When I am ill and
I go to the doctor, I lie down, the doctor examine me, leave me
lying there and then he speaks with my father about everything.
‘Since when does she feel sick? and I could be sick earlier, I just
didn’t say that at home, right? And I think it is wrong, they
should talk to the child who is sick [...]. (CZ, F, child)

A number of other issues that are important to children and young people
were identified in this qualitative study: accessing primary care services, physical
environment of the primary care facility, role of schools, financial issues and
medical records. These are fully discussed in Alma et al. (2017).

Parent’s Opinions and Experiences on Children’s Autonomy

In addition to gathering the views of a group of children, the MOCHA project
also sought public views on primary care services and how they address the
needs of children. This gave us the views of adults on behalf of children they
represent. The report: Public Priorities for Primary Care for Children. A report
on public preferences for patient-centred and prevention oriented primary child
health care models for children (van Til, Groothuis-Oudshoorn, & Boere-
Boonekamp, 2018) aimed to elicit formative values from the general public in
five European countries and determine public priorities in the assessment of the
quality of a child-oriented primary care system. This was a descriptive, cross-
sectional, quantitative study of a representative sample of the general public in
five European countries (Germany, the Netherlands, Poland, Spain and the
United Kingdom). We sought the public’s experiences and perceptions of the
quality of the currently provided primary care for children, particularly with
respect to the children’s primary care. We developed the Preferences for Child
Health Care Assessed (POCHA) questionnaire as a research instrument, which
was translated into Dutch, German, Polish and Spanish (van Til et al., 2018).

In accordance with the children’s need for good communication, good access
and the need for trust and respect from their primary care providers, one of the
foci of the POCHA questionnaire was autonomy of children. This relates in par-
ticular to the attributes of quality of care in terms of accessibility, confidentiality
and empowerment.
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In total, 2,403 adult respondents filled out the POCHA questionnaire. To be
able to analyse specifically the opinions and experiences of parents about child
autonomy, the respondents who are parents of a child or children aged under 18
years (N = 872) were selected. This resulted in 143 respondents from Germany
(DE), 148 from the Netherlands (NL), 173 from Poland (PL), 235 from Spain
(ES) and 173 from the United Kingdom (UK).

The results presented in this chapter are based on the topics of what parents
consider to be desirable with respect to children’s autonomy (10 questions) and
what parents have experienced with respect to children’s autonomy (nine
statements).

Opinions

In the beginning of the POCHA questionnaire, we asked respondents with chil-
dren aged under 18 years: ‘Can you tell us at what age you think a child should
be able to do the following?” for ten items related to autonomy.

The overall opinion of respondents of the five countries on the age a child
‘should be able to do’ the items is presented in Figure 3.1. For all ten autonomy
items, the age of 16 years seems to be an important marker to respondents. The
figure also shows that respondents think differently about the different items, for
example they feel that a child should know about the range of services at a
much younger age (89% said at least at the age of 16 years) than that a child
should be able to limit access to his or her medical records from his or her par-
ents, in order to protect privacy (43% said at least at the age of 16 years).

In order to study how the five countries relate to each other in terms of the
overall opinion on autonomy of children, the respondents’ answers on the ten
questions were averaged. Figure 3.2 shows that respondents from the
Netherlands and Germany assign autonomy to children at a younger age than,
for example, respondents from Spain or Poland.

As the age of 16 years seems to be an important marker to respondents, we ana-
lysed whether countries differ in opinion on what a child should be able to do first.
The five countries’ respondents agreed that knowing about the range of services
available in health care and how to access them is the item a child should be able
to do first. They also agreed on the item that a child should be able to do the latest:
namely limiting access to his medical records from his parents. However, agreement
on this item ranges a lot; 23.7% of respondents in Poland agree that a child should
be able to do this at age 16 compared to 62.4% in the United Kingdom.

Experiences

In the POCHA questionnaire, we also asked respondents with children under 18
years of age about the experiences they have had with primary care for children
in their country. Each participant was presented with statements about potential
quality of primary care for children and was asked to indicate to what extent he/
she agreed or disagreed. We used a scale of ‘strongly disagree’ to ‘strongly
agree’. Again, this exercise was designed to measure the experiences of parents
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=== Can limit access to his medical records from his parents, in order to protect his privacy
— — Can authorise other health care providers to have access to his medical records
Is responsible for promotion and management of his own health
— = Can have access to his medical records
= == Can make an appointment with secondary care providers without parental involvement
Is involved in decisions about the management of his own health
== Can have a confidential consultation with the health care provider
----- Can express his opinions about his health management independently from those of the parents
— = Can make an appointment with primary care providers without parental involvement

===+ Knows about the range of services available in health care and how he can access them

Figure 3.1. Respondents’ opinions on the age at which a child should be able
to do the activities mentioned in the 10 Questions, presented as cumulative
percentages of respondents of the five countries together.

about child autonomy. Therefore, we selected the nine items related to accessi-
bility, confidentiality and empowerment to illustrate this.
The results are presented in Table 3.2 and visualised in Figure 3.3.

Accessibility

Respondents’ experiences show that improvements with regard to accessibility are
achievable. More than half of respondents (53.8%; range 36.1% for Poland to
69% for Germany) agree that children and/or their parents can make an appoint-
ment with other primary care providers without a referral from the main primary
care provider; percentages are slightly higher for making an appointment with sec-
ondary or other health care providers (59.0%; range 40.5% for the UK to 69% for
the Netherlands). Almost three-quarters of respondents agree that children and/or
their parents (73.1%; range 52.9% for Germany to 84.4% for the UK) are well
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Figure 3.2. Respondents’ opinions on the age at which a child should be able
to do the activities, averaged for the 10 questions, presented as cumulative
percentages of respondents for each of the five countries.

informed about the range of services available in primary care and how they can
access them. More than two-thirds of respondents (70.8%; range 59.7% for Spain
to 88.0% for the Netherlands) have the experience that their child and/or they
themselves have access to the child’s medical record.

Confidentiality

With respect to confidentiality items, 60.8% (range 37.8% for Poland to 80% for
Germany) confirms that a child has the right to a confidential consultation with his
primary care provider. Only 32.7% (range 11.6% for Poland to 48.7% for Germany)
of respondents agree that in primary care a child can limit parental access to the
child’s medical records in order to protect his privacy. About two-thirds (66.0%;
range 47.4% for Spain to 86.1% for Poland) confirm that the child and/or the parents
have to authorise other health care providers accessing the record.

Empowerment

Respondents’ experiences related to empowerment items are diverse. More than
half of respondents (52.5%; range 40.5% for Poland to 63.9% for the Netherlands)
answer that a child can express his opinions about his health management inde-
pendently from those of the parents. almost three-quarters (74%; range 61.4% for
Spain to 93.6% for the UK) agree that in primary care, children and/or their par-
ents are involved in decisions about the management of the child’s health.

Societal Reactions

The context of child primary care is not just placed with the users and providers, but
is inextricably linked with the wider cultural context (see also Chapters 4 and 17).



Table 3.2. Percentage of agreement (summed percentage of respondents that agree and strongly agree) with the statements on
autonomy-related attribute items, indicated by the respondents of the five countries.
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Table 3.2. (Continued)

2

Statements % Agreement with Statement, Per Country* Pearson p-value
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Figure 3.3. Percentage of agreement (summed percentage of respondents that
agree and strongly agree) with the statements on autonomy-related attribute-items,
indicated by the respondents of the five countries, based on their experiences.

As part of the MOCHA project, we investigated the effect of societal reactions
to issues that affect children. We looked at particularly sensitive national con-
cerns and how they affected popular perceptions of what child primary care
should be for and how it is run in countries (Zdunek, Schroder-Béck, Blair,
Rigby, 2017). The MOCHA country agents identified two or three recent soci-
etal debates in their country, which involved children’s health and well-being.
They described wide variety of cases, demonstrating the broad perspectives of
children’s health and health services. Many of the issues described were very dif-
ferent, but all had certain elements in common. Essentially, the concerns in
Europe about children’s health are twofold. On the one hand, attention was
given to issues relating to organisational factors of the care of children, involving
those indirectly concerned with children as patients; on the other hand, some
issues directly involved children themselves, such as cases of child abuse, care of
children in hospital, childhood obesity, homelessness or poverty (Zdunek,
Schroder-Béck, Blair, Rigby, 2017). Children are seen in two broad domains —
either that of the generally healthy child embedded in a family context, where
attention is focused on preventive actions, or as a sick child, or a child with a
long-term condition, who has need of specific attention from the health services.
Child health issues can be particularly sensitive and thus can provoke strong
societal reactions that may eventually shape national health policy. Public voices
can stimulate policy change, when a government is reluctant or unable to deliver
because of lack of political interest, inflexible public administrations, resource con-
straints or lack of trust in certain populations (Greer, Kosinska, & Wismar, 2017).
Civic society, in the form of informal movements or public discussions, brings
expertise, ideas and diverse perspectives to the field of health policy-making,
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particularly child health policy-making. Indeed, the effectiveness of child health
policy initiatives increases the more there is involvement of relevant actors.

The means by which the public express their dismay or support of an initia-
tive or system change can also support or hinder the process of policy develop-
ment (see also Chapter 17). In addition, public expression can also stimulate
change without appropriately informed debate as to the intended or unintended
consequences of the resulting action. In MOCHA, we investigated the vehicles
of public expression, to characterise how the public sentiment was raised and
continued.

In the research process, we were able to identify four distinct areas of public
expression: actors, actions, communication and information. Actors who were
directly involved in the process of children’s health care, such as parents and
individuals, politicians and academics, experts and stakeholders and non-
governmental organisations (NGOs), expressed opinions through actions such as
protests and strikes, campaigns, debates and petitions, social media activity or
emotional reactions. Additionally, they were often supported by philanthropic
and political initiatives. Public attention was maintained through various com-
munication channels, most commonly social media, traditional media and the
internet. Information is becoming more readily available, via official government
internet websites, social media or other channels, such as articles in the press,
documentaries and educational films, as well as publications of reports, which
help to keep the issue in the public eye. Those elements supplement each other
and therefore they cannot be analysed separately

Actors

Expression of the process of policy change or the desire for change is manifested
by certain actors, including those representing children in the proximal and dis-
tal sense (see Chapter 4). These could be individuals such as children, parents or
journalists, or organisations such as political parties or NGOs. For instance,
childhood obesity in Malta was highlighted as an issue and an object of policy
campaigning by politicians and academics in the country, and political debates
in Finland and the United Kingdom were held about the services and treatment
given to unaccompanied child asylum-seekers.

In Ireland, objections to changes in the Discretionary Medical Card (which
enables health care free of charge) were voiced by a range of actors who inspired
much public support. These actors organised a strong social media campaign
and online petition to the government and were supported by public support
foundations and NGOs. These actors aimed to reverse a decision that many felt
resulted in inequity of (lack of) provision to vulnerable children. In Romania,
the inappropriate treatment and overmedication of children in residential chil-
dren’s home was exposed by journalists as actors representing the rights and
needs of the children.

A private foundation (Paracelsus NGO) advocated ‘freedom of choice’ by
publicising an anti-vaccination rhetoric in the media in the Czech Republic,
against the mandatory vaccination policy of that country. There has also been
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much debate in Italy, where compulsory vaccination has recently been revoked
due to the influence of anti-vaccination sentiments.

Public expression can take place by the actors directly involved, or opinions
are expressed through actions, such as a strike (as was the case in Poland), or a
vigil (such as that held by parents protesting at changes to eligibility for
Discretionary Medical cards).

Actions

Actions such as public protests, strikes, campaigns, debates and petitions are
common societal reactions to issues that are perceived to affect children unjustly.
Examples of this have been reported in relation to issues pertinent to children in
Greece, Italy, Ireland Lithuania and Norway (Blair et al., 2017) among other
countries. In Croatia, there were public protests related to mandatory vaccin-
ation, disabled children’s rights and child abuse. In Poland, the nurses went on
strike in protest at poor remuneration and stressful working conditions, which
were supported by patients and nurses from health centres other than the hos-
pital where the protest initiated. The nurses’ strike was also met by protests by
groups of parents who argued that they should find another means of expressing
their discontent, as their actions risked harming children further in their eyes.

Another form of action is the creation of a petition, which is a demonstration
of the depth of support for an issue. In France, there was a public protest against
the DTP vaccination, an action that began with a petition which eventually col-
lected over one million signatures. In the Czech Republic in 2010, a group of
parents presented a petition against mandatory vaccination. A petition was also
created in the Czech Republic to express disquiet about the need to unify ser-
vices, despite the fact that concern had been previously raised about the frag-
mentation of services and the complex system. In Ireland, a petition was
organised by those objecting to the decision to build a national children’s hos-
pital in the centre of Dublin. Social media and Web-based campaigns resulted in
over 60,000 signatures.

Media campaigns are another common action that has been used to increase
public awareness about an issue. In Ireland, the issue of homelessness was discussed
nationally after being highlighted in a television programme, and within the UK,
and in Northern Ireland, child sexual exploitation was exposed in this way.

Philanthropic actions can also be seen as a form of societal reaction to
national situations. The presence of food banks in Spain is one such example as
a reaction to the hardship felt by many families. In Norway, the scandal of a
young boy who was a victim of child abuse led to members of the public leaving
flowers at the entrance to the hospital where he was treated. Emotional actions,
similarly, are often used to support and stimulate the retention of an issue in the
public psyche. In Poland, for example, support for and resistance to the nurses’
strike was maintained by stressing the emotional aspects of events that led to the
strike. This was characterised by presenting the children as innocent victims of a
‘heartless system’, ‘insensitivity of officials’, ‘nurses concerned only with money’,
and ‘political manipulation’. Politicians were also seen to use emotional pressure
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on the striking nurses, and the opposition politicians accused the government of
disinterest in the fate of nurses and their patients.

Communication

For any protest or reaction to be successful, communication is essential. The
means of this is changing, relying increasingly on social media rather than offi-
cial methods such as printed media or television. Social media, in particular, is
increasingly powerful as it functions to support campaigns. Electronic communi-
cation played a crucial role in almost all cases described by the MOCHA coun-
try agents.

Shocking events were almost always reported in the media — such as news,
newspapers, online and so on, and these provoked a national discussion. This
allowed the actors, such as parents and other stakeholders, to speak publicly
about their issues.

For example, in Croatia, a parent witnessed child abuse by an employee at the
Croatian ‘Special Hospital for Protection of Children with Neurodevelopmental
and Motor Disorders’. This was shared through social media, which caused a
scandal and resulting heavy coverage by the national media. An explanation and
disciplinary action were demanded by the public as a result. In the United
Kingdom, the news and social media were instrumental in raising concerns about
immigration and facilitating actions. Images and stories were shared regularly and
societal actions resulted. These ranged from a public march to welcome refugees,
which saw thousands congregate to support asylum-seekers and refugees in
September 2016, to petitions that oppose refugees and asylum-seekers entering the
United Kingdom.

New regulations on nutrition for young people sparked social media protests
in Poland. High school students claimed that they wanted to decide on their
own diet, resulting in a petition and discussion among young people, parents,
politicians and businesses.

Traditional media, such as newspapers, television and radio remain a key
aspect of societal reactions to policy changes. Public debates are sustained
through Web-based initiatives and traditional press. Awareness of childhood
obesity was raised in Austria through daily newspapers, televisions and other
campaigns. They often used attention-grabbing headlines such as ‘Each fifth
child is overweight’ or ‘the fight against obesity’, ‘Our children grow ever fatter’.

Information

Without information, societal reactions do not happen. What is an issue is
whether the information is reliable and truthful. Information is shared by active
actors, through various communication channels. National and local news
reports are instrumental in raising many types of concerns, and as a result, pub-
lic opinion and trends can have a significant impact on decisions about health
systems. For example, an Irish television documentary called ‘My Homeless
Family’ about the experiences of homeless families and those living in
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emergency accommodation was televised a month before a general election.
This, combined with wider debate and emerging statistics about the increase in
homelessness in Ireland, turned it into an election issue. This was also informed
by a report entitled Homeless Truths (Ombudsman for Children’s Office, 2012),
which described children’s experiences of homelessness; simultaneously, the
Ombudsman for Children also launched a series of recordings of the young peo-
ple’s interviews that were used in the study. In Latvia, educational films about
bullying in schools and cyberbullying were created from national reports and
research, to respond to increasing concerns about bullying. The goal of these
films was to provide information to empower pupils and teachers to understand
and deal with bullying, its nature and consequences. The Association of
Hungarian primary care paediatricians produced publications outlining the issue
of unclear health certificates for children attending summer camps in Hungary;
in the United Kingdom, charities and other organisations produced reports on
the challenges faced by unaccompanied asylum-seeking children and called upon
the government to do more to help them.

The childhood obesity debate in the United Kingdom, particularly in Scotland,
was fuelled by a number of reports published by the Scottish Government on the
health and economic burden of obesity in Scotland in 2015. Targets were subse-
quently set to reduce the prevalence of obesity, and a ban on advertising junk
food was extended in the country.

Environmental pollution was a topic of discussion in Italy, after a number of
press articles and the Higher Institute of Health report known as the ISTISAN
Report. The data in this report were published on the website of the Higher
Institute of Health and refer to a study commissioned by the Ministry of Health
to implement prevention strategies after increased mortality and hospitalisation
had occurred in an area where considerable amount of waste was incinerated
(Blair et al., 2017)

MOCHA Country Agent Questions about Children

In addition to independent research in MOCHA to listen to children and young
people, or to gain the views of their representatives, we also asked the country
agents to identify policies and practices in their countries that facilitated or
restricted children from giving their views or influenced health services for young
people. The country agents were not able to obtain views of children themselves,
because of ethical permissions, nor were they able to give opinions about their
country. However, they were able to provide examples and instances of where
each country was particularly child-friendly, or which countries made it more
difficult for children to participate and collaborate in their own primary care.
Within 40 sets of questions to the country agents, all of which were child-
focused in some way; 15 directly investigated children’s experiences. Subjects
that were subject to MOCHA'’s attention were migrant and refugee children,
long-term complex conditions, chronic physical and mental conditions; vulner-
able children (e.g. those in the care system); children’s corporate autonomy and
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how well this is catered for in each country; the use and regulation of health
apps and helplines; and home-based records where parents and children can
have access and input.

Equity of Provision for Young People

MOCHA country agents answered questions about equity of provision for
two particularly vulnerable groups of individuals, refugee and asylum-
seeking children and children living in out of home societal care (foster or
residential care). These child populations can be seen as representative of the
equity of provision in primary health care in their countries, more about
which is discussed in Chapter 7. The country agents were asked to provide
policy references, about whether these children received the same health care
as other children in their country and whether they received less care or par-
ticularly targeted care — which may or may not result in intended or unin-
tended consequences.

Children with Complex Care Needs in the Community

Country agents identified particular points of care for children living with com-
plex care needs. Tracer conditions chosen to represent this group of vulnerable
individuals were those on long-term ventilation, those with traumatic brain
injury and those with intractable epilepsy. In order to establish the primary
care and community support that children and families had in their countries,
country agents identified the different agencies involved in every day care, the
extent to which families and children are consulted and input into their care
plans, and the ease at which good quality and relevant support could be
obtained and sustained.

Children with Long-term Mental Health Needs in the Community

Country agents were tasked with identifying the level of support and care
children with long-term mental health needs experience in primary care and
the community. Tracer conditions of Autism and ADHD were used to
represent all children with complex needs, as the management and treatment
of these are typical of many other forms of mental health care. Issues such
as the policy around access to education support for children and families
and the extent to which they can access and input into their care were
explored by the country agents.

Social Care and Child Protection

Children who are in need of social care support, and how this links to pri-
mary care services in the community, were investigated by country agents, by
extending one of the vignettes developed to describe a child with complex
care needs, in this case, a traumatic brain injury. This allowed the country
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agents to explore the relationship between social care needs and health care
needs and how easy it is for children and families to access the correct levels
of support. Child protection is an important element of this, and we wished
to know if policy allowed easy access to services in a case of vulnerability;
the issue of child protection was also investigated in terms of children in fos-
ter care and equity (see Chapter 7).

Children with a Long-term ( Chronic) Condition

Asthma was the main tracer condition used to identify the extent to which chil-
dren can self-manage any long-term conditions. The country agents identified
areas in which children were able, or not, to manage their own medication (such
as in school), access transition from children’s services to adult services, and the
extent to which policy allows adolescents can seek advice independently and
make their own decisions about their care.

Autonomy of Choice

We asked about whether policy allowed children to independently access care,
such as in the case of reproductive health or contraception, health advice and
education or treatment — or whether the system did not facilitate this without
parental or guardian knowledge or payment. The country agents also investi-
gated whether children could override parental decisions about their health,
such as in the case of vaccinations.

Use of Apps, Websites and Helplines

Country agents explored the information that is most accessible and attractive
to children and young people, namely, that contained in apps, websites and help-
lines. The extent to which these are regulated for accuracy of advice in each
country and the types of data that are collected by the sites were investigated by
the country agents.

Home-based Recovds of Children’s Health

We asked about home-based records, the range of their use, means of extending
them to children moving into a country and the extent to which parents and
older children can contribute to the types of data they collect and whether they
can independently record data that will subsequently be used to improve and
coordinate services. For more information, see the full report by Deshpande,
Rigby, Alexander, and Blair (2018).

Summary

Listening to the views of children and young people is essential in designing and
appraising primary care systems to serve them. However, listening is not
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necessarily an easy task. Children are often necessarily represented by others,
which can be beneficial or increase their vulnerability. When the opinions of
those representing children are taken into account, care must be taken that they
represent their best interests. Research in this area is challenging, but at the
same time, vitally important.

The DIPEx findings show that although many children were satisfied with
the primary health care services for children, it is not a universally good pic-
ture. While some of the needs of the children, young people and their families
are complex and beyond the influence of an individual health professional,
other concerns are clearly within a health care professional’s ability to
improve. Careful interpretation and analysis of patients’ subjective experi-
ences highlighted what is working well in primary care services for children,
what needs to be changed and how to go about making improvements (Alma
et al., 2017).

Tips for health care professionals: try to pay sufficient attention
to your patients, and if it is a child, try to explain him or her
everything as clear as possible. If the child is older, please evalu-
ate what the child already knows and anticipate. (NL, F, child)

Similarly, the POCHA questionnaire reflects, to a great extent, the percep-
tions stated by the children in the qualitative interviews about primary care car-
ried out by the DIPEx group. What is interesting, however, is that in Poland
and Spain, there seems to be less capacity or cultural acceptance of child auton-
omy in the management of their health than in Germany, the Netherlands and
the United Kingdom (see also Chapter 17).

Indeed, recognising that children grow steadily in understanding, knowledge
and the wish to be treated as individuals is a key issue throughout all the work
reported in this chapter. It also comes to light in Chapter 10 about children with
complex needs and enduring conditions, and in Chapter 14 about E-Health. The
wider issues of the growing awareness and autonomy of the child are picked up
further in Chapter 19.

In terms of societal reactions to the health care of children, it is clear that
issues involving children are emotive and tend to readily provoke national
debates. Predominantly, public concerns identified by the MOCHA country
agents were directly or indirectly related to health care of children. Some
issues became part of public awareness for only a few weeks, such as the
national debate about contraception for adolescent girls in France, and
others remain in the public consciousness for many years — such as the
debates about compulsory vaccination in Italy or the proposed location of
the national children’s hospital in Ireland. In the MOCHA project, we have
tried to elucidate the views of children directly or via actors on their behalf as
well as aiming to establish the extent to which children’s views are considered
important in the policy environment and in the evolution of national primary
care services.
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Chapter 4

Child Centricity and Children’s Rights

Kinga Zdunek, Michael Rigby, Shalmali Deshpande and
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Abstract

The child is at the centre of all Models of Child Health Appraised research
and indeed all primary care delivery for children. Appraising models of pri-
mary care for children is incomplete without ensuring that experiences of
primary care, design, treatment, management and outcomes are optimal
for the child. However, the principle of child centricity is not implicit in
many healthcare systems and in many aspects of life, yet it is extremely
important for optimal child health service design and child health. By
exploring the changing concept of ‘childhood’, we understand better the
emergence of the current attitude towards children and their role in today’s
Europe and the evolution of child rights. Understanding child centricity,
and the role of agents acting on behalf of the child, allows us to identify
features of children’s primary care systems that uphold the rights of a child
to optimum health. This is placed against the legal commitments made by
the countries of the European Union and European Economic Area to
ensure that children’s rights are respected.

Keywords: Child centricity; child primary care; child rights; socio-cultural
context; child value; child agents

Introduction — A Challenge for Policy-makers

The child is at the centre of all Models of Child Health Appraised (MOCHA)
research. Appraising models of primary care for children is impossible without
ensuring that experiences of primary care, treatment, management and outcomes
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are optimal for the child. When designing child health systems, it is easy to focus
on the population level and on the needs of the majority adult population, but
this risks devaluing the status of the child. Children make up a quarter of the
population and are frequent users of primary care — not least for preventive ser-
vices (Blair, Rigby, & Alexander, 2017). The principle of child centricity is not
implicit in many healthcare systems and in many aspects of life, yet it is
extremely important for optimal child access and child health. This chapter
explains the objective and philosophy of child health service provision in
MOCHA. Understanding true child centricity is logically an essential prerequis-
ite to the design and provision of optimal child health services. Even certain
aspects of the MOCHA mission, in emphasising that children are the future of
society, risk a societal utilitarian approach — healthy children are seen as a
‘good thing’ as they will metamorphose into a healthy adult population, boost-
ing economic and societal strength and gain. The challenge is to make the child
the focus, from a local to international level. A child is considered important as
a member of society, as evidenced by the European Values Survey (2015) (see
Chapter 17), but this is not necessarily represented in societal structures.

The Child in a Socio-cultural Context

How can a child and childhood be considered as the prime value in a child-centric
paradigm embedded in the European socio-cultural context? History shows that
the attitudes towards the child have changed throughout the ages. These changes
are the consequence of socio-cultural shifts in the perception of the child as an
intrinsic rather than an extrinsic value. Socio-cultural contexts have altered atti-
tudes towards children and created their value in society, including towards their
health. Culture, which is understood as the results of human actions in terms of
material and ideal concepts, values and accepted ways of doing things, is objecti-
fied and accepted by collectives and transferred to other collectives and next
generations (Szczepanski, 1963) (see also Chapters 16 and 17). Culture plays a
regulatory role towards behavioural aspects in changing multicultural Europe.

The Changing Concept of a Child and the History of Rights Approaches

The concept of the child and childhood has been changing in terms of time,
place and space (Garbula & Kowalik-Olubinska, 2012). In Ancient Greece, the
child was obliged to yield to his or her father’s will. Spartan children were con-
sidered to be the property of the state, which was supposed to take care of their
physical and military development (Rosa & Matysiuk, 2013), in a system known
as agoge (Kulesza, 2003). Aristoteles identified the need to care for children’s
intellectual and physical development and health as it was common that disabled
children, or those who were born in an extramarital relationship or orphaned,
were often condemned to a life of ostracism and poverty (Rosa & Matysiuk,
2013). In Ancient Rome, the father had the right to decide about the life and
death of a child by law (Rosa & Matysiuk, 2013). A change in attitudes towards
children came in the Middle Ages. Ariés (1962) describes the Middle Ages as
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a time when a child was seen solely as a small adult; but this view contrasts
with research conducted by other medievalists (Brzezinski, 2012). The percep-
tion of a child at that period in Europe was strongly influenced by the image
of the child presented in the Christian Bible; expressed, for example, by the
privileged access of children to the kingdom of God (Brzezinski, 2012). The
child, thus, became an object of value and the family became responsible for
his or her social and moral development (Rosa & Matysiuk, 2013). Ibrahim
ibn Yaqub, in the tenth century, wrote that in Slavic countries, a soldier was
even paid his wages on the day of his child’s birth, whether it was male or
female. The Renaissance (1350—1700) saw greater appreciation of the per-
sonality of a child. Attention was given to poor children, who benefited from
public education. Additionally, the idea of Erasmian humanism ‘conceived of
education as a method for cultivating human potential and dignity to the full-
est possible extent’ (Parrish, 2013). The enlightenment of the eighteenth cen-
tury (1685—1815) attached great significance to the institutionalisation of
care directed at excluded and marginalised children. John Locke
(1632—1704) played a significant role and claimed that ‘the child has needs
and interests which should be recognised for what they are and that the child
should be reasoned with, not simply beaten or coerced into conformity with
the ruled of required behaviour’ (Archard, 2004). The French Revolution at
the end of the eighteenth century marked a point when children were first
given rights and parents were obliged to protect the child. Social develop-
ment, as well as the development of humanism and respect of the individual,
was mirrored in the ideas of the French Revolution and the attitudes of the
Christian Church claiming that the child has its own rights and lack of
respect to them was considered a sin (Jarosz, 2010). However, the industrial
era of the nineteenth century in Europe saw new challenges for children.
Children suffered high mortality and poor living and working conditions,
and they were used as sources of cheap labour (Balcerek, 1986), There was an
increased level of juvenile delinquency as the consequence of this lack of
care. Initiatives which aimed to care of the homeless and abandoned children,
debates on juvenile courts and moral education of children prompted a fun-
damental change in terms of philanthropic activities in the nineteenth and
twentieth centuries in Europe (Balcerek, 1986), which were effectively the
first steps in the development of children’s rights.

The beginning of twentieth century brought the emergence of protection and
educational initiatives directed at children. Organisations such as Save the
Children in England, Rédda Barnen in Sweden and the International Save the
Children Union (UISE) were established to protect and educate children. In
1924, the League of Nations inspired by UISE adapted the Geneva Declaration
of the Rights of the Child to protect vulnerable children and victims of the war.
We could consider it as a first step in empowering the child as an actor in soci-
ety; in effect, from this point onwards, it could be argued that this is when the
child began to be considered as a value in itself, rather than solely as parents’ or
state property. This was an important milestone in the recognition of the chil-
dren rights (see Box 4.1).
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Box 4.1. The Geneva Declaration of the Rights of the Child.

“By the present Declaration of the Rights of the Child, commonly known
as “Declaration of Geneva,” men and women of all nations, recognizing
that mankind owes to the Child the best that it has to give, declare and
accept it as their duty that, beyond and above all considerations of race,
nationality or creed:

e The child must be given the means requisite for its normal development,
both materially and spiritually;

e The child that is hungry must be fed; the child that is sick must be
nursed; the child that is backward must be helped; the delinquent child
must be reclaimed; and the orphan and the waif must be sheltered and
succoured;

e The child must be the first to receive relief in times of distress;

e The child must be put in a position to earn a livelihood, and must be
protected against every form of exploitation;

e The child must be brought up in the consciousness that its talents must
be devoted to the service of fellow men.”

(United Nations, 1924)

Further recognition of a child’s rights in the second half of the twentieth cen-
tury is evidenced by increasing legal recognition of the place of a child in society.
Table 4.1 shows the key important events, culminating in the 1989 UN
Convention on the Rights of the Child (UNICEF, 1989) which is signed by all
MOCHA countries and should inform all aspects of children’s health care to
this present day.

The Child-centric Paradigm and the Child as an Actor in Health
Care

The current recognition of child rights is evidence of the emergence of the con-
cept of the child as an active actor in society. Bronfenbrenner (1979) theorised
that development and socialisation of child are affected by linkages on micro-,
meso-, exo- and macro-levels. Bronfenbrenner’s theory requires the acceptance
of the following assumptions:

e Person is an active player, exerting influence on his/her environment.

e Environment is compelling the person to adapt to its conditions and
restrictions.

e Environment is understood to consist different size entities that are place one
inside another, of their reciprocal relationship and of micro-, meso-, exo- and
macro-systems (Bronfenbrenner, 1979; Harkonen, 2007).
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Table 4.1. Timeline of increasing awareness and respect for the rights of a child

in Europe.

1946

1948

1948

1950

1959

The United Nations International Children’s Emergency Fund
(UNICEF) and the United Nations Educational, Scientific and
Cultural Organization (UNESCO) are created

The Universal Declaration of Human Rights is created. Included in
article 25 is a statement that makes children’s rights equal whether a
child is born to married or unmarried parents

e Motherhood and childhood are entitled to special care and
assistance. All children, whether born in or out of wedlock, shall
enjoy the same social protection.

Declaration of the Rights of the Child (United Nations, 2015)
supplemented the Geneva Declaration of the Rights of the Child.
Two points were added as the consequence of the experiences of the
Second World War:

e The child must be protected beyond and above all considerations
of race, nationality or creed.

e The child must be cared for with due respect for the family as an
entity.

e The child must be given the means requisite for its normal
development, materially, morally and spiritually.

e The child that is hungry must be fed, the child that is sick must
be nursed, the child that is mentally or physically handicapped
must be helped, the maladjusted child must be re-educated, the
orphan and the waif must be sheltered and succoured.

e The child must be the first to receive relief in time of distress.

e The child must enjoy the full benefits provided by social welfare
and social security schemes, must receive a training which will
enable it at the right time to earn a livelihood and must be
protected against every form of exploitation.

e The child must be brought up in the consciousness that its talents
must be devoted to the services of its fellow men.

Child Rights International Network (2018)
European Convention on Human Rights, which in Art 5, states that
‘Spouses shall enjoy equality of rights and responsibilities of a
private law character between them, and in their relations with their
children’ (Council of Europe, 1950)

The Declaration of the Rights of the Child is produced by the
United Nations. This document stresses the importance of child
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Table 4.1. (Continued)

1961

1966

1976

health and in particular the role of the Agents of the Child in the
process of care

Principle 4. The child shall enjoy the benefits of social security. He
shall be entitled to grow and develop in health; to this end, special
care and protection shall be provided both to him and to his
mother, including adequate pre-natal and post-natal care. The child
shall have the right to adequate nutrition, housing, recreation and
medical services.

Principle 5. The child who is physically, mentally or socially
handicapped shall be given the special treatment, education and
care required by his particular condition.

Principle 6 [...]. He shall, wherever possible, grow up in the care
and under the responsibility of his parents, and, in any case, in an
atmosphere of affection and of moral and material security; a child
of tender years shall not, save in exceptional circumstances, be
separated from his mother. Society and the public authorities shall
have the duty to extend particular care to children without a family
and to those without adequate means of support. [...]

Principle 8. The child shall, in all circumstances, be among the first
to receive protection and relief.

(UNICEF, 2003)

European Social Charter ( Council of Europe). This charter gave
recognition to the care of the mother and child: the Right to social
protection for mother and child and the Right of children and
young persons to protection

(Council of Europe, 1961)

International Covenant on Civil and Political Rights. This covenant
contained:

Art. 23. Protection of the family
Art. 24. Protection of the rights of the child
(United Nations, 1976)

International Covenant on Economic, Social and Cultural Rights
Art. 10.1. Family as the natural and fundamental group unit of

society, [...] is responsible for the care and education of dependent
children [...].
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Table 4.1. (Continued)

Art. 10.3. Special measures of protection and assistance should be
taken on behalf of all children and young persons without any
discrimination for reasons of parentage or other conditions. [...]
Their employment in work harmful to their morals or health or
dangerous to life or likely to hamper their normal development
should be punishable by law.

(United Nations Human Rights: Office of the High Commissioner
(OHCHR), 1976).

1989 UN Convention on the Rights of the Child
Art. 3.

1. States Parties undertake to ensure the child such protection and
care as is necessary for his or her well-being, taking into account
the rights and duties of his or her parents, legal guardians, or
other individuals legally responsible for him or her, [...]

2. States Parties shall ensure that the institutions, services and
facilities responsible for the care or protection of children shall
conform with the standards established by competent authorities,
particularly in the areas of safety, health, in the number and
suitability of their staff, as well as competent supervision

Art. 6.

1. States Parties recognise that every child has the inherent right to life.
Art. 24

1. States Parties recognise the right of the child to the enjoyment of
the highest attainable standard of health and to facilities for the
treatment of illness and rehabilitation of health. States Parties
shall strive to ensure that no child is deprived of his or her right
of access to such healthcare services.

(United Nations, 1989)

We propose to adapt this frame into a child-centric paradigm in health
care by:

e considering the child as an active player empowered in the process of health-
care provision but also in defining health policy via the agents of the child;

e the child is embedded in particular environment which requires to adapt and
respect the common principles and values; and

e the environment will be understood as the wider context of socio-cultural,
structural, external and internal background which will interact between child
and its proximal and distant environment on different levels.
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Figure 4.1. Child-centric health policy.

This is explained in more detail in Figure 4.1.

In order to achieve truly child-centric healthcare systems, it is important not
only to consider the individual child, but also to look wider to population mea-
sures that benefit the individual. This is where child-centric health policy-making
is vital. Policy-making and implementation do not happen in isolation, but are
always embedded in a broader societal context which includes both systemic and
socio-cultural elements (see Chapter 17). Initiatives in health policy are not only
directed to the population but also driven by the population, including the needs of
children (see Chapter 17). Walt and Gilson (1994) applied a triangle framework to
describe the paradigm of policy analysis, in which the attention is not only focused
on its content, but also on the processes affecting the development and implementa-
tion of the change, the context within which policy is created and the actors
involved (Walt & Gilson, 1994). Context in our understanding refers to systemic
factors (Buse, Mays, & Walt, 2005). It can be considered through the perspective of
four factors: situational, structural, (socio)cultural and international (adapted from
Buse et al., 2005; Leichter, 1979) (see Figure 4.1). We consider it as extremely useful
to child-centric policy-making thus it formed an important part of the MOCHA
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research on appraisal of primary care systems from a child-centric perspective. Our
assumption was to consider the child as an actor in the theatre of child health policy
in European countries.

MOCHA research has identified that children are the main object (both dir-
ect and indirect) of disputes related to child health care across most European
countries in the last decade. In this context, a child as an object of a child-
centric health policy is either a well child (embedded in the family context,
broadly understood social environment context or preventive care context) or a
sick child (with a long-term illness and/or complex healthcare needs).
Heterogeneity is expressed also by the differentiation of the child health issues in
various age groups (from pre-natal period via infancy to adolescence).

The Concept of an ‘Agent’ for the Child

In most discussions on child health policy, the child is not an active participant
in discussions even though a child is the subject and often the cause of a societal
movement or change in policy; in other words, the child is a causative actor. As
such, the child is surrounded by an extensive network of representatives. These
actors are able to act and represent the interest of the child and are thus defined
as executive actors. These individuals, who may be parents, teachers, nurses,
physicians or other adults, can be considered as agents of the child in the prox-
imal or distal environment of the child. The proximal environment of the child
is defined as the micro-level, or the direct milieu of the child’s environment (such
as a parent or other family member); distal environments are defined as the
indirect surroundings, on the mezzo- and macro-level. The difference between
the distal and proximal environment of the child is expressed by the type of rela-
tionship. In the proximal perspective, the agents are capable of constructing a
direct relationship whereas the agents of the distal environment are generally
acting on the basis of indirect contact. This is illustrated by Figure 4.2.

Agents of the Proximal Environment

This group includes parents, close family members and others who have close con-
tact with the child, such as teachers, nurses and physicians. Parents are vocal in
their role as a child’s representative and, in many situations, are supported by
involved caregivers within social care and healthcare services. Parents, more often
than other agents, are considered as both causative and executive actors. For
instance, policy in Austria concentrates on helping pregnant women and new
mothers to cope with the challenges of early childhood (ages 0—6) and puts in place
guidance through the health and social care system in that country. Parents are also
central in the role of advocating for the rights of their child, in countries where there
is compulsory vaccination, parents have raised objections to the potential marginal-
isation of children who have not been vaccinated; arguments both for and against
the policy have featured parent voices very strongly (see Zdunek, Schroder-Back,
Alexander, Rigby, & Blair, in press) (see Chapters 16 and 17). Agents of the child
in the proximal environment may also include other people who closely surround
the child, such as family members, acquaintances, friends, neighbours, adults in the
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Figure 4.2. Child as the central actor in the process of shaping child health policy.

school environment as well as general practitioners or other representatives of
health care who are the ‘listeners’ and ‘observers’ institutionally empowered to act
in the name of the child. It was teachers who raised awareness of children in Greece
who, as a result of extreme austerity measures in that country, were fainting at
school because of hunger, causing a national scandal, and in Spain, schools became
part of anti-poverty measures by keeping their canteens open during the summer
holidays to ensure children would be able to eat a meal (see Zdunek et al., in press).

Agents of the Wider Environment

The distal (wider) environment is where agents of the child become more closely
entwined in national policy and population-level perspectives, while being child-
centric in outlook. Examples of such agents include healthcare professionals’
representative of the healthcare system as a whole, non-governmental organisa-
tions (NGOs) and research and media outlets. An institutional voice can take
the form of, for example, health inspectorates, professional groups, children’s
health centres, national agencies and public health institutions. For example,
paediatricians’ associations were actively involved in the public discussion on
changes to vaccination eligibility in Spain, and nursing associations in Norway
were active in the introduction of weighing and measuring children at school as
an obesity prevention policy (see Zdunek, Schroder-Béack, Blair, & Rigby, 2017).
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NGOs can be the platform for the exchange of views for health professionals,
parents and carers and other interested persons who wish to ensure the protec-
tion of child health and well-being is protected. For example, in the UK, char-
ities and organisations have strongly criticised the absence of a coordinated
response to meet the needs of unaccompanied asylum seeking children in the
country (Zdunek, Schroder-Béck, Blair, & Rigby, 2017). Representatives of gov-
ernment such as the Ministry of Health (MoH) or other national institutions can
also act as distal agents of the child. They can play the role of initiator of a pol-
icy, or be a mediator or guardian in a debate even though they are, by the defin-
ition, the ‘voice of the state’.

An important example of a distal agent of the child is that of individual
authorities, such as an ombudsman for children’s rights. The individuals and
their departments directly advocate for children’s rights, whether it is in terms of
child abuse, disabilities, unaccompanied asylum-seekers or disabled children’s
rights (for further details, see Zdunek, Schroder-Back, Blair, & Rigby, 2017).

A crucial role is also played by research centres and the mass media as
sources of information and means of dissemination about certain phenomena.
The media, in particular, can play a dual role, in terms of identifying and dis-
closing information about an issue; they are powerful instruments in public dis-
cussion. It was investigative journalism in Romania that exposed a potential
scandal in children’s residential home, where 12 out of 28 children aged between
six and 16 had been administered narcoleptic medication for behavioural disor-
ders, despite the fact that the facility was not a special needs centre, but housed
children at risk, or abandoned children (mostly because of family poverty) (Blair
et al., 2017). Public outcry led to an investigation that found, in this case, that
the medication had been medically prescribed.

Children’s Rights to Health

Meanwhile, society can discharge a focus and responsibility for children by
acknowledging the need to frame what the child can expect from society as dec-
laration of rights. These are intended both to define the child’s interests and to
discharge society’s duty of care as distal agent. The study of how to collate
aspects of children’s rights into meaningful service provision-related statements
has been led by Michael Rigby and Shalmali Deshpande, linking also to other
work such as the World Health Organization’s initiatives.

Core Concepts of Children’s Right to Health

Recognition of Children’s Rights is an important enablement and policy tool
which seeks to give authenticity and impact to child centricity. Given that the
child, as a legal minor, cannot advocate for themselves, and not every parent or
service provider can be guaranteed to act optimally, giving legal underpinning
to the rights of children gives a clear framework, and a yardstick against which
failures can be judged, and redress applied where appropriate. It is an approach
strongly supported at the highest level by the European Commission, through
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the Fundamental Rights Agency (2018) (which covers all ages) and by the
Rights of the Child unit within DG Justice and Fundamental Rights (2018).

However, within this commitment to children’s rights, health is a complex
paradox. Firstly, there is the definitional problem. An oft cited key principle is
the Right of the Child to Health, as enshrined in the United Nations
Declaration on the Rights of the Child (United Nations OHCHR, 1959).
However, the wording is aspirational and laudable, but lacks any meaningful
definition, as being:

States Parties recognize the right of the child to the enjoyment of
the highest attainable standard of health and to facilities for the
treatment of illness and rehabilitation of health.

There are no measurable benchmarks or definitions within that aim.
Secondly, the provision of health services is a national competence under EU
law, and so each country has its own approach to healthcare provision — dee-
pening the measurement challenge as shown throughout the MOCHA project.

As for Health itself, that too is challenging to measure. The Constitution of
the World Health Organization (World Health Organization, 1946) provides the
authoritative definition, as being:

Health is a state of complete physical, mental and social well-
being and not merely the absence of disease or infirmity.

Clearly, to measure that for children through the life course is a daunting chal-
lenge. Though recognising that there are some contributors such as the Health
Behaviour of School-aged Children (2018), these are not widespread or detailed
enough to provide a systematic monitoring of fulfilment of the Right to Health.

The further challenge to the MOCHA project is that the project focus is on
primary care for children. As shown throughout the report, primary care is
delivered in different ways in different countries and by different people. There
are also many reasons for providing health care — for preventive services, for
diagnosis and treatment of a health problem at an early stage and for respond-
ing to health emergencies. The Right to Health should apply to all these circum-
stances, within any country’s healthcare system, and regardless of individual
circumstance. All countries will claim to provide such services universally to
their citizens and usually to their residents, but in practice, there may be vari-
ation in provision or in accessibility according to locality or socio-demographic,
cultural or ethnic factors, as discussed in Chapter 5. One specific aspect to this
complexity concerns primary care provision for migrant and refugee children,
and a focussed investigation within MOCHA addressed and researched this in
detail and highlighted problematic areas (Hjern & Ostergaard, 2017). However,
important though rights and equity are for migrant and refugee children, this
does not assist with the problem of assessing achievement of the Right to Health
for resident children.
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Appraisal of the Right to Health

The conclusion of the MOCHA team is that a more meaningful expression of the
Right of the Child to Health, not least within primary care, is needed, giving prac-
tical operational instantiation to the high-level right. The World Health Organization
Regional Office for Europe has previously started an initiative to enable countries to
assess whether children are receiving the health care thought appropriate, based on
the broad concepts in the United Nations Convention on the Rights of the Child
turned into provision-based aspects. A toolkit has been produced with tools aimed at
6 — 11-year-old children, 12—18-year-old children and separately for management,
health professionals and parents and carers (World Health Organization, 2015).
These tools assess whether in the respondent’s view good practice is being followed
in order to facilitate the child’s right to health through good primary care, but the
questions themselves are only indirectly derived from Rights statements. This initia-
tive builds on a successful initiative looking at Children’s Rights in Hospitals and a
related toolkit, but so far, the primary care toolkit has only been piloted in two coun-
tries in Europe (Guerreiro, Kuttumuratova, Babamuradova, Atajanova, & Weber,
2015). As presented, it is a local use initiative, and there is no infrastructure for com-
parison between states.

The MOCHA project has looked at assembling a more comprehensive group-
ing of all children’s documented rights relating to health and in accord with
enabling and achieving the core Right to Health. There are several relevant
treaties or consensus statements which have one or more items relevant to affect-
ing the Child’s Right to Health. All the sources selected are legally binding treat-
ies or potentially robust European policy statements which can be analysed as
supporting aspects of children’s primary healthcare delivery. There is recognised
to be a hierarchy of conventions, treaties and agreements. Those which are
legally binding international conventions are the strongest in that countries agree
at governmental level to ratify them as a nation, after which they are bound to
uphold them. Second, within the European Union, Commission Directives are
the strongest form of instrument and are arrived at after due process of discus-
sion and agreement and are legally binding on Member States. A third and
lower level of impact can be achieved when Ministers of Health meet on a spe-
cial topic and mutually agree principles. These are not legally binding, but usu-
ally are based on sound evidence plus mutual solidarity and can provide useful
benchmarks and levers for ensuring that countries keep to agreed principles.
These latter types of agreement can be reached globally, or within global regions
such as Europe.

Based on this hierarchy, the MOCHA project has identified four instruments
which when linked together can give more detailed expression of the Rights of
the Child to Health within primary care. These are as follows:

e International conventions — there are two which are relevant:
(1) Universal Declaration of Human Rights (United Nations, 1949); and
(2) United Nations Convention on the Rights of the Child (United Nations,
1924)
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e EU directives — none were identified pertaining to children’s primary
health care;

o Ministerial convention declarations — at global level Declaration of Alma-Ata,
International Conference on Primary Health Care, 1978 (World Health
Organization, 1978); and

e Ministerial convention declarations — at European level Tallinn Charter:
Heath Systems for Health and Wealth 2008 (World Health Organization
Regional Office for Europe, 2008).

Based in decomposition of the child and primary care relevant content of
these four agreements, and reassembly in a systematic and integrated manner,
the project has synthesised 12 suggested Rights of Children to Primary Health
Care, with supporting enabling statements. These are shown in Table 4.2 and
are based in statements in the four source documents.

The project has also commenced a process of assembling underpinning
evidence from scientific literature to support the approaches, but within the
terms of reference and resources of the MOCHA project, it has not been
possible to fully complete this work. A hypertext linked presentation has
also been developed, enabling automated linkage from any listed Right
to the underpinning authorising text and where compiled the related
literature.

From this assemblage of the Rights of the Child to Primary Care, it will be
possible to assemble means for monitoring policy and provision to achieve these
rights. This should enhance the approach already commenced by the WHO
European Regional Office.

More work remains to be done on defining and monitoring a Child’s Right
to Primary Health Care, but this fundamental concept underpins the concept of
child centricity and the Right to Health. There is need and opportunity to
develop fully and obtain high-level agreement to these rights statements trans-
lated into practical service guidelines and to further developing monitoring tools,
including child-friendly ones.

Summary

This section of study has traced the change in the perception of the child
within society, from being a chattel of the father to being a person who
should be nurtured, then from being an economic agent to being a develop-
ing person whose value to society will be achieved as a peak of optimal
adulthood. Along this route, society has changed its views of the role of
children and the duty of care from one of paternal protectionism to one of
defining and actively supporting the child’s rights. And during that journey,
the role of the health sector has moved from one of paternalistic protection,
to one of protecting rights to protection and self-determination as an emer-
gent citizen. Child centricity is simultaneously a recognition of the individ-
ual child’s importance in terms of rights and as a user of services and also



Table 4.2. Rights of children to primary health care.

Child Primary Care Rights Statement

1. All children in Europe have the Right
to the Highest Attainable Standard of
Health and Health Care, based on
Primary Health Care

2. All children in Europe have the Right
to Timely Access to Appropriate
Primary Health Care without
discrimination of any nature

1.1

1.2

1.3

2.1

2.2

23

24

2.5

Enabling Service Policy Statements (and Underpinning Source)

All children have the right to the enjoyment of the highest attainable
standard of physical and mental health
UNCRC Art. 24

Primary Health Care is the basis and foundation for preventive and
therapeutic health care
AA Art. VI; UNCRC Art. 24

All children have the right to access appropriate facilities for the treatment of
illness and rehabilitation of health
AA Art. V

Primary health care services for children should be appropriate, particularly
with regard to their age
UNCRC Art. 2 & Art. 24

Such provision should adhere to the principles of Availability, Accessibility,
Affordability and Acceptability of services
UDHR Art. 21.2; UNCRC Art. 2 & Art. 24

Such services should be culturally and linguistically appropriate
UNCRC Art. 2

Children are not the creators of their circumstances; services should be
equally available to all children within a country, regardless of location,
family circumstances, creed, ethnicity or civil status

UDHR Art. 21.2; UNCRC Art. 2 & Art. 22.1

Primary Health Care services, and the need for supporting and related

services, should be the subject of specific plans, constructed with input from

stakeholder representation including children and resourced appropriately
AA Art. VI & Art. VIII; TC Sec. 13
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Table 4.2. (Continued)

3.

All children in Europe have the Right
to Privacy and Confidentiality in all
aspects of seeking or enjoying primary
health care service

. All children in Europe have the Right

to a Child-centric Focus in all aspects of
primary health care provision.

. All children in Europe have the Right

for their Parents or Primary Caregivers
to Receive Appropriate Education and
advice to improve the child’s health
and health behaviours.

. All children in Europe, or parents

acting as agents of younger children,
have the Right to Choice of Primary
Health Care Provider

3.1

32

4.1

4.2

5.1

5.2

5.3

6.1

Consultation should be in private
UDHR Art. 12; UNCRC Art. 16; TC Sec. 13

The fact of seeking or receiving a consultation, or any form of follow-up,
should itself be confidential
UDHR Art. 12; UNCRC Art. 16; TC Sec. 13

Planning and provision of services for children should be focussed first and
foremost on the child’s (or group of children’s) needs
UNCRC Art. 3; TC Sec. 13

In the making of decisions about a treatment, or service provision, the
interest of the child or children should be foremost, including their safety
UNCRC Art. 3 & Art. 12

Information regarding children’s health and health behaviours should be
available to parents and caregivers, in accessible form
UNCRC Art. 18 & Art. 24; AA Art. VII

Parents and caregivers should be advised of the availability of appropriate
information and how to access it
UNCRC Art. 18 & Art. 24, AA Art. VII

As appropriate, accessible child health-related education including health
literacy should be available to parents and caregivers
UNCRC Art. 23 & Art. 24; AA Art. VII

Choice of provider is important in engendering trust, as well as ensuring
appropriateness
AA Art. VII; TC Sec. 6 & Sec. 10
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7. All children in Europe have the Right
to Confidentiality and Control of their
Primary Health Data

8. All children in Europe have the Right
to be Informed about and Participate in
their Primary Health Care processes

6.2

6.3

7.1

7.2

7.3

8.1

8.2

8.3

Older children may wish to choose a provider other than the one selected by
their parents, in order to ensure confidentiality and empathy
UNCRC Art. 24; AA Art. VII; TC Sec. 6 & Sec. 10

Ability to access specific types of primary care provision is important to
maintaining the mental, reproductive and physical health of older children
AA Art. VII; TC Sec. 6 & Sec. 10

Primary health records, and health data, should always be subject to clinical
confidentiality.
TC Sec. 13

Children, or parents acting on their behalf, should be advised when external
parties have accessed their record — including hacking
UNCRC Art. 16

Children who are old enough to understand, and parents acting on behalf of
younger children, should have access to their health record and data in line
with policy and good practice

UNCRC Art. 12; TC Sec. 13

Appropriate to their age and maturity, children have the right to be informed
about their health and related health care issues
UNCRC Art. 12; AA Art. VII

The views and perceptions of the child should be sought and taken into
account in health care delivery decision-making
UNCRC Art. 12; AA Art. VII

To the greatest extent possible, children should be co-producers and co-
managers of their own health and health care
UNCRC Art. 12; AA Art. VII
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Table 4.2. (Continued)

9. Where a longer-term condition
necessitates care at home linked to
primary care, all children in Europe
and their informal care team have the
Right to Coordinated and Appropriate
Care

10. When a child’s health condition
necessitates hospital admission, all
children in Europe have the Right to a
Planned, Prepared and Timely
Hospital Discharge linked to Primary
Care support

9.1 The need for ongoing health (and as appropriate related social or other) care
should be communicated and documented
UNCRC Art. 12; AA Art. 12

9.2 Where necessary, a care coordinator should be designated
UNCRC Art. 12; AA Art. VII

9.3 The overall plan, pathway and objectives of care should be agreed by all
parties — child, family carers and professionals
UNCRC Art. 12; AA Art. VII

9.4 Appropriate respite care, for the benefit of the child and informal carers,
should be a part of the plan for children with long-term conditions or where
necessitated by carers’ needs

UNCRC Art. 12; AA Art. VII; TC Sec. 6 & Sec. 10

10.1 Discharge planning should commence at the time of admission (whether
emergency or planned)
UNCRC Art. 24; AA Art. VII; TC Sec. 10

10.2 Primary health care services, and community or specialised health and care
support as needed, should be involved in planning and informed of the final
plan, arrangements and date of discharge

UNCRC Art. 24; AA Art. VII; TC Sec. 10

10.3 The needs and views of the child, and of family and other informal carers,
should be acknowledged, documented and accommodated as far as possible
UNCRC Art. 12; AA Art. VII; TC Sec. 6 & Sec. 10
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12.

Older children in Europe with a long-
term health condition have the Right
to a Planned Transition to Appropriate
Adult Services, linking specialist and
primary care services

All children in Europe have the Right
to Quality and Equity of Primary
Health Care Services (and related
services) through Good Governance
to enable fulfilment of their Rights

11.2

11.3

114

12.1

12.2

12.3

Transition planning should be initiated by the lead specialist, linking with
adult service partners and with primary care
UNCRC Art. 23; TC Sec. 10

The child should be fully involved in preparation of the transition plan and
should be considered a co-designer
UNCRC Art. 12 & Art. 23; TC Sec. 10

Depending on the condition, and on local services, the transition may be
before or after the 18th birthday
UNCRC Art. 23; TC Sec. 6 & Sec. 10

Where children’s primary care is provided by dedicated community
paediatricians, the double transition of primary and specialist care to adult
services should be planned carefully

UNCRC Art. 23; TC Sec. 10

There should be defined standards for aspects of service structure (including
professional skills), access and delivery
UNCRC Art. 3

All personnel treating children in primary care should be appropriately
trained for their role with children
UNCRC Art. 3; AA Art. VII

There should be open and transparent governance and quality assurance
processes, ensuring efficacy and safety of services
UNCRC Art. 3; AA Art. VI; TC Sec. 6
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as an agent of societal change. Using the example of children as actors in
the creation of child health policy, we have looked at how and to what
extent child centricity has been developed in Europe. The extent to which a
system has the capacity to be child-centric is an important factor in the
appraisal of primary care systems.
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Chapter 5

Equity

Mitch Blair and Denise Alexander

Abstract

Equity is an issue that pervades all aspects of primary care provision for
children and as such is a recurring theme in the Models of Child Health
Appraised project. All European Union member states agree to address
inequalities in health outcomes and include policies to address the gradient
of health across society and target particularly vulnerable population
groups. The project sought to understand the contribution of primary care
services to reducing inequity in health outcomes for children. We focused
on some key features of inequity as they affect children, such as the import-
ance of good health services in early childhood, and the effects of inequity
on children, such as the higher health needs of underprivileged groups, but
their generally lower access to health services. This indicates that health ser-
vices have an important role in buffering the effects of social determinants
of health by providing effective treatment that can improve the health and
quality of life for children with chronic disorders. We identified common
risk factors for inequity, such as gender, family situation, socio-economic
status (SES), migrant or minority status and regional differences in health-
care provision, and attempted to measure inequity of service provision. We
did this by analysing routine data of universal primary care procedures,
such as vaccination, age at diagnosis of autism or emergency hospital
admission for conditions that can be generally treated in primary care,
against variables of inequity, such as indicators of SES, migrant/ethnicity
or urban/rural residency. In addition, we focused on the experiences of
child population groups particularly at risk of inequity of primary care pro-
vision: migrant children and children in the state care system.

Keywords: Equity; child health services; primary care; measurement;
children in care; migrants
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Introduction

Equity is an issue that pervades all aspects of primary care provision for children
and as such is a recurring theme in the Models of Child Health Appraised
(MOCHA) project. As outlined in Chapter 1, primary care itself is intended to
provide and equitable and accessible service to everyone (see Chapter 1). This
chapter outlines the work done in MOCHA specifically on equity.

All European Union (EU) member states have agreed to address inequalities
in health outcomes (European Parliament, 2011). This requires policies which
include both actions to address the gradient in health across the whole of society
and actions which are specifically targeted to those children who face an
increased risk due to multiple disadvantage such as Roma children, some
migrant or ethnic minority children, children with special needs or disabilities,
children in alternative care and street children, children of imprisoned parents as
well as children within households at particular risk of poverty, such as single
parent or large families. Some of the MOCHA Country Agents explained how
specific countries are addressing equity issues. For example, the Greek Country
Agent claimed that even at the level of a social worker directly interacting with
a young person, there is a culture of trying to ‘reduce inequalities’ for the chil-
dren. This equity goal is emphasised not just in strategy planning but is enforced
at multiple stakeholder levels. France and Spain reference the social inclusion of
vulnerable children as a key focus of their equity goals. Denmark, meanwhile,
highlights the ‘aim of increasing education and employment rates’ for vulnerable
children. One interpretation that may be deduced from these inclusions in
national strategy is that in these countries, a more holistic attitude towards child
health strategy seems to be suggested with greater equity explicitly recognised as
a pillar of improved child and adolescent health. The UN Convention on the
Rights of the Child (UNCRC) (United Nations, 1989) has been ratified by all
members of the United Nations (193 countries), except for the United States.
States party to the UNCRC must ensure that its provisions and principles are
fully reflected and given legal effect in relevant domestic legislation. One of the
general principles of the convention is non-discrimination which is outlined in
the second paragraph, all children have the same rights irrespective of social or
legal status. Thus, equitable health care is not negotiable for children, it is some-
thing that is a duty for countries that have signed this convention.

Defining the Terms

Health differences between economically privileged and underprivileged popula-
tion groups were initially labelled as ‘inequalities’ (Black, 1980). Since the mid-
1980s, however, the term ‘inequity’ has been used for the presence of ‘systematic
and potentially remediable differences among population groups defined
socially, economically, or geographically’ (Starfield, 2011) and will be used in
this sense throughout this chapter. Equity in health implies that ideally everyone
could attain their full health potential and that no one should be disadvantaged
from achieving this potential because of their social position or other socially
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determined circumstance (Moore, McDonald, Carlon, & O’Rourke, 2015;
Whitehead & Dahlgren, 2006). In other words, no child should be left behind.

Inequity in access to health care can be horizontal or vertical. Horizontal
inequity refers to the situation when people with the same needs do not have
equal access to the necessary healthcare resources. Vertical inequity exists when
people with greater healthcare needs are not provided with resources adequate
for their need (Starfield, Gervas, & Mangin, 2012). Horizontal inequity disad-
vantages particular social or ethnic groups, the poor who cannot afford access
(including time poverty as a barrier) or those with a weaker or very dispersed
pattern of service; there are also examples of gender-based inequity. Vertical
inequity involves a false equity of providing the same time and access resource
to all, thus depriving those with greater needs of the additional service intensity
necessary to meet their greater need. This is precisely what proportionate univer-
salism aims to achieve (Carey, Crammond, & De Leeuw, 2015; Marmot, 2010).
Primary child health services need to be appraised against the degree to which
they adopt this approach.

A large body of research shows that inequities in health related to social pos-
ition in the population are present in a wide range of health outcomes and indi-
cators throughout the life course, already commencing in the intrauterine
period. Neighbourhood deprivation, parental lower parental income/wealth,
child poverty, income inequality, educational attainment and occupational social
class, higher parental job strain, parental unemployment, lack of housing tenure
and household material deprivation have been identified as some of the key
social factors that explain these inequities in child health and developmental out-
comes (Pillas et al., 2014).

There are major differences in both the levels of child poverty in Europe
(which tend to follow the general wealth [GDP] of a country) and the degree of
income inequality (as measured by the Gini index) (see also Chapter 9). For
example, the levels of child poverty in Iceland and Hungary are 13% and 35.7%,
respectively, whereas UK and Romania remain among the worst countries in
terms of income inequality compared to Czech Republic and Denmark
(Eurostat, 2015). Income inequality has particularly detrimental effects on the
many dimensions of child well-being and health (Pickett & Wilkinson, 2007).

The Importance of Early Childhood

The period of early childhood, defined as the period between prenatal develop-
ment to eight years of age, is increasingly recognised as the most crucial period
during the life course and the period that is the most highly sensitive to external
influences (Britto et al., 2017). During early childhood, the foundations are laid
for every individual’s physical and mental capacities that influence their subse-
quent growth, health and development throughout the life course. In certain
aspects of child health and development, the potential adverse effects of social
and biological influences, such as suboptimal infant brain growth, are likely to
be irreversible (World Health Organization Early Childhood Knowledge
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Network, 2007). Hence, intervening to improve early childhood health and
developmental outcomes is increasingly being suggested as a priority, as poten-
tial interventions are expected to have a stronger impact on an individual’s life
course health and development while also achieving higher returns than later
interventions (Moore et al., 2015). In recognition of the importance of early
childhood, the World Health Organization (WHO) Commission on Social
Determinants of Health in their final report Closing the Gap in a Generation
(World Health Organization, 2008) suggested that ‘equity from the start’ should
be an essential component of any attempt to improve health outcomes overall
and, in particular, to address health inequalities.

In consequence, the quality of health services is particularly important in
early childhood, so that the negative effects of poor health on the developing
body and mind can be minimised. The Commission recognises that:

Preventing the transmission of disadvantage across generations is
a crucial investment in Europe’s future, as well as a direct contri-
bution to the Europe 2020 Strategy for smart, sustainable and
inclusive growth, with long terms benefits for children, the econ-
omy and society as a whole. (European Commission, 2013)

Effects of Health Inequalities on Child Health

Children in lower social strata, however, have not only more illnesses, but
also more severe illnesses (Starfield et al., 2012). Obesity and thinness
(Pearce, Rougeaux, & Law, 2015; Ruiz et al., 2016) and adolescent mental
health disorders including depression are all commoner in socially disadvan-
taged and single parent families (Klanscek, Ziberna, KoroSec, Zurc, &
Albreht, 2014; Varga, Piko, & Fitzpatrick, 2014; Wirback, Méller, Larsson,
Galanti, & Engstrom, 2014). French adolescents who are socially disadvan-
taged are at risk or multi-morbidities such as substance misuse, suicide, ten-
dency to violence, decreased school performance and obesity (Chau,
Baumann, & Chau, 2013). Unemployment of parents leads to much greater
risk of small for gestational age infants in Finland (Réisdnen, Kramer,
Gissler, Saari, & Heinonen, 2014). Dental health is extremely sensitive to
social inequalities both at individual and at intercountry level (Tchicaya &
Lorentz, 2014). Parental education has been associated with asthma inequal-
ity in ten European cohort studies, in other words, the offspring of mothers
with a low level of education have an increased relative and absolute risk of
asthma compared to offspring of high educated mothers (Lewis et al., 2017)
and low socio-economic status (SES) parents more likely to give birth to
Small for Gestational Age and Premature babies (Ruiz et al., 2015).

It follows that needs for health care are greater in children in socially dis-
advantaged families. This indicates that health services have an important
role to buffer the effects of the social determinants of health by providing
effective treatment that can improve the health and quality of life for
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children with chronic disorders. Unfortunately, underprivileged groups, des-
pite their higher needs, are often shown to have less access to care than the
more privileged, given rise to the concept of ‘the inverse care law’ first
described by Hart (1973) and explored further by Black (1980).

Primary Care and Its Contribution to Addressing
Health Inequity

Although inequities in health are primarily caused by social determinants, the
health services have an important role in buffering the effects of adverse social
determinants. Consequently, the quality of primary care health services is par-
ticularly important in early childhood when the negative effects of poor health
on the developing body and mind can be minimised.

Primary care systems operate in a wider socio-economic context and the
quality of primary care is determined not only by the general wealth in the
country and the amount of funding allocated specifically for primary care
compared to high-tech hospital medicine but also to key aspects such as the
caseloads of doctors and nurses or the availability of equipment or medi-
cines, access and continuity of care (see Chapter 9). This ecosystem and the
interrelationships are reflected in the working MOCHA Working Model
(Chapter 2).

In a similar vein, Maeseneer, Willems, De Sutter, Van de Geucchte, and
Billings (2007) describe a number of features at the macro (public policy)-,
meso (community)- and micro (individual patient and health system and pro-
vider)-levels which can influence the effectiveness of the primary care system
in addressing inequity. At the micro-level, utilisation of a service is deter-
mined by the individual’s risk of a health issue (socially patterned) which in
turn is recognised as a perceived need by that individual. That perception will
be influenced by their health beliefs, predisposing factors (e.g. pain threshold
or symptom severity or response to medication) and contextual factors
(e.g. family concern or inability to work). Utilisation of a service requires
that individual to express the need which itself may be influenced by financial
resources, insurance, logistics attitude and so on. Similarly, utilisation will be
influenced on the healthcare provider side by knowledge skills and attitude
towards the individual including socio-cultural, socio-economic or socio-
demographic factors and similar features of the healthcare system in terms of
administrative or physical access (Maeseneer et al., 2007). Healthcare utilisa-
tion was the focus of the scientists working on equity in the MOCHA group.
We also looked for known risk factors of inequity and healthcare utilisation,
to establish if these were reflected in the research.

Healthcare Utilisation and Equity for Child Health

We found that diverse indicators of healthcare utilisation were employed in the
literature, including use of telephone services, visits to general practitioner (GP),
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use of mental health services, use of emergency health services, use of school
health services, drug prescription patterns, missing school and hospital admis-
sion in children with asthma and physician visits in children with recurrent
abdominal pain. The studies we found covered all ages of children. However,
only four studies adjusted the analysis of healthcare utilisation to an indicator of
healthcare need; these included the perceived health status in the use of primary
care physicians in Spain (Berra et al., 2006), physical and mental health in
Catalonia (Palacio-Vieira et al., 2013), morbidity load in Aragon, Spain
(Calderon-Larrafiaga et al., 2011), and a measure of mental health (SDQ) in use
of somatic and mental health services in Germany (Wolfle et al., 2014).

Common Risk Factors for Inequity.

We searched for known risk factors of inequity, to see if research had focused
on these in relation to healthcare utilisation. The risk factors identified were gen-
der, family situation, SES, migrant or minority status and regional differences.

Gender

Of the research identified, there was no conclusive gender influence on inequity,
although 12 of the identified studies had reported patterns of healthcare use by
gender. In northern Norway, Turi, Bals, Skre, and Kvernmo (2009) reported a
much higher use of school health services and also a higher use of GPs among
15—16-year-old girls compared to boys, a pattern that was shown also in use of
general practice in 5—14-year-olds in Catalonia, Spain, by Berra et al. (2006)
and by Ivert, Torstensson-Levander, and Merlo (2013) for use of mental health
care in teenagers in the south of Sweden. In contrast, 11—18-year-old boys and
girls were found to have quite similar use of general practice in Greece
(Giannakopoulos, Tzavara, Dimitrakaki, Ravens-Sieberer, & Tountas, 2010)
and of GP and primary care paediatrician in 0—17-year-old children in
Germany (Rattay et al., 2014).

Family Situation
Ivert et al. (2013) reported a twofold increase in use of mental health care in
children in single parent households in two studies in southern Sweden, but
otherwise, family situation was not reported in relation to healthcare use in the
reviewed studies.

Socio-economic Status

Many different indicators of SES were used in the studies identified. These
included: parental education, income, parental occupation and the socio-
economic composition of the neighbourhood often expressed as deprivation
quintiles/quartiles. SES patterns differed considerably between countries.
We found that in some countries (research from Greece, Norway and Germany),
there was higher use of primary care (general practice) in families with high SES
compared to families with low SES. Although in the German research, it was
found that families of higher SES used the primary care paediatrician services
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and those from the lower SES group used GP services (Rattay et al., 2014),
while Wolfle et al. (2014) described a higher use of somatic health care, but a
lower use of mental health care in families of low SES compared to families
with a higher SES, after adjusting the analysis for a mental health measure
(SDQ). Two Spanish studies (Berra et al., 2006; Palacio-Vieira et al., 2013)
reported generally equitable healthcare utilisation by children aged 5—14 years
and 8—18 years, after adjusting for indicators of healthcare needs. In southern
Sweden, Mangrio, Hansen, Lindstrom, Kohler, and Rosvall (2011) described a
higher use of general practice in preschool children from families with low SES,
compared to those with high SES and Ivert et al. (2013) found a similar pattern
in adolescent use of mental health care. In Scotland (UK), Wilson, Hogg,
Henderson, and Wilson (2013) reported that families used GP services as a
source of information for their children similarly despite their SES background.

In the United Kingdom, telephone advice is provided by the health service
(see Chapter 14). Patterns of use for the advice service were reported by two
studies. Cooper et al. (2005) found that families from less deprived areas used
this service more often in the age group 5—14 years, while the use of the service
was more equitable during the preschool years. These findings were followed up
by Cook, Randhawa, Large, Guppy, and Chater (2012), who found that depriv-
ation patterns differed by the gender of the child. More deprived families of girls
used this service more often, but for boys, the more deprived families used the
services less.

In the only study identified of children diagnosed with asthma, Austin,
Selvaraj, Godden, and Russell (2005) found that children from more deprived
neighbourhoods in Scotland (UK) were more often admitted to hospital and
missed school because of their asthma condition compared with children from
less deprived areas.

Migrants/Minorities
A range of categorisations were used to identify minority and migrant children
in the identified research chapters. One such categorisation was that of foreign-
born children compared to foreign-born parents. Fadnes, Moen, and Diaz
(2016) reported that children who were foreign-born used less primary and emer-
gency hospital care, while the opposite was true for children born in Norway to
foreign-born parents. In Spain, children with foreign-born parents in the region
of Aragon were found to visit primary care less often (Gimeno-Feliu, Armesto-
Gomez, Macipe-Costa, & Magallon-Botaya, 2009) and be prescribed drugs less
often (Gimeno-Feliu et al., 2009), compared to children with Spanish-born par-
ents. In a register study by Calderon-Larrafiaga et al. (2011) from the same
region, adjustment for a morbidity indicator normalised this association, sug-
gesting that the earlier finding could be explained by better health in the migrant
children.

Ivert et al. (2013) described the barriers to using mental healthcare services
by adolescents with foreign-born parents in Stockholm (Sweden), and a further
study (2013) in southern Sweden found this to be particularly pertinent for
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children with foreign-born parents who originated from low- and middle-income
countries, but not for those with parents originating from other high-income
countries. We found only one study on undocumented children, which was
based in Germany. Wenner, Razum, Schenk, Ellert, and Bozorgmehr (2016)
found that migrant children without residency used emergency health services
more than twice as frequently compared to children in migrant families who had
been granted residency.

Regional Differences

Two German studies describe the difference in healthcare utilisation between the
former East and West Germany. Children in the former East Germany used
more healthcare services, in particular family physicians in primary care, while
children in the former West Germany were more likely to visit a primary care
paediatrician (Hintzpeter et al., 2015; Rattay et al., 2014). According to Rattay
et al. (2014), this pattern has been consistent between 2003—2006 and
2009-2012.

Quality Indicators of Primary and Evidence of Inequity

We investigated five indicators representing the quality of primary care for chil-
dren, as defined in administrative data from healthcare services (see Chapter 6)
in relation to equity of provision. In line with the agenda of the World Health
Organization’s Social Determinants of Health (World Health Organization,
2008), we prioritised indicators of preventive health care and early childhood.

Preventive Care

e Percentage of population vaccinated before two years of age with at least one
shot of measles-containing vaccine (MCV): reports of recent measles out-
breaks in Europe (Muscat, 2011) showed that marginalised populations with
poor access to health care, such as the Roma and traveller populations, have
been particularly susceptible to measles. This underlines the importance of
equitable access to preventive health care.

e Age at operation for cryptorchidism (in those operated 0—17 years of age):
(1) percentage operated before 12 months of age and (2) percentage operated
before three years of age.

e Age at first diagnosis of autism spectrum disorder in native-born children
according to diagnosis in specialised/hospital care.

Curative care.

e Yearly incidence of (1) hospital admissions and (2) emergency room care with
a diagnosis of viral or unspecific gastroenteritis in native-born 1—5-year-olds.
Viral gastroenteritis is a tracer condition for care of acute conditions in pri-
mary care. Viral gastroenteritis is a common acute disorder in preschool chil-
dren, particularly because pre-schools and other day care centres are a
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common setting for transmission of these viruses (Ethelberg et al., 2006). Day
care attendance tends to vary little by SES in northern Europe (Hjern,
Haglund, Rasmussen, & Rosen, 2000), as a result, major differences in inci-
dence of viral gastroenteritis by SES seem unlikely (Olesen et al., 2005).

e Yearly incidence of (1) hospital admissions and (2) emergency room care with an
asthma diagnosis in 6—15-year-olds. Hospital admission for asthma in school-
children is a tracer condition for primary care quality of chronic disorders.

(Hjern, Arat, & Klofvermark, 2017).

We searched for data that included at least one link to an indicator of SES,
migrant/ethnicity or urban/rural residency. Data were required to be nationally
representative, but data on regional populations were accepted when national
data were unavailable. Only eight countries were able to provide such data and
none for all of the desired indicators: Austria, Denmark, Finland, Iceland,

Ireland, Spain, Sweden and the United Kingdom (England) (see also Chapter 6;

Hjern et al., 2017)

e Austria: hospital admissions asthma, cryptorchidism and age at diagnosis of

autism;

Denmark: MMR vaccinations, cryptorchidism, asthma and gastroenteritis;

Finland: vaccination data, cryptorchidism, asthma and gastroenteritis;

Iceland: vaccinations via electronic health records (see Chapter 14);

Ireland: MMRI1, hospital admissions, cryptorchidism, asthma and

gastroenteritis;

Spain: vaccinations;

e Sweden: DPT and MMRI1 vaccinations, cryptorchidism, asthma, gastroenter-
itis and age at first diagnosis of autism; and

e United Kingdom (England): MMRI1 vaccinations, hospital admissions crypt-
orchidism, asthma and gastroenteritis.

Findings

Vaccinations

Finland, Iceland and Denmark (random sample only) were able to provide indi-
vidual data from comprehensive national registers. Complete national data were
available with area-based linkage from Ireland. Individually linked regional
total population data were available from Sweden and regional small area-based
population data from Spain (Catalonia). UK (England-only) data were provided
from 1,200 nationally representative English general practices. The Swedish and
Danish data were older (2010—2011) than the more recent data provided by the
other countries. Regional data and data on ethnicity were only available from
three countries (Sweden, Finland and Iceland).

We found minimal differences by gender for MCV (generally MMR1), but
girls were slightly more likely to be vaccinated in England and Denmark, and
boys more often in Finland. In Finland and Ireland, there were no clear differ-
ences between SES groups, but in Spain, uptake of MMR was lower in children
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from higher SES groups. In Denmark, families in lower SES groups had lower
vaccination uptake, as was the case in England.

Age at Operation for Cryptorchidism

Six countries provided data on age at operation for cryptorchidism. Despite the
presence of clear guidelines, these were adhered to poorly in all the responding
countries. Denmark and Finland had the highest proportion operated aged
under 12 months (in line with the guidelines) at 21% and 25%, and the UK
(England) had the highest proportion operated before three years of age (78%).
Sweden showed a consistent pattern of later operation for disadvantaged chil-
dren (by family income as well as parental country of birth). Only minimal dif-
ferences were found between urban and rural areas, again with Sweden as the
exception with children in rural areas more often being operated before three
years of age than those living in the larger cities.

Age at Diagnosis of Autism

Only three countries provided data on age at the first diagnosis of autism
(defined as ICD-10 code F84.0) in the available patient databases, and only two,
Finland and Sweden, included social stratification. The long follow-up time
needed for this indicator implies that this information reflects clinical practices
that may have changed considerably in recent years. There were no clear differ-
ences between social groups in Sweden and Finland.

Ambulatory Care-sensitive Conditions:

Hospital care for viral gastroenteritis in preschool children. Data on hospital
admissions for viral gastroenteritis were provided by six countries, five of
whom also provided data stratified by a SES indicator. Denmark had the
highest incidence of hospital admissions, followed by Austria and the UK
(England). There was a graded social pattern in Finland, Ireland, Sweden
and England, with socially disadvantaged children having the highest inci-
dences of hospital admissions. In Sweden, this gradient also included children
of foreign-born parents compared with Swedish-born parents. Denmark was
the exception, having high admission rates and relatively small differences
between income categories.

In Finland and the United Kingdom, vaccination has taken place against
rotavirus (in 2009 and 2013, respectively), which is the main cause of hospital
admission for gastroenteritis in high-income countries (Van Damme et al.,
2006). Sweden was the only country that could provide outpatient data on emer-
gency care for gastroenteritis. For more details, see Hjern et al. (2017).

Hospital Care for Asthma in Schoolchildren. Six countries provided data on
hospital admissions for asthma, five of which provided data stratified by a SES
indicator. Four of these six countries participated in the international ISAAC
study 2000—2003 into asthma (Lai et al., 2009). Incidence rates of admissions
differed greatly between countries, with a 10-fold difference between the highest
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rates in the United Kingdom (England) and the lowest in Sweden. Despite these
differences in incidence rates, gender patterns and the social patterns were simi-
lar between countries, with children in more disadvantaged families/areas having
higher rates of admissions. When incidence rates were stratified by age groups,
England has particularly high rates for 13—15-year-olds, and the difference
between the countries with the lowest incidence (Sweden and Austria) and the
United Kingdom (England) is almost 20-fold for this age group.

Relationship of Equity Indicators and Model Types

In general, no specific relationship between indicators of equity and the different
model types was observed in the MOCHA study, suggesting that other factors
contribute to these particular incidence.

Lead Practitioner

Four countries in this study have systems led by primary care paediatricians
(Austria, Germany, Greece and Spain). Data from Spain seem to indicate an
equitable primary care model for children but there are indicators of a consider-
able degree of inequity in the literature reviews in the other three countries in
terms of healthcare utilisation as well as vaccinations. In Germany, there exist
considerable regional differences within the country. The former East Germany
relies more on GPs as the principal primary care physicians for children, and the
former West Germany relies more on paediatricians (Rattay et al., 2014).
Uptake of vaccination rates were higher in the former East compared to the for-
mer West Germany, while the SES patterns for access to curative care were simi-
lar, suggesting that there are other factors than the lead practitioner in primary
care that affect the quality of primary care for children and equity of provision
of care in this country.

Regulatory, Financial and Service Provision Classifications

Data from this study showed that primary healthcare organisations based on the
professional non-hierarchical model (Austria, Belgium, France and Germany)
seem to be associated with considerable regional differences in access to health
care (Hjern et al., 2017). In Austria and Germany, there were also indications of
considerable socio-economic differences in uptake of preventive health services
and for Germany also in access to care.

Reform of many National Health Service-based systems is taking place in
Europe, including in the United Kingdom, Spain and Sweden (Saltman, Allin,
Mossialos, Wismar, & Kutzin, 2012). An increase in the proportion of private
providers, application of market-based mechanisms, the promotion of a patient-
choice agenda and changes to resource allocation systems are common features
of the reform. Studies in adult populations in these countries show that such
changes led to increased inequity in utilisation of primary care (Burstrom,



110 Mitch Blair and Denise Alexander

Burstrom et al., 2017, Burstrom, Marttila, Kulane, Lindberg, & Burstrom,
2017). The consequences of these changes for children should be monitored.

Vulnerable Populations

The MOCHA project has focused on two particularly vulnerable populations to
see how existing primary care services address their specific needs. The groups
identified for in-depth research are migrant children and children in the state
care system.

Migrant Children’s Entitlements to Health Care

Children from asylum-seeking families and newly settled refugee children have
high rates of stress-related mental health problems during the first years after
resettlement, with unaccompanied minors having the highest rates of symptoms.
Infectious diseases and poor dental health are more common in these children
than in settled European populations and many have an accumulated need of
preventive and basic health. Thus, access to health care is a major concern for
migrant children (Hjern & Ostergaard, 2016).

We investigated the legal entitlements that migrant children have to health
care in the EU and European Economic Area (EEA) countries using data from
the MOCHA Country Agents and knowledge from the scientific and expert lit-
erature. In this report, it was only possible to identify the legal situation as
defined by the host country; and it is likely that there are differences between
this and the actual delivery ‘on the ground’ in each country. We found that there
exists considerable inequity of legal provision to this vulnerable group (Hjern &
Ostergaard, 2016).

Table 5.1 summarises the entitlements to care for the different categories of
migrant children in the EU and EEA countries. It seems that a migrant child
who is legally categorised as an asylum-seeker is more likely to be entitled to
health care on equal terms with a resident child than other migrant children
without permanent residency. Twenty out of the 30 states have a policy to
care for an asylum-seeking child in the same way as they do for the host
population. Only 11 states have similar arrangements for irregular migrant or
undocumented children from non-EU/EEA countries (see Table 5.1). Eight
countries have similar entitlements for asylum-seeking children to that of the
host population in a parallel primary care organisation outside of the general
primary health care. Healthcare policies in the EU/EEA frequently do not
address the rights of migrant families from other EU countries, who have
overstayed the three-month period of free mobility or who lack identification.
These migrants fall outside the defined categories of a migrant in many
national as well as European policies.

A number of key points were identified in the MOCHA research:

e Twelve countries state that unaccompanied children have broader entitle-
ments to health care than accompanied children. This is certainly beneficial



Equity 111

Table 5.1. Levels of equality regarding entitlements to health care for three
groups of migrant children compared to national children. (No data = no data
were available)

Key:

Entitlements equal to nationals regarding coverage and cost and included in same health care system

Entitlements equal to nationals regarding coverage and cost but enrolled in parallel health care system

Entitlements restricted compared to nationals/No legal entitlements

Equality Dimension

Child Asylum Seekers |Children of Irregular Children of Irregular
Third-country Migrants | Migrants from Other EU
Countries

Austria

Belgium

Bulgaria

Croatia No data

Cyprus No data

Czech Republic No data

Denmark

Estonia

Finland

France
Germany

Greece

Hungary

Iceland

Ireland

Ttaly

Latvia

Lithuania

Luxembourg

Malta No data

Netherlands

Norway

Poland

Portugal

Romania
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Table 5.1. (Continued)

Slovakia

Slovenia

Spain

Sweden
UK No data

for this group, but it is also a policy that discriminates migrant children by
family status. Germany and Slovakia are the only countries that have policies
that restrict health care for asylum-seeking children as well as for irregular
migrant children originating outside of the EU/EEA area. In Germany, health
care to irregular migrants is tied to a reporting duty.

o Different systems of funding health care for migrant children exist — some coun-
tries have a tax-based system while others are funded by health insurance. The
insurance-based system is more administratively complicated, but identified suc-
cessful solutions to this challenge in some insurance-funded countries, such as
France and the Netherlands, show that there is no obvious relationship between
the funding system and healthcare policy for migrant children in Europe.

e A number of countries define entitlements using concepts such as ‘basic’, ‘neces-
sary’ or ‘emergency’ care. This lack of clarity can make access to health care
and, in particular primary and psychological care, arbitrary and dependent upon
the judgement of individual healthcare providers, and thereby fosters inequity.

e In all but four countries in the EU/EEA, there are systematic health examina-
tions of newly settled migrants of some kind. In most eastern European coun-
tries and Germany, this health examination is mandatory; while in the rest of
western and northern Europe, it is voluntary. All countries that have a policy
of health examination aim to identify communicable diseases, so as to protect
the host population.

Children in the State Care System

For decades, studies from Europe, North America and Australia have consist-
ently reported that children entering and residing in societal out-of-home care
(OHC) have radically more health problems and more healthcare needs than
other children in national populations (Vinnerljung & Hjern, 2018). The
MOCHA project explored how the primary care systems in the EU and EEA
addressed the needs of these children, and whether the health system targets this
population as having extra need, or if no extra provision is provided (see
Chapter 15; Vinnerljung & Hjern, 2018).

A detailed study within the MOCHA project asked the Country Agents to
provide data about how the EU and EEA countries address health care for chil-
dren in OHC. This was combined with research knowledge and the results of an
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international seminar held in Sweden. The resulting report found a number of
key points:

e Administrative responsibility for children in the state care system varies, between
local, regional, national or combinations of different government levels.

e In all countries, children in OHC have similar access to care as other children
in the population, but in some countries, such as in Ireland, there is prioritised
access to somatic, dental and mental health care.

e All countries include and cover children by the national health or national
health insurance systems.

e The MOCHA Country Agents reported that provision of health care to these
children can vary substantially between regions within the same country.

e There is variation between national guidelines and legislation on health
assessment and health monitoring of children in OHC. Half of the coun-
tries have some form of legally mandated rules for health assessment
of children in the care system, but a standard practice for doing this is
less common.

e Despite known high rates of mental health morbidity in these children and
young people, only two countries (Spain and the United Kingdom) have legis-
lation or a standard practice for assessment and monitoring of the mental
health of children in OHC.

e No country has guidelines specifically concerning the sexual health of youth
in OHC, for example, sex education and access to contraceptives.

e Only one country (United Kingdom) monitors immunisations for this popula-
tion group.

(Vinnerljung & Hjern, 2018).

What Europe Can Do to Address Child Health Inequity in
Primacy Care Health Systems

Our research findings support many of the recommendations made by the
European Commission to strengthen primary care systems to address the needs
of disadvantaged children (European Commission, 2013). These include the
following:

e Improved universal coverage of preventive and health promotion activities,
especially in the early years;

e Addressing the many obstacles children and families living in such circumstances
face, such as cost, cultural and linguistic barriers and lack of information, as was
investigated in Chapter 10, in the case of assisting families whose children have
complex care needs and are at risk of considerable equity.

e Adequate planning and funding of primary health care, especially where
workforce density and skill mix are less developed, and ensuring good inter-
sectoral action for health by connecting primary care with community groups
working with disadvantaged communities, for example the coordination
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between the non-governmental organisations working with children who have
complex health (see Chapter 10) or social care needs (see Chapter 15) are
strategies which can help (Gilson, Doherty, Loewenson, & Francis, 2007).
Training of the primary care health workforce to recognise inequity, the
effects of the social determinants of health and empowering them to address
these issues (see Chapter 13) will go some way to addressing the problem.

e Improved data availability on key risk factors for inequity, such as gender,
SES, family composition, migrant status and regional differences, will facili-
tate the monitoring of pro-equity initiatives in primary care (see also Chapters
5 and 6; Shadmi, Wong, Kinder, Heath, & Kidd, 2014).

The European Parliament has now built on earlier recommendations of the
Commission (European Commission, 2013) and has mandated the Directorate
General Employment and Social Justice to assess the feasibility of a Child
Guarantee (European Parliament, 2018) to ensure provision of and access for all
at-risk children to:

free healthcare, free education, free early childhood education
and care, decent housing and adequate nutrition.

Echoing the findings of the MOCHA project, the target at-risk groups in the
Child Guarantee proposal are as follows: children living in precarious family
situations (including single parenthood, severe poverty, and Roma), children res-
iding in institutions, children of recent migrants and refugees and children with
disabilities and other children with special needs. This Child Guarantee, if
endorsed, would provide a framework for availability of European funds to
address these target groups’ needs and strengthening of the specified core ser-
vices. While a distance removed from the core MOCHA study, it is a practical
initiative to address specific inequities affecting children in Europe. MOCHA
evidence and expertise is being drawn into this feasibility study.

Future Directions

Primary care has an important role, but not the only role, in improving health
and access to services for children who are at risk of inequity. There is great
influence of social determinants of health and the economic situation of the
country on health service provision. The MOCHA project has identified areas of
inequity, or potential inequity throughout its work (see Chapters, 3, 6, 7, 8, 9,
10, 11, 13, and 14), and in addition, the project has attempted to identify the
areas of particular risk of equity in children and young people, such as in areas
of autonomy of access for young people, the experience of migrant children and
children in the care systems of EU and EEA countries. In addition, we have
tried to gather statistical evidence of inequity in terms of vaccinations, age at
operation of cryptorchidism, two ambulatory care-sensitive conditions and age
at diagnosis of autism to illustrate equity or inequity in the various primary care



Equiry 115

systems. This investigation has identified a gap in the data availability to assess
inequity of provision and also to evaluate any changes in service in terms of
equity measures (see also Chapters 6 and 7). We found no clear relationship to
the principle models of primary child health care and equity for vulnerable
groups. However, highly specialised services for vulnerable children supported
by national legislative frameworks or established multi-professional practice net-
works show promise. Action to address inequalities in primary care to children
and young people must be primarily at the national level, as this is where the
competency base for health and welfare services is sited. However, the explor-
ation at European Commission level of means of targeting European funds is a
welcome signal and endorsement as to the importance of this challenge to
children.
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Chapter 6

The Limited Inclusion of Children in
Health and Health-related Policy

Mitch Blair, Michael Rigby, Arjun Menon,
Michael Mahgerefteh, Grit Kiihne and Shalmali Deshpande

Abstract

Whilst nations have overall responsibility for policies to protect and serve
their populations, in many countries, health policy and policies for children
are delegated to regions or other local administrations, which make it a
challenging subject to explore at a national level. We sought to establish
which countries had specific strategies for child and adolescent health care,
and whether primary care, social care and the school—healthcare interface
was described and planned for, within any policies that exist. In addition,
we established the extent to which a child health strategy and meaningful
reference to children’s records and care delivery exist in an e-health context.
Of concern in the Models of Child Health Appraised (MOCHA) context is
that 40% of European Union and European Economic Area countries had
reported no health strategy for children, and more than a half had no refer-
ence to supporting delivery of children’s health in their e-health strategy.

We investigated the differences in ownership and leadership of children’s
policy, which was a range of ministry input (health, education, labour, wel-
fare or ministries of youth and family); as well as cross-ministerial involve-
ment. In terms of national policy planning and provider planning, we
investigated the level of discussion, consultation and interaction between
national healthcare bodies (including insurance bodies), providers and the
public in policy implementation. The MOCHA project scrutinised the way
countries aim to harness the latest technologies by means of e-health strat-
egies, to support health services for children, and found that some had no
explicit plans whereas a few were implementing significant innovation.
Given that children are a key sector of the population, who by very nature
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have a need to rely on government and formally governed services for their
well-being in the years when they cannot themselves seek or advocate for
services, our findings are particularly worrying.

Keywords: Health policy; children; adolescent; child primary care;
e-health; strategy

Introduction

In trying to ascertain the details of child and adolescent health strategy across
Europe, Models of Child Health Appraised (MOCHA) project researchers
designed a questionnaire which was distributed to the 30 country agents, of
which 27 responded. A challenge when undertaking this type of policy research
is that in many countries (and not solely formally federated ones), many aspects
of policy for operational services are delegated to regions or other local adminis-
trations; for instance, in France, Finland, Spain and the UK, there were
reported issues with universal acceptance or adoption of plans when regional
governments were involved. In this chapter, in all cases, replies are aggregated
and analysed to the Member State level.

The Existence of National Child and Adolescent
Health Strategies

The first aspect looked to ascertain whether countries have specific strategies for
child and adolescent health care, whether these are included within other
broader strategies, or simply do not exist at all. Countries were also asked details
about the inclusion of primary health care, social care and the school—health-
care interface within their planning. Further to this, questions assessed the pro-
cess of such planning, including key stakeholder involvement, the format of
relevant discussions and when these take place.

Of the 27 countries responding, 17 country agents (63%) responded that there
was a specific strategy, while 10 (37%) replied that their countries did not have
one. Of the 17 countries with a specific child and adolescent health strategy, 16
(94%) include primary healthcare planning for children within this, representing
59% of all countries surveyed. Only Norway does not have primary healthcare
planning for children included within its specific child health strategy, although
its standalone primary healthcare strategy accounts for children and adolescents.
Thus, only half of European children live in a country which has a specific strat-
egy for their health and health care.

Of the 10 countries that do not have a specific child and adolescent strat-
egy, eight reported that they have primary healthcare planning included else-
where. Malta and Hungary are the only two countries, out of all those who
responded, that have neither primary healthcare planning nor specific child
health strategies.
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Of the 27 respondents, 21 (78%) reported that social planning is included in
the planning of their strategies. However, different countries have different
attitudes towards social care legislation with respect to child and adolescent health
care. Five countries (Bulgaria, Denmark, France, Greece and Portugal) seem to
focus on improving the lives of children with chronic health conditions and disabil-
ities. Meanwhile, preventative healthcare services and health promotion are
emphasised in seven countries (France, Germany, Greece, Iceland, Netherlands,
Spain and the UK). Mental healthcare services are a primary aim of social care
planning in six countries (Estonia, Greece, Italy, Latvia, Netherlands and the
United Kingdom).

Of note, 10 countries (33%) address equity issues specifically in their strat-
egies. Reducing social inequality in health is the focus in four countries (Greece,
Norway, Portugal and Romania). Meanwhile, there is a notable focus on pro-
tecting vulnerable groups of children in 6 countries (Czech Republic, Denmark,
France, Romania, Spain and Greece).

Ownership and Leadership of Children’s Policies

The Ministry of Health is involved in the strategic planning of child policy in 24
(89%) countries, with the UK agent not responding to this question, while
Slovenia and Malta claimed hardly any from the Ministry of Health. Further to
this, the Ministry of Health assumed the clear lead ministerial role in strategy
development for 17 (63%) of the countries who responded. Other ministries that
were also commonly quoted as being involved in the strategic planning were the
Ministry of Education (14 countries), the Ministry of Labour (including Welfare
and Social Affairs ministries) (12 countries) and the Ministry of or concerning
Family (11 countries) — this includes countries who had ministries covering
Youth, Children, Family and/or Sports.

Estonia and Germany had the largest amount of cross-ministerial involve-
ment, with eight and six ministries involved respectively. In contrast, seven
(26%) countries reported single ministry involvement in the development of such
strategies; these countries are Greece (Ministry of Health), Iceland (Ministry of
Health), Lithuania (Ministry of Health), Malta (Ministry of Family, Social
Solidarity and Children), Norway (Ministry of Health), Poland (Ministry of
Health) and Romania (Ministry of Health). Of these countries, solely the
respondent from Norway claimed that there is an open consultation process
with key stakeholders before the ratification and implementation of a policy.

Relationship between National Policy Planning and Provider Planning

On the whole, countries generally described some level of discussion between
national healthcare bodies and providers before the implementation of a strat-
egy. In 20 (74%) countries, healthcare professionals, scientific institutions or
healthcare associations are described as being involved in the consultation pro-
cess for strategy development. In France, Finland and Spain, it is seen that the
implementation of national directives remains under the control of regional
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health authorities. In the UK meanwhile, the governments of each of the four
‘Home Countries’ (England, Northern Ireland, Scotland and Wales) are respon-
sible for both the planning and the implementation of strategies within their
respective ‘countries’. This contrasts with Denmark, Netherlands and Norway,
where national policies are developed and subsequently issued as directives to be
followed by municipalities, with relevant guidance on directing and financing
care at the local level.

Insurance bodies are involved in strategy discussions in a variety of countries,
such as Bulgaria, Czech Republic and Lithuania. However, in Bulgaria and
Czech Republic, it was found that there is government representation on the
boards of the insurance companies. In Cyprus, the national health insurance
fund will feature in strategy discussions once established in 2020. This is differ-
ent to Hungary and Iceland where the national health insurance funds do not
impact the content of the policies whatsoever, but are simply involved in the
reimbursement process.

In several countries, draft legislation is created and then heavily discussed by
key stakeholders before being passed on to parliament for approval. These coun-
tries include Bulgaria, Ireland, Latvia, Malta and Poland. In Croatia, the agent
reported that it is difficult for interministerial strategic discussions to progress
past initial stages, as there is ‘no clearly defined institutional responsibility for
each ministry involved’.

Public involvement in the development of child and adolescent health strat-
egy seems to be low across Europe. Only in one part of one country, namely,
Scotland within the UK, was it reported that young people are involved in pol-
icy discussions on child and adolescent health, through the Scottish Youth
Parliament. The Austrian country agent made mention of the involvement of
Patient Associations in the development of strategy.

Issues in Health Policy Planning for Children’s Services

There appears to be no evident correlation between the date of accession to the
European Union (EU) and the likelihood of having a strategy. For example,
Germany and France, founding members of the EU, respectively, do and do not
have a specific child and adolescent health strategy; similarly, Romania and
Portugal, who both joined the EU at similar times, respectively, did and did not
have a specific strategy either.

Cross-ministerial involvement heavily features in the development of child
and adolescent healthcare strategies across Europe. Some country agents found
that strategy planning for children engages a broad mix of ministries. Health
ministries, while regularly involved, were not the only ministry needed for strat-
egy planning. Education ministries were regularly cited for their involvement in
the development of health education curricula, as well as for ensuring an appro-
priate interface between healthcare services and schools.

Estonia and Germany both described the largest cross-ministerial involve-
ment in strategic planning. Interestingly, both these countries also benefit from
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broad stakeholder involvement in developing strategies, in keeping with their
willingness for multi-organisational and multi-stakeholder input.

Universal adoption is also not guaranteed in countries where the powers of
policy planning are devolved to regional governments. This goes to show that
regardless of structure, federal countries can have difficulties in the planning and
implementation of policy.

Even though key stakeholders were often involved in the consultation process
for strategy development, youth involvement was a consistently lacking aspect
of the strategy planning. However, an apparent exception to the lack of youth
involvement in strategy or policy formation was the situation in Scotland, as
described by the country agent from the UK. In this case, ‘Members of the
Children’s Parliament and the Scottish Youth Parliament attended the 2017
[Scottish government] cabinet meeting. Issues raised included school and
teachers, safety, bullying, children’s rights, mental health and Europe’. This is
the only cited clear example of very high-level engagement between youth and
legislators in this area of questioning. Until now, The Scottish Youth Parliament
has continued to be involved in contributing to the aspects of health strategy,
with a further meeting with the Scottish government cabinet took place in 2018
(Scottish Youth Parliament, 2018).

Interestingly, in the 2017 meeting, Scottish Youth Parliament members
requested a specific “Young People’s Mental Health Strategy’ for 16—25-year-olds
due to the ‘transitional phase’ in young people’s lives at this stage.

Identification of Children’s Interests in e-Health Strategies

Very much separate in many ways from the issue of health strategies is that of
e-health strategies. Here, the focus is on how a government and health system
will harness the very new technologies to support the health of its citizens and,
in particular, how those new technologies will support healthcare delivery. And
within this field, electronic health records (EHRs) and special functionalities
within EHRs are major opportunity to ensure each child is looked after opti-
mally (see Chapter 14). At the same time, because of their means of accessing
health services, their need for advocacy in their early years and the special data
sets and actions regarding children’s health, special functionality and data items
need to be provided for children in an e-health setting.

Given its central importance to future healthcare delivery, the MOCHA pro-
ject had a specific focus on e-health, including assessing the degree of focus on
children’s interests within national e-health plans. One line of approach within
this was to examine every country’s e-health strategy and the degree of recogni-
tion this had of children’s needs. This was included in a formal project
(Kiithne & Rigby, 2016) and in a publication (Rigby et al, 2017).

In early 2016, the MOCHA country agents were asked about national
e-health strategies, thus ensuring local analysis in national languages. Replies
were received regarding 30 countries — of these 14 countries, that is Bulgaria, Cyprus,
Denmark, France, Germany, Hungary, Ireland, Latvia, Lithuania, Norway,
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Figure 6.1. Overview on consideration of children and adolescents in national
e-health strategies in Europe. Source: Map from FreeVectorMaps.com

Poland, Portugal, Slovenia and Spain, mentioned that their countries’ e-health
strategy contained considerations on children and adolescents. Sixteen countries
replied that their national e-health strategy did not consider children and adoles-
cents. The details as of that time are shown in a map in Figure 6.1.

Of the countries which did refer to children, a number of innovative initia-
tives were identified by countries which should have a very positive effect on
health care and on individual children’s health — for details see the cited deliver-
able and published chapter. This shows the contrast between the 16 out of 30
countries that had no specific mentions of children’s healthcare and delivery
needs in their e-health strategy and those countries that were focussing on spe-
cific innovation for the benefit of children.

Summary

In looking at Appraisal of Models of Child Health, two specific policy areas
seemed worthy of specific study — existence of a children’s health strategy and
existence of meaningful reference to children’s records and care delivery in an
e-health context. Of concern in the MOCHA context is that 40% of EU and EEA
countries had no health strategy for children, and more than a half had no refer-
ence to supporting delivery of children’s health in their e-health strategy. The
Czech Republic, Finland, Greece, Luxembourg, Malta and parts of the UK
have reported neither health strategies for children nor children’s health in their
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e-health strategy. Given that children are key sector of the population, who by
very nature have a need to rely on government and formally governed services
for their well-being in the years when they cannot themselves seek or advocate
for services, this is particularly concerning.
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Abstract

In order to assess the state of health of Europe’s children, or to appraise
the systems and models of healthcare delivery, data about children are
essential, with as much precision and accuracy as possible by small group
characteristic. Unfortunately, the experience of the Models of Child Health
Appraised (MOCHA) project and its scientists shows that this ideal is
seldom met, and thus the accuracy of appraisal or planning work is
compromised. In the project, we explored the data collected on children by
a number of databases used in Europe and globally, to find that although
the four quinquennial age bands are common, it is impossible to represent
children aged 0—17 years as a legally defined group in statistical analysis.
Adolescents, in particular, are the most invisible age group despite this
being a time of life when they are rapidly changing and facing increasing
challenges. In terms of measurement and monitoring, there is little progress
from work of nearly two decades ago that recommended an information
system, and no focus on the creation of a policy and ethical framework to
allow collaborative analysis of the rich anonymised databases that hold
real-world people-based data. In respect of data systems and surveillance,
nearly all systems in European society pay lip service to the importance of
children, but do not accommodate them in a practical and statistical sense.

Keywords: Data; indicators; child health; primary care; database; children;
medical record system; computerised
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Counting and Understanding Infants, Children and Adolescents

In order to assess the state of health of Europe’s children, or to appraise the systems
and models of healthcare delivery, data about children are essential, with as much
precision by small group characteristic, and accuracy of data, as possible. Unfortu-
nately, the experience of the Models of Child Health Appraised (MOCHA) project
and its scientists shows that this ideal is seldom met, and thus, the accuracy of
appraisal or planning work is compromised. Indeed, the opening paragraph of
Chapter 1 was not able to put an exact figure on the number of children in Europe
as children aged 0—17 years inclusive are not a recognised statistical demographic
grouping; similarly, it could not accurately identify the proportion of health activity
performed by primary care as primary care activity is not a healthcare activity stat-
istic despite primary care being set as the core component of health care. These
challenges neatly summate the problems facing all who seek to study child health
or related healthcare activity, as this involved measuring the unquantified.

Within the 30 European Union (EU) and European Economic Area (EEA)
countries, the total reported population in 2017 was 514 million. Of this, there
are roughly 97 million children younger than 18 years, accounting for around
19% of the total EU and EEA population (United Nations Population Division,
2017). The fact that we cannot even state definitively the total number of chil-
dren in Europe starts to highlight the problem. Children form a large, important
population group who have specific health needs. Non-communicable diseases
present as the highest morbidities within this age group, while injuries and acci-
dents account for the highest mortalities. These diseases and health events are
largely preventable. But if we cannot count them, let alone by health or other
characteristic, Europe is going to fail them.

Basic Registration Data

Population data within the European Region are collected through vital statistics
registrations, national surveys and other government records. These data are avail-
able through published secondary databases, allowing the public to access informa-
tion through simple online interfaces. Databases include the WHO Health for All
(HFA) database, the Health Behaviours in School-aged Children (HBSC) portal,
the Eurostat statistics database and the Global Burden of Disease (GBD) results
tool, among others, and these are considered in more detail in following sections.

However, most current literature for child health data only focuses on mortality
rates for children younger than five years of age. Meanwhile, little if any compar-
able data are present for children and adolescents (5—17 years of age). Further,
there is sparse systematic data collection on the burden of disease (fatal and non-
fatal) and injuries in this age group, even though these are some of the leading
causes of child and adolescent morbidity (Global Burden of Disease, 2016). Lastly,
public access means to routine vital statistics collected to ascertain mortality rates
for children and adolescents are also partial or missing completely. The absence of
this data has an impact on aspects of health service provision (health expenditure,
workforce, etc.), which leads to suboptimal health care for children.
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In an effort to reduce morbidity and mortality, achieving universal health cover-
age (UHC) has been a significant goal of WHO, and progress within the WHO
European Region has involved the expansion of coverage of essential interventions
for children. Though there has been progress, further improvement is still needed
in order to avoid deaths from preventable causes. It is evident that further refine-
ment of existing and introduction of improved health-promoting and health-
protecting policies and interventions are required to reduce risky behaviours and to
promote healthy habits (World Health Organization Regional Office for Europe,
2014; World Health Organization Regional Office for Europe, 2016).

In order to introduce the most effective policies to improve quality of care,
WHO recommends implementing evidence-based guidelines for patient manage-
ment. Their guidance emphasises that healthcare provision should adhere to an
evidence base, and that treatments should be based on guidelines that follow
international scientific evidence (World Health Organization Regional Office for
Europe b, 2016). In this case, information and data are an essential resource for
healthcare systems and health services. To supplement this, epidemiological data
and vital statistics are central to policymaking and guidelines. Accurate informa-
tion and a wide range of core indicators separated into age, gender, geographical
and socio-economic status (SES) components can improve health status moni-
toring over time (World Health Organization Regional Office for Europe, 2017).

A specific focus on collecting child and adolescent health data is required
so that policies and interventions may correctly target the health needs of this
population group. Clinicians, policymakers and researchers need top class evi-
dence to support decision-making in child health. Many databases are avail-
able and present this type of data on simple online interfaces. This includes
the WHO HFA database, the HBSC portal, the Eurostat statistics database
and the GBD results tool, among others. Separately, these databases provide
rich data on specific aspects of child health at different ages throughout child-
hood and adolescence. However, none of these databases contain data on the
full spectrum of child health indicators as determined by the ‘Child Health
Indicators of Life and Development’ (CHILD) Project, which in 2002 recom-
mended a set of indicators that cover health determinants, health status and
the well-being of children with specific definitions for each indicator (Rigby &
Kohler, 2002; Rigby, Kohler, Blair & Mechtler, 2003). It is difficult to com-
bine data from these different sources to present a holistic picture of child
health, since all databases use different methodologies. Investigations into
these databases show that children are largely unaccounted for, and where
there are data, they are not present for all ages.

The Databases Available and Included Child Health Indicators

WHO Health for All Explorer
Access to explorer via https:/gateway.euro.who.int/en/hfa-explorer/

The WHO European HFA explorer was launched in 2016 as an easy tool to
access health data and information, where the information tool allows the user
to select indicators and view data from the last 36 years. This information tool is
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available on the ‘European Health Information Gateway’ and consists of three
datasets: European HFA dataset, European Mortality Indicator dataset (MDB)
and European database on human and technical resources (HRes) for health
dataset. The HFA dataset includes indicators on basic demographics, health sta-
tus, health determinants and risk factors. The MDB presents age-specific and
gender-specific analyses of trends by broad disease groups, as well as disaggre-
gated to 67 specific causes of death. The HRes dataset provides statistics on
HRes for health and offers data on healthcare resources (World Health
Organization Regional Office for Europe, 2017; World Health Organization
Regional Office for Europe, 2018a). Combined, these three datasets offer infor-
mation on 1,503 indicators for the 53 countries of the WHO European Region.
Population-weighted averages are also available for specific groups of countries,
if more than 80% of the countries in the group have data available in the given
year. Some data can also be sorted by gender.

Although the WHO HFA explorer is an extremely rich information source,
there are some noticeable problems particularly for the child population.
Firstly, the database does not allow the user to sort indicator data by small
age groups (e.g. 1—4 years, 5—9 years, 10—14, and so on). In considering
child health, this is a fundamental flaw since the available data cannot accur-
ately represent the numbers or health status of children, since the accepted
international definition is of those between birth and their 18th birthday. Put
simply and starkly — the HFA explorer cannot explore the numbers or health
of children in Europe as it cannot compute them as a statistical group. For
example, child mortality data are presented as either crude rates for 0- and
1—4-year-olds or age-standardised rates for 0—14-, 1—19- or 5—14-year-olds.
Moreover, these data are only present for certain causes of death. Secondly,
there are not enough child health indicators included in the database to pro-
vide comprehensive information on the health of children in the European
Region to make informed policy decisions. The user can access some popula-
tion data, mortality data, immunisation coverage and one socio-economic indi-
cator (Table 7.1).

Lastly, although these health indicators are present in the data explorer,
much of the data are missing or are not recent. Further indicators are available
through the ‘European Health Information Gateway’ website under the Child
and Adolescent Health dataset World Health Organization Regional Office for
Europe, 2018b). The database includes the indicators mentioned in Table 7.1
and also includes the following:

child immigrant population of 0—14-year-olds;

child population at risk of poverty or social exclusion of 0—15-year-olds;
minimum age of criminal responsibility;

potential criminal liability for children;

HPYV vaccine coverage; and

tuberculosis cases in children.
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Table 7.1. Overview of child health indicators available on the WHO Health

for All explorer.
Child Health Indicator Source
Life expectancy at age 1 HFA
Life expectancy at age 15 HFA
Population aged 0-14 years HFA
Probability of dying before age 5 HFA
Proportion of children of official primary school age not enrolled HFA
Neonatal and perinatal mortality HFA
Proportion of infants vaccinated against invasive disease due to HFA
Haemophilus influenzae type b
Proportion of children vaccinated against measles HFA
Proportion of children vaccinated against diphtheria HFA
Proportion of children vaccinated against hepatitis B HFA
Proportion of children vaccinated against mumps HFA
Proportion of children vaccinated against pertussis HFA
Proportion of children vaccinated against poliomyelitis HFA
Proportion of children vaccinated against rubella HFA
Proportion of children vaccinated against tetanus HFA
Proportion of children vaccinated against tuberculosis HFA
Certain cause specific crude mortality data for 0-year-olds MDB
Certain cause specific crude mortality data for 1-4-year-olds MDB
Certain cause specific standardised mortality data for 0-14-year-olds MDB
Certain cause specific standardised mortality data for 1-19-year-olds MDB
Certain cause specific standardised mortality data for 5-14-year-olds MDB

Similarly, for these indicators, the user cannot disaggregate data in small age
groups. Lastly, there are incomplete data for these indicators, too. For example,
the HPV vaccine coverage data only contain 18 values from 18 different coun-
tries, over six years. Most of the countries report only one value, but for differ-

ent years.

The issues with this database are important since they directly affect a major
database used by policymakers, health professionals and researchers. The sparse
and incomplete child health dataset does not provide substantial information, in

order to make a well-informed, evidence-based health policy.
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Health Behaviour in School-aged Children (HBSC) Data Portal
Access to portal via http://hbsc-nesstar.nsd.no/webview/

A second database for child health is the WHO/Europe collaboration with
the HBSC survey, which collects information on health, well-being, social envir-
onment and health behaviour. This survey is conducted in 41 European coun-
tries and regions using a standardised questionnaire, allowing for the collection
of common data from all participating countries for cross-national comparisons
(World Health Organization Regional Office for Europe, 2018c). The survey col-
lects information on 11-, 13-, and 15-year-old children since these ages have
been reported as a time of increasing autonomy, which influences the develop-
ment of their health and health-related behaviours (Health Behaviour in School-
aged Children, 2018).

Findings from the survey are published every four years, and the data are
presented in an online data portal. Presently, data on the portal are available from
2001/2002, 2005/2006, 2009/2010 and 2013/2014, allowing analysis of trend data
(HBSC Data portal, 2018). This data are also available through the Child and
Adolescent Health dataset on the ‘European Health Information Gateway’. The
HBSC portal allows disaggregation of data into gender, school grade, birth month or
year, age or age category, country of birth and parental country of birth. The portal
allows the user to compile data into a table, adding as many child health indicators
as desired. The child health indicators are separated into health behaviours, health
outcomes, risk behaviours, social context and social inequity (Figure 7.1).

This dataset is unique, in that it focuses on behaviours established during
childhood that may continue into adulthood and have an impact on health out-
comes. Additionally, the study focuses on young people in their social context at
home, at school and with their family and friends. The combination of these fac-
tors, individually and together, is studied as influencers of young people’s health
from childhood into young adulthood (HBSC Data portal, 2018). The findings
from the study help to monitor young people’s health, understand the determi-
nants of health and to improve health interventions.

HBSC Child Health Indicators
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Figure 7.1. Overview of child health indicators available through the HBSC
portal.
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Although this dataset is widely praised and used by the WHO European
Region, there are some limitations that should be pointed out. Firstly, although
the remit of HBSC is to investigate HBSC only, the lack of investigations of
these health behaviours in younger children and for all ages (e.g. 10-, 12- and
14-year-olds) presents a gap in the evidence base. Although it is possible to
assume that health behaviours might be similar to 11-, 13- and 15-year-olds, this
assumption is not robust for evidence-based policymaking. Secondly, the survey
methods are designed such that the study takes place every four years, and so
data are not collected for the years in between. It is difficult to generate compre-
hensive trend data in order to monitor policy development and child health
research.

A third point concerning this dataset is over the sampling techniques used to
identify the specific schools to partake in the survey. Overall, cluster sampling is
used to choose school class or schools, in the absence of a sampling frame of
classes. Cluster sampling tends to provide less precision than other sampling meth-
ods, such as simple random sampling or stratified sampling (Roberts et al., 2009)

Fourthly, the questionnaire is also subject to some criticism, namely, self-
reported answers and changes in questions over time. Though subtle, there are
some questions and choices for questions that have changed from survey to sur-
vey, for example, the variation in questions asked around tobacco use. Further,
since the collected responses are self-reported, the reliability of data can be ques-
tioned, since certain questions may provoke emotions leading to the young per-
son answering differently to the truth.

Lastly, the emphasis on lifestyle, social and behavioural child health indica-
tors means data on child health systems and policy data, and child health status
and well-being data, are missing. Thus, this database too does not provide data
on a full range of child health indicators for evidence-based policy action.

Eurostat
Access to database via https://ec.europa.eu/eurostat/data/database

A third database is provided by Eurostat, the statistical office of the EU
which provides high-quality, comparable statistics at European level. Data are
collected, verified and analysed by Member States and consolidated by Eurostat
using a harmonised methodology to ensure data are comparable. The Member
States and Eurostat work together to define a common methodology when col-
lecting national data. Data are collected for nine different themes: general and
regional statistics; economy and finance; population and social conditions;
industry, trade and services; agriculture and fisheries; international trade; trans-
port; environment and energy; and science, technology and digital society
(Eurostat, 2018a). Health data are present within the theme ‘population and
social conditions’.

Eurostat presents European health statistics on both objective and subjective
parts of population health. The data are presented in a data navigation tree,
which allows the user to choose variables and create tables on the portal. Data
for public health (health status, health determinants, health care, morbidity,
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Figure 7.2. Overview of health indicators available through the Eurostat
database.

disability and causes of death) and for health and safety at work (accidents at
work and occupational diseases) are available in Eurostat (Figure 7.2).

Data are regularly updated with a few health indicators having undergone a
recent update to include data from 2017. Health status and health determinant
indicators consist mainly of self-reported data, which are associated with
response bias. Depending on the indicator chosen, the data can be disaggregated
into age, gender, country, labour status, degree of urbanisation, educational
attainment and others. This information is useful since it allows comparisons
between specific groups within countries, as well as among countries. However,
it should be noted that this level of disaggregation is only available for certain
indicators and is not available for child health at all.

When it comes to child health indicators, this database seems to disregard
this population group completely. Unfortunately, though data for these health
indicators can be sorted by age group, the youngest available age group is
15—19-year-olds, suggesting that data on childhood and early adolescence are
not collected. Youth are allocated a specific section under ‘population and social
conditions’ and within this category, youth health is present. There are nine indi-
cators present under youth health that incorporate some information on health
status, health determinants and causes of death (Table 7.2).

This “folder’ dedicated to youth health suggests that this topic and this popu-
lation group have been considered and studied. However, the indicators avail-
able in youth health, yet again, do not account for any person under the age of
15, representing a lack of child morbidity data. In spite of this, there is one
health indicator that does present data for children younger than 15 years:
causes of death. Data on causes of death provide information on mortality pat-
terns and data are presented in five-year age groups, which allows meaningful
comparisons between countries and regions (Eurostat, 2018b), but not for the
totality of childhood. There are 86 listed causes of death available through
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Table 7.2. Overview of child health indicators on the Eurostat database.

Child Health Indicator Variables Available to Sort By

Daily smokers of cigarettes Gender, age, educational
attainment level, income quintile

Body mass index Gender, age, educational
attainment level, income quintile

Crude death rate by suicide of young people Gender, age

Psychological distress of young people Gender, age

Persons reporting an accident resulting in Gender, age, educational
injury attainment

Self-reported unmet needs for medical Gender, age, main reason
examination declared, income quintile
Self-perceived health Gender, age, income quintile
People having along-standing illness or Gender, age, income quintile

health problem

Self-perceivedlong-standinglimitationsin Gender, age, income quintile
usualactivitiesduetohealthproblem

Eurostat, sorted by ICD10, and mortality data are available as absolute num-
bers, crude death rates and age-standardised rates. Therefore, comprehensive
mortality data are available for children and adolescents. This includes data on
injuries and NCDs, two of the most common causes of mortality and morbidity
in children and adolescents, respectively.

Global Burden of Disease (GBD) Results Tool
Access to results tool via http://ghdx.healthdata.org/gbd-results-tool

A further database is the GBD results tool developed by the Global Health
Data Exchange (GHDx) as a part of the Institute for Health Metrics and
Evaluation (IHME), which launched in July 2007. The IHME is a population
health research centre based at the University of Washington that provides mor-
bidity and mortality data on the health status of the global population and is
funded by the Bill & Melinda Gates Foundation (Institute for Health Metrics
and Evaluation, 2018a).

The GHDx comprises information from surveys, censuses, vital statistics and
other health-related databases, which is available for analysis and comparison
through the results tool. GHDx aims to provide the best information on popula-
tion health in order to improve health outcomes. This portal allows the user to
build tables of information while selecting from nine different variables. The
database contains data for 335 causes of morbidity and mortality, 84 risk fac-
tors, 19 aetiological factors and 39 impairment factors. In addition to this, the
database can also present data on disability-adjusted life years (DALYSs), years
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Figure 7.3. Example of the four levels of hierarchy for causes of mortality.

lived with disability (YLDs), years of life lost (YLLs), prevalence, incidence, life
expectancy and maternal mortality ratios, among others (Institute for Health
Metrics and Evaluation, 2018b). In other words, the database can paint a very
clear picture of the burden of disease across the world.

The data are categorised using a self-specified ‘cause hierarchy’ separating
causes of mortality into four levels (Figure 7.3). Top level categories include the
following:

e communicable, maternal, neonatal and nutritional diseases;
e non-communicable diseases; and
e injuries.

It is apparent that there is a large range of data that can be sorted to reveal a
very fine level of detail. This type of data is not only useful for establishing bur-
den of disease and rates of mortality, but also for monitoring health policies and
interventions and evaluating their impact.

From child health perspective, data are available for children of all age
groups, from 195 countries and territories, and are available from 1990 to 2016.
Child data can be disaggregated in 11 age groups:

(1) early neonatal;

(2) late neonatal;

(3) post-neonatal;

(4) under 1 year;

(5) 1—4 years;

(6) under 5;

(7) 5-9 years;

(8) 5—14 years;

(9) 10—14 years;
(10) 15—19 years; and
(11) under 20 years.
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This database provides the most complete picture of child morbidity and
mortality of all the databases available for public use. Data on the most com-
mon causes of child and adolescent mortality and morbidity (injuries, NCDs,
mental health and substance abuse) are also available from this database. This
information is very useful for tracking the health status of European children;
however, still absent is data for SES, behavioural or country policy stances. This
makes it difficult to attribute reasons for trends in mortality rates and to draw a
comprehensive overview of children’s health.

An addition enigma with the GBD tables is that there is a strong drive for
completeness of data to enable comprehensive comparative analyses; therefore,
the process computes missing value to create a putative complete dataset.
However, some of this computation can be opaque, though the team are open
about the principle (Leach-Kemon & Gall, 2018). Users may, however, be con-
cerned that they may not know which data are real facts and which are
assumptions

World Bank Open Data and DataBank
Access to portal via https://data.worldbank.org/

The World Bank understands the need for good data in order to ‘set base-
lines, identify effective public and private actions, set goals and targets, monitor
progress, and evaluate impacts’ (World Bank, 2018a). Resultantly, it provides a
database that focuses on delivering good-quality statistical data for Member
countries. There are 189 Members countries in the World Bank, who govern the
World Bank Group. Data are obtained from the statistical system of a country,
and therefore, the quality is dependent on the performance of a country’s
national systems. In order to maintain a high quality, the Development Data
Group, within World Bank, coordinates with other organisations to improve the
capacity of Member countries to produce and use statistical information. In add-
ition, professional standards are followed for the collection, compilation and dis-
semination of data to ensure data quality and integrity.

World Bank Open Data allows the public free and open access to global
developmental data (World Bank, 2018b). These data can be browsed by coun-
tries and economies or by indicators. When searching by country, the database
presents data for individual countries, as well as groupings such as region,
income levels, small states and so on. When looking through indicators, data are
categorised into 21 indicators, of which ‘health’ is one (Figure 7.4).

Investigation into the health section reveals 52 indicators including data on
population rates, vital statistics, mortality rates, life expectancy, incidence and
prevalence of infectious diseases and so on (see Table 7.3). The information is
presented in a clear online format and can also be downloaded via an online
visualisation tool or as a spreadsheet.

Although a wide range of indicators are available, this database provides
data for the set indicator only and does not allow the user to sort data, for
example by age groups. Furthermore, of the 52 indicators available, just over a
quarter mention some form of child health or involve data for children within
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Figure 7.4. Overview of indicators available through World Bank Open Data
database.

the 0—18 years age range, but even then not specifically for that legal childhood
definition.

These data are also available through the World Bank DataBank, an analysis
and visualisation tool that holds time series data and comprises 71 databases
(2018c). Upon searching for ‘health’, seven databases are presented: Gender
Statistics, Health Nutrition and Population Statistics, Population estimates and
projections, Service Delivery Indicators, UHC and Human Capital Index. A few
further indicators are available through these databases, where, for example
through the ‘Health, Nutrition and Population Statistics’ database, information
is available on children and HIV, diarrhoea treatment, population stratified by
quintile age groups and gender, school enrolment and vitamin A supplementa-
tion coverage rate. However, it still does not allow disaggregation of data into
small age groups.

Central Intelligence Agency — The World Factbook
Access to Factbook via https://www.cia.gov/library/publications/the-world-
factbook/

The Central Intelligence Agency (CIA) of the US government presents a
World Factbook that is a resource containing summary information on demo-
graphic, geographic, governmental, economic and military data on each of the
267 world entities (Central Intelligence Agency, 2018) — in this context, entities
comprise independent countries, Taiwan, the EU, dependencies and areas of spe-
cial sovereignty, Antarctica and places in dispute and the world and the oceans.
Although this information is primarily designed for the use of US government
officials, it is open to the public as a research resource. Information is available
for each country on a profile and includes a map of the country, the flag, as well
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Table 7.3. List of health indicators available through World Bank Open Data
database.

Adolescent fertility rate (birthsperl,000women ages 15-19)
Age dependency ratio (% of working-age population)

Birth rate, crude (per 1,000 people)

Births attended by skilled health staff (% of total)

Causeofdeath, by communicable diseasesandmaternal,prenatalandnutrition
conditions(%oftotal)

Cause of death, by injury (% of total)

Cause of death by non-communicable diseases (% of total)
Completeness of birth registration (%)

Completeness of death registration with cause-of-death information (%)
Contraceptive prevalence, any methods (% of women ages 15-49)
Death rate, crude (per 1,000 people)

Diabetes prevalence (% of population ages 20-79)

Fertility rate, total (births per woman)

Hospital beds (per 1,000 people)

Immunisation, DPT (% of children ages 12-23 months)
Immunisation, measles (% of children ages 12-23 months)
Incidence of tuberculosis (per 100,000 people)

International migrant stock, total

Life expectancy at birth, female (years)

Life expectancy at birth, male (years)

Life expectancy at birth, total (years)

Maternal mortality ratio (modelled estimate, per 100,000 live births)
Mortality caused by road traffic injury (per 100,000 people)
Mortality rate, infant (per 1,000 live births)

Mortality rate, neonatal (per 1,000 live births)

Mortality rate, under 5 (per 1,000 live births)

Net migration

Number of surgical procedures (per 100,000 population)
Population ages 0-14 (% of total)

Population ages 15-64 (% of total)

Population ages 65 and above (% of total)

Population growth (annual %)

Population, female (% of total)
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Table 7.3. (Continued)

Population, total

Pregnant women receiving prenatal care (%)

Prevalence of HIV, female (% ages15-24)

Prevalence of HIV, male (% ages15-24)

Prevalence of HIV, total (% of population ages 15-49)

Prevalence of anaemia among children (% of children under 5)
Prevalence of overweight, weight for height (% of children under 5)
Prevalence of severe wasting, weight for height (% of children under 5)
Prevalence of stunting, height for age (% of children under 5)
Prevalence of undernourishment (% of population)

Prevalence of underweight, weight for age (% of children under 5)
Prevalence of wasting, weight for height (% of children under 5)
Refugee population by country or territory of asylum

Refugee population by country or territory of origin

Risk of catastrophic expenditure for surgical care (% of people at risk)
Risk of impoverishing expenditure for surgical care (% of people at risk)
Specialist surgical workforce (per 100,000 population)

Teen age mothers (% of women ages 15-19 who have had children or are
currently pregnant)

Unmet need for contraception (% of married women ages 15-49)

as an introduction to the country’s history. Additional information is available
on the geography, the people and society, the government, the economy, energy,
communications, transportation, military and security, terrorism and trans-
national issues.

The most relevant section for the MOCHA project is ‘people and society’.
Within this, information on 31 indicators is available, of which thirteen indica-
tors are directly related to health. This includes data on birth and death rates,
maternal and infant mortality ratios, life expectancy data, health expenditure,
physician and hospital bed density, HIV/AIDS and obesity prevalence rates.
Aside from infant mortality ratio and school life expectancy, there are no other
child-related indicators available.

Organisation for Economic Cooperation and Development — OECD.Stat Web
Browser

Access to web browser via https://stats.oecd.org/index.aspx?DataSetCode=
HEALTH_STAT
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The Organisation for Economic Cooperation and Development (OECD)
focuses on policies that improve economic and social well-being of people,
among its member states globally — these are mainly larger economies. These
policies are based on facts and real-life experiences such as economic drivers,
social and environmental change, taxation and social security, leisure time and
so on (OECD, 2018a).

The OECD collects data on member countries and for some outside the
OECD membership, especially though an understanding with the European
Commission, and analyses this data for discussions and policy decisions. Data
are available for 26 topic areas, of which one is health. This section has data on
health outcomes and health system resources, as well as healthcare policies, in
an effort to improve health systems within the OECD area. Within the health
section, there are 13 areas that OECD focuses on, including ageing and long-
term care, mental health and public health (OECD, 2018b). Notably, there is no
section available on child health.

This data are available through reports, but also through OECD.Stat, a data-
base explorer where users can search the statistical databases and easily build
tables with different variables and extract data to be downloaded into MS
Excel. Information on methodology and data sources is also available through
this interface (OECD, 2013).

Within health, there are 12 themes: health expenditure and financing, health
status, non-medical determinants of health, healthcare resources, health work-
force migration, healthcare utilisation, healthcare quality indicators, pharma-
ceutical market, long-term care resources and utilisation, social protection,
demographic references and economic references (OECD, 2018c).

Although these themes are comprehensive and inclusive of several aspects of
health, there is no specific focus on child health. The child-related indicators
available are infant health, maternal and infant mortality and immunisation,
which do not focus on children above five years of age and do not cover the
breadth of topics that are important in child health.

Discussion of Key Points on Data Sources

The information available from seven key databases shows that data for child
health and policies surrounding their well-being are not widely available. The
databases show little congruency between the level of information available for
child health indicators and only one database allows disaggregation of data into
small age groups for morbidity and mortality. The disparity in statistics and the
availability of child health indicators is evident in all databases.

However, of the seven databases, Eurostat and GBD show the most accord-
ance for child health indicators, such as mortality rates for small age groups.
The GBD database can provide data on 335 causes of morbidity and mortality
and gives the most comprehensive coverage for data on child health morbidity
and mortality indicators. Nonetheless, data related to and around obesity for
children and adolescents are missing, even though this is one of the leading
causes of morbidity in this population group. Only some obesity data are



144  Michael Righy et al.

available through HBSC though it is self-reported and therefore open to issues
surrounding response bias.

These current positions of these databases show that although there is some
data available for children in data and policy systems, they are largely missing.
Efforts to improve health status and health outcomes within this population
group will require a wider range of child health indicators and a systematic and
robust database that allows manipulation of data. Not least, as Chapter 5
shows, measurement of the important and recognised significant field of Equity
is greatly hampered by lack of relevant child-specific data — it is very difficult to
act effectively on a societal priority if there are not the data to show what action
and where is needed.

Invisibility of Children in Quality Measures

Since the early 1990s, attention has been drawn to the invisibility of children as
individual entities (Chapple & Richardson, 2009; Rees, Bradshaw, Goswami, &
Keung, 2006), often subsumed within statistics about parents, families and
households. This issue has been often highlighted by other authoritative organi-
sations, such as the OECD (2009), UNICEF (2009) and WHO (2010), which
raise the question of scarcity of available data, poor data quality and the need
for data harmonisation. Although efforts in this direction are increasing (Wolfe,
2014), children’s statistical invisibility still limits the breadth of the analysis and
therefore the evaluation of childcare, especially in the view of cross-country
comparison.

The main goal of focussed work the team from CNR Italy undertook within
the MOCHA project was to identify potential measures through the exploration
of a continuum of feasible measures. The team sought clinical, health status and
satisfaction perspectives that could be used effectively by the stakeholders within
diverse structural models (across countries) and paediatric settings to quantify
the impact of the paediatric care (Minicuci et al., 2017). To achieve this challen-
ging goal, measures available in international open-accessible databases on child
health-related issues as well as those used by the MOCHA countries in their
evaluation of childcare were analysed. This analysis contributes to the identifica-
tion of potential feasible and already available measures and at the same time
helps in identifying gaps that hinder a multidimensional approach of the evalu-
ation of primary care systems for children.

The MOCHA Analysis

All international databases that were open access and dealt with a broad spec-
trum of child health-related issues were searched. Scrutinised sources came from
organisations, agencies, research networks and observatories. Ongoing and com-
plete research projects on child health care were also investigated.

In parallel, an ad hoc designed questionnaire was developed and administered
to Country Agents (CAs) to gather information on:
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e agencies/organisations in charge of the evaluation of quality of care at
national and/or local level and/or devoting a specific part of quality assess-
ment to childcare; and

e measures used to evaluate childcare.

Among the 30 MOCHA countries, 27 CAs responded to the questionnaire.
Two CAs (Poland and Romania) reported that their assessment of healthcare
system is based on accreditation procedures, while two other CAs (Greece and
Malta) did not provide any measures devoted to child health care. Therefore,
our analysis considered 23 countries that reported a system in place to assess the
quality of child health care and also provided the measures adopted.

The development of a conceptual map of domains, further detailed in a two-
level hierarchy of subcategories, helped the classification and the comparative
analysis of the data collected.

Additionally, to analyse whether the child’s psychophysical development is
considered within the available measures, the results were also analysed consid-
ering the coverage of child age range, to capture the level of child invisibility in
both sources of information. To balance the need of granularity with the choice
of standardised age ranges and with the intent of capturing the most common
ones (but also the less frequent), the following age ranges have been adopted:
0—11 months and 1—4, 5-9, 10—17 and >17 years.

Moreover, an analysis of measures related to diseases was carried out to
investigate whether and to what extent they adequately capture child-centric
health issues and well-being.

In the following, two main aspects of child invisibility are analysed focusing
on age and disease-related measures available in international databases as well
as those used by the MOCHA countries, as reported by the CAs.

Analysis of Age-related Measures

International Databases
Among the 207 measures identified in the international databases, 157 (76%) are
age-related, and among them, 86 measures fall within the identified age groups,
while the rest cover more than one age class (Table 7.4).

Two age groups are most frequently covered:

(1) the child aged less than one year (40 measures); and
(2) the child aged 10—17 years (42 measures).

The first age group (children aged younger than one year) focuses, in particu-
lar, on the different types of vaccine administration (14 measures), on neonatal
and infant mortality (eight measures) and, to minor extent, on breastfeeding
(three measures) and preterm and low birth weight (three measures). Measures
considering adolescents (10—17 years) are frequently related to school perform-
ance taking advantages of yearly international surveys (nine measures related to
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Table 7.4. Distribution of measures by age ranges in international databases.

<1 [1-4]) [5-9] [10-17] >17
40 (25%) 3 (2%) 1 (1%) 42 (27%) 0
18 (11%)
12 (8%)
19 (12%)
14 (9%)
7 (4%)
1 (1%) |

PISA (Program for International Student Assessment), three to PIRLS (Progress
in International Reading Literacy Study) and two to TIMSS (Trends in
International Mathematics and Science Study)), and also consider health-related
behaviour such as addiction related to tobacco smoking and alcohol
consumption and nutrition, concerning fruit and vegetable consumption and
weight problems. The 1—4 and 5—9 age groups are covered by a limited number
of measures exclusively pertaining to family expenditures on education, leaving
out other aspects that could measure this important child developmental
life course.

Measures considering more than one age range are generally designed to cap-
ture disease distribution, hospitalisation, health and school health service’ expen-
ditures. They are generally related to diseases classified by ICD.

Responses by the MOCHA Country Agents

Among the 352 measures reported by the CAs, 122 (35%) are age-related. The
most frequently considered single age range is the neonatal period (29 measures),
while the majority of measures (88, 72%) tend to combine more than one inter-
val, shown in Table 7.5.

This is evident by the high number of measures (N = 51; 42%) that cover the
0—17 year period of life and seven measures (6%) that cover the whole spectrum
of age ranges.

Focusing on 29 measures related to the neonatal period, particular emphasis
is posed on birth and delivery (nine measures) and mortality (eight measures)
and to a minor extent on breastfeeding (two measures) and health issues such as
low weight newborns (one measure) and malfunctions (one measure). It is worth
noting that within these measures, despite only being sparsely adopted by the
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Table 7.5. Distribution of measures by age ranges according to Country Agent
responses.

<] [1-4] [5-9] [10-17] >17
29 (24%) 2 (2%) 0 2 (2%) 1 (1%)
4 (3%)
6 (5%)
51 (42%)
7 (6%)
4 (3%)
7 (6%)
8 (6%)
1 (1%)

MOCHA countries, there are some attempts to evaluate the preventive functions
of paediatric primary care measuring the number of neonatal children being
screened during well-child visits (one measure adopted by Ireland and the other
by Austria, Finland, Greece, Ireland and Portugal).

Focusing on the consistent number of measures covering the entire range of
age groups, the majority of them (37 measures out of 58) consider childhood and
adolescence as a whole period, without making any age group distinction. These
measures are generally related to hospitalisation rates due to pathologies or track
the prevalence/proportion of certain diseases. Moreover, the large majority of
these measures are heterogeneously and sparsely distributed among the 23 coun-
tries, with the highest peak of eight countries using the same type of measure.

Analysis of Disease-related Measures

International Databases

Fifty-eight out of 207 measures (23%) are disease-related, covering 30 different
pathologies, as shown in Figure 7.5. Eleven measures provide a wide spectrum
of diseases using the ICD classification focusing mainly on hospitalisation (dis-
charge and length of stay, four measures) and mortality (two measures). The
three measures related to health expenditures distributed by ICD provide data
about a limited number of countries: a maximum of five EU/EEA countries pro-
vide data to international databases.
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Asthma

Cancer

Figure 7.5. Distribution (7)) of measures available in international databases by
disease — total number of countries providing data for at Least One measure
related to the specific disease.

Similar to the age-related measures, the remaining measures are mainly
focused on immunisations (17 measures) and morbidity (10 measures). However,
data on morbidity only unevenly cover all the EU/EEA countries, especially
when they are related to specific diseases such as HIV or severe wasting (four
countries covered). Also in diseases common in childhood, such as asthma,
national data available in international databases partially cover the MOCHA
countries (16 countries report the prevalence of asthma in children ages 6—7 or
13—14).

Responses by Country Agents

About 173 out of 352 (49%) measures reported by CAs are related to diseases
covering 50 different pathologies. Data gathered by CAs allowed us to analyse
them under different perspectives. First, to explore whether a set of measures
are commonly used across countries to evaluate child health care related to dis-
eases. This analysis provided indications on the frequency of use across
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countries (i.e. the number of countries using the same or similar measures). It
also highlighted whether there is a convergence in the evaluation on certain
aspects of child health care (types of diseases analysed). Second, we investigated
the number of measures that are used to evaluate a specific aspect of child
health care. This indicates the efforts of an in-depth evaluation through the
selection of different measures that capture detailed aspects that contribute to a
more comprehensive analysis. In the case of diseases, this may also indicate
countries’ concerns on specific child disorders, whose prevalence needs particu-
lar monitoring efforts.

Figure 7.6 shows that countries’ assessment on children diseases tends to use
a higher number of measures concentrated on a limited number of diseases,
while a consistent number of diseases are analysed by one measure generally
within a single country.

Asthma is the most frequently analysed illness in terms of both the number of
measures reported by the CAs (N = 22; 13%) and the number of countries that
focus part of the quality assessment on the basis of such measures (N = 14,
61.0%). Similar results are provided for diabetes (16 measures and nine coun-
tries, respectively, 9% and 39%) and for mental health (16 measures and 13
countries, respectively, 9% and 57%). However, if we consider commonalties
across countries for the analysis of these diseases, there is a peak of six countries
using hospitalisation rates due to asthma and five countries adopting the inci-
dence rate of Diabetes Type 1 and Type 2.

Considering the overall distribution by country, there is a remarkable vari-
ation. A limited number of countries use the same or similar measures. The
highest convergence is once again on immunisation rates for MMR (nine coun-
tries), DPT3 (eight countries) and meningitis (eight countries). The remaining
measures are unevenly distributed between the countries, in some cases indicat-
ing particular attention on the analysis of specific diseases. For instance,
Denmark uses 11 measures to report laboratory test values on diabetic children,
and 12 to analyse the different aspects of asthma treatment ranging from pri-
mary care visits to hospitalisations and drug consumption. It is also the only
country that monitors ADHD with eight different measures that comprise vari-
ous types of visits performed and use of drugs.

Quality Measures Key Points

The analysis of measures related to age and disease available in international
databases and resulting from CAs' responses provide a first snapshot of chil-
dren's invisibility. If we consider the age-related measures, the major focus is on
maternal and prenatal health and on the first years of childhood. This is espe-
cially the situation at country level, where the attention on age groups is not so
diffused (35% of measures applying this distinction). Conversely, international
databases tend to consider also adolescents mainly under the perspective of
healthy behaviour and school performance. Infant age and early childhood
(1-4 years and 5-9 years) are the most invisible ones, even if often included in
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measures that cover the whole period, making it difficult to track important
stages of children's psychophysical development.

Age-related measures are generally focused on immunization, mortality and
hospitalisation and this trend is confirmed also in the analysis of disease-related
measures, leaving out other important aspects of childcare. At country level, as
reported by CAs, there is a particular attention on asthma, diabetes and mental
health, however analysed under different perspectives, making country compari-
son very difficult. The scattered presence on other disease-specific measures lets
us presume that other morbidities may be included in the evaluation of care.
There is little attention on the increasing number of children with non-
communicable diseases (Wolfe, 2013), or disability that pose crucial challenges
for services provision (not only health-related) in a perspective of mitigating and
enhancing quality of life of both children and their families.

Finally, and this is evident considering the whole range measures analysed
(Minicuci et al., 2017), only a limited number of countries evaluate aspects
connected with the provision of services, including health promotion and
prevention activities or types and access to primary care child-centric services.

Seeking Children’s Data in Records-based Research Databases

A third approach innovated by a team within the MOCHA project was to assess
the potential of collaborative research using the considerable and much vaunted
use of anonymised health databases drawn from record systems. This has been
written up in the scientific literature (Liyanage, Hoang, Ferreira, &
de Lusignan, 2018). By utilising the local knowledge in each country of the
CAs, and the specially designed MOCHA International Research Opportunity
Instrument (MIROI) tool, a total of over 150 data repositories has been identi-
fied. Details of these, with metadata on custodianship, access and broad
contents, were collated and stored securely on a health data cataloguing website.
All the databases gave informed consent to these details being recorded, with
the aspiration that comparative research could be undertaken on healthcare and
health outcomes for the child patients recorded. Given the recognised import-
ance of research on utilising real-world data from health care and actual
patients, and the potential interest of all these databases, it was hoped that
significant study could be undertaken of children’s health care and outcomes for
selected tracer conditions.

In the event, this vision did not materialise. As reported, there were signifi-
cant problems of resourcing access (many database holders did not have time or
financial resources to undertake even small one-off analyses, as these were not
within the organised resource framework of the data-holding organisation).
Secondly, there is no means of mutually recognising ethical approval or research
validity across European countries (unlike within country, where there often is
mutual recognition). Thirdly, data were not necessarily recorded in compatible
ways or for the same aspects.
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So the MOCHA project hit another child data barrier. Even where poten-
tially rich data were held and there was willingness to use these for service
appraisal studies, the logistics meant that these data were in practice inaccess-
ible, even though the foundational work of creating the downloaded database
had already been undertaken. The child data repository was visible, but the data
were inaccessible.

Data: Financial Environment and Spending

From an economics perspective, the starting point for analysing the focus on
children in healthcare provision at a national level would be by exploring the
data on healthcare expenditure. This would incorporate scrutiny of variables
such as total healthcare expenditure per child, proportions that are publicly ver-
sus privately financed, the extent of out-of-pocket (OOP) expenditures by par-
ents/carers and the distribution of expenditure (as a reflection of access to health
care). Data on these variables, however, are not generally available. While some
information is provided at the national level, and collated by international orga-
nisations such as the World Bank and the World Health Organization, it is not
disaggregated to show the proportions of expenditure on children and young
people, or how expenditure is distributed between primary and secondary care.

Total health expenditure per capita, public and private health spending per
capita and OOP expenditure on health are shown in Table 7.6 for the MOCHA
countries, providing some indication of how much each country spends in the
area of health overall and how it is financed. Lags exist, however, in the compil-
ation of these data such that those available may be some years out-of-date.
Population size and the numbers of children and young people are also included,
but little can be inferred from this about how much health care is absorbed by
children without further detail on the age distribution of the whole population
and relative expenditures across all age groups. It is likely that expenditure on
older people is disproportionately high such that expenditure on children cannot
be assumed to be a simple percentage of health expenditure equivalent to the
proportion of children in the population. Hence, children are ‘invisible’ in
national figures.

The major determinant of overall health expenditure in any country is its
wealth, traditionally measured by its Gross Domestic Product (GDP) per capita.
For the purposes of international comparisons, GDP is standardised to a com-
mon Purchasing Power Parity based on the US dollar. Significant variability in
GDP per capita and health expenditures are apparent across the MOCHA coun-
tries with implications for the levels of healthcare provision, including for chil-
dren. GDP per capita is an average figure and does not take account of the
distribution of resources within countries which may be quite inequitable.
National data are available on the proportions of children at risk of poverty but
the relationship between income levels and access to health care cannot be estab-
lished from the available data (Table 7.6).



Table 7.6. National data on health expenditure and financing and for the MOCHA countries.

Countries GDP Per Total Population % of Private Public Out-of- % of Children
Capita: PPP Health Total Population Health Health Pocket 18 Years and
Current Expenditure  (2016)° 19 Years Expenditure Expenditure Payments Under at Risk
International % of GDP and Under % of THE % of THE % of THE of Poverty/
$ (2015)* (2014)° (2016) (2014)° (2014)" (2014)°  Social Isolation
(2016)"
Austria 43,893 11.21 8,712,137 19.22 22.14 77.86 16.15 20.00
Belgium 41,138 10.59 11,358,379 22.57 22.13 77.87 17.81 21.60
Bulgaria 16,956 8.44 7,131,494 18.27 45.43 54.57 44.19 45.60
Croatia 20,430 7.80 4,213,265 20.28 18.13 81.87 11.21 26.60
Cyprus 30,310 7.37 1,170,125 23.44 54.77 45.23 48.71 29.60
Czech Republic 29,805 7.41 10,610,947 19.43 15.46 84.54 14.33 17.40
Denmark 43,415 10.80 5,711,870 22.83 15.24 84.76 13.36 13.80
Estonia 26,930 6.38 1,312,442 20.57 21.18 78.82 20.72 21.20
Finland 38,643 9.68 5,503,132 21.81 24.69 75.31 18.23 14.70
France 37,306 11.54 64,720,690 24.11 21.79 78.21 6.34 22.60
Germany 44,053 11.30 81,914,672 18.05 23.01 76.99 13.20 19.30
Greece 24,617 8.08 11,183,716 19.33 38.34 61.66 34.86 37.50
Hungary 24,474 7.40 9,753,281 19.48 34.02 65.98 26.59 33.60
Iceland 42,449 8.86 332,474 26.64 18.96 81.04 17.48 14.40
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Table 7.6. (Continued)

Countries GDP Per Total Population % of Private Public Out-of- % of Children
Capita: PPP Health Total Population Health Health Pocket 18 Years and
Current Expenditure  (2016)° 19 Years Expenditure Expenditure Payments Under at Risk
International % of GDP and Under % of THE % of THE % of THE of Poverty/
$ (2015)° (2014)° 2016) (2014)° (2014)" (2014)>  Social Isolation
(2016)°
Ireland 51,899 7.78 4,726,078 27.57 33.94 66.06 17.66 27.30
Italy 33,587 9.25 59,429,938 18.31 24.39 75.61 21.19 33.20
Latvia 22,628 5.88 1,970,530 19.46 36.82 63.18 35.13 24.70
Lithuania 26,397 6.55 2,908,249 20.19 32.13 67.87 31.27 32.40
Luxembourg 93,553 6.94 575,747 22.40 16.07 83.93 10.60 22.70
Malta . 9.75 429,362 19.83 30.84 69.16 28.86 24.00
Netherlands 46,374 10.90 16,987,330 22.53 13.00 87.00 5.22 17.60
Norway 64,451 9.72 5,254,694 24.06 14.51 85.49 13.61 14.90
Poland 24,836 6.35 38,224,410 19.90 29.02 70.98 23.46 24.20
Portugal 26,690 9.50 10,371,627 19.13 35.18 64.82 26.84 27.00
Romania 19,926 5.57 19,778,083 20.75 19.60 80.40 18.87 49.20
Slovakia 27,394 8.05 5,444,218 20.44 27.49 72.51 22.54 24.40
Slovenia 28,942 9.23 2,077,862 19.33 28.27 71.73 12.07 14.90
Spain 32,814 9.03 46,347,576 19.34 29.12 70.88 23.99 32.90
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Sweden 45,296 11.93 9,837,533 22.46 15.97 84.03 14.06 19.90

United 38,658 9.12 65,788,574 23.30 16.86 83.14 9.73 27.20
Kingdom

Sources: “World Bank, International Comparison Program database.

®World Health Organization Global Health Expenditure database.

“United Nations, Department of Economic and Social Affairs, Population Division (2017). World Population Prospects.

Notes: GDP — gross domestic product; PPP — purchasing power parity; THE — total health expenditure.

Definition of Health Expenditure and Financing Variables.

Total health expenditure is the sum of public and private health expenditure. It covers the provision of health services (preventive and curative), family
planning activities, nutrition activities and emergency aid designated for health but does not include provision of water and sanitation.

OOP expenditure is any direct outlay by households, including gratuities and in-kind payments, to health practitioners and suppliers of pharmaceuticals,
therapeutic appliances and other goods and services whose primary intent is to contribute to the restoration or enhancement of the health status of indivi-
duals or population groups. It is a part of private health expenditure.

Private health expenditure is the share of current health expenditures funded from domestic private sources. Domestic private sources include funds from
households, corporations and non-profit organisations. Such expenditures can be either prepaid to voluntary health insurance or paid directly to healthcare
providers.

Public health expenditure is the share of current health expenditures funded from domestic public sources for health. Domestic public sources include
domestic revenue as internal transfers and grants, transfers, subsidies to voluntary health insurance beneficiaries, non-profit institutions serving households
(NPISH) or enterprise financing schemes as well as compulsory prepayment and social health insurance contributions. They do not include external
resources spent by governments on health.

Like GDP per capita, health expenditure figures are average spends per individual in the population and allocation to primary vs secondary care, or by
age or income group are difficult to isolate.

Sw2ISAS IDQ Ul udapjiyD Jo Lipiqisiauf ay

494



156 Michael Righy et al.

Conclusion

There are many aspects to the collation of necessary data about children’s health,
the provision of services to children and understanding of the environmental and
services context. But a strong theme to emerge in this chapter is the invisibility of
children. Despite the universal use of the United Nations Convention on the
Rights of the Child, children as correctly therein defined are invisible in almost all
data systems. The four quinquennial age bands are common, as is also sometimes
analysis for the first year of life. But children as a legally defined group, and as a
group with clear service needs, do not feature in Europe’s or the world’s data sys-
tems. A further complication is added by those system policies, or legislative rules,
that make 16 years a watershed age, as this too is universally ignored statistically.

The outcome of this is that children overall cannot be represented in statis-
tical or policy analyses in a way matching that of other population groups.
Secondly, it means that the analyses and policies that are produced are subject
to an imprecision, and to potential argument about their data and framing,
because the statistical margins are not fixed. A particular consequence is that
adolescents, themselves at a rapidly changing and sometimes personally challen-
ging stage of their life course, are the most invisible age group. To say that this
is unsatisfactory would be a gross understatement.

Finally, though, this chapter unfortunately is a definition of how nearly all
systems in European society and policy pay lip service to the importance of chil-
dren, but do not really accommodate them. Nearly all data sources in Europe
are now digitised at the point of data capture, so the subsequent aggregation
and analysis is software driven, and rightly. But this also means that the effort
of adjusting software to produce a split of the 15—19 years age group and pro-
ducing a further analysis for children, would be minimal. It is regularly and eas-
ily done when analysing by country, with aggregates for instance for the early
EU 15, the current EU 28, the future EU 27 or the whole of geographical
Europe. But similar effort for the children who live in Europe does not happen.

Similarly, other good intents or policy visions are not followed through in chil-
dren’s interests. This ranges from the low policy response to the recommended
monitoring datasets for children from the CHILD project, (Rigby & Kohler,
2002) commissioned by an initiative which envisaged development of an informa-
tion system which would have a children’s dashboard view, but 16 years later is in
effect ignored, through to lack of creation of a simple policy and ethical frame-
work which would enable collaborative analysis of the rich anonymised databases
which hold real-world people-based data. Overall, this is a disappointing state-
ment and demonstration of children’s low value in policy terms in Europe.
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Abstract

Evaluating primary care for children has not before been undertaken on a
national level, and only infrequently on an international level, an adult-
focused perspective is the norm. The Models of Child Health Appraised
(MOCHA) project explored the evaluation of quality of primary care for
children in a nationally comparable way, which recognises the influence of
all components of child well-being and well-becoming. Using adult-focused
metrics fails to account for children’s physical and psycho-social develop-
ment at different ages, differences in health and non-health determinants,
patterns of disease and risk factors and the stages of the life course. To do
this, we attempted to identify comparable measures of child health in the
European Union and European Economic Area countries, we aimed to per-
form a structural equation modelling technique to identify causal effects of
certain policies or procedures in children’s primary care and we aimed to
identify and interrogate large datasets for key tracer conditions. We found
that the creation of comparative data for children and child health services
remains a low priority in Europe, and the largely unmet need for indicators
covering all the healthcare dimensions hampers development of evidence-
based policy. In terms of the MOCHA project objective of appraising mod-
els of child primary health care, the results of this specific work show that
the means of appraisal of system and service quality are not yet agreed or
mature, as well as having inadequate data to fuel them.

Keywords: Quality of care; child primary care; measurement; data;
indicators; structural equation modelling
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Efforts Towards a Comprehensive Populated Framework for the
Appraisal of the Child Healthcare System

Assessment of the quality of overall health systems is most frequently under-
taken at international level. The need to develop child-focused and child-centric
healthcare system quality measurements has been claimed since the 1990s
(Peoples-Sheps et al., 1998) and was taken forward systematically in the
European Union by the Child Health Indicators of Life and Development
(CHILD) project (Rigby, Kohler, Blair, & Mechtler, 2003). However, the evalu-
ation of primary care for children across countries is not so widely explored,
especially at European level, nor is a common agreed optimum model of care
encompassing all components that influence child well-being and well-becoming.
Although efforts in this direction are increasing (Wolfe et al., 2013), cross-
country comparisons tend to be based on disease incidence (Cattaneo, Cogoy,
Macaluso, & Tamburlini, 2012), on a limited number of countries (Kavanagh,
Adams, & Wang, 2009), on specific aspects, such as poverty (Ortiz, Daniels, &
Engilbertsdottir, 2012) or policy (Chapple & Richardson, 2009).

Moreover, the multidimensional approach adopted to evaluate child care
strongly support the acknowledgement that a simple extrapolation of adult
metrics should be avoided taking instead into account children’s physical and
psycho-social development at all age, differences in health and non-health deter-
minants and patterns of diseases and risk factors, recognising the stages of the
life course (World Health Organization Regional Office for Europe, 2005a;
World Health Organization Regional Office for Europe, 2014). A framework as
to what information was needed for child health service strategic planning was
created to link with policy development (World Health Organization Regional
Office for Europe, 2005b).

The need for a defined framework for the healthcare evaluation that is
suitable for children still remains despite the earlier work. Creation of compara-
tive data for children and child health services still remains a low priority, and
the largely unmet need for indicators covering all the healthcare dimensions and
available for the totality of the Models of Child Health Appraised (MOCHA)
countries is shown up as hampering development of evidence-based policy. This
is explained in detail in Liyanage, Hoang, Ferreira, and de Lusignan (2018).

Recognising the lack of centrally published relevant and sensitive indicators,
and with the aim of identifying measures specifically relevant to child healthcare,
the leaders of the MOCHA Working Groups had the assignment to scrutinise
the answers received during the rounds of Country Agents (CAs) questions and
provide relevant measures for the mapping of models of provision in MOCHA
countries in a way which it was planned would permit the assessment of quality
at the system level. The gathered measures were analysed by an expert group
that identified a limited number of categories within which all the measures
could be classified. The selected categories were as follows: Context, Access,
Coordination and Governance.

Due to the close link among categories, the process of classification of the
measures was particularly time-consuming to result in the univocal classification
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of each measure. However, this was tackled, and the subject experts within
MOCHA proceeded with the examination of each measure:

o verifying whether the interpretation of the measure meaning was univocal,
that is not ambiguous with respect to the direction of changes in the pertinent
category; and

e transforming the measure into score ranging from 1 (weak primary care) to 3
(strong primary care), based on literature and experts’ expertise. For example,
if a country indicated having a Child Public Health EHR System using
e-health records, which is one of the measures belonging to the Coordination
category, for both immunisation and screening, then the country scored a ‘3’
on that measure, meaning a feature of strong coordination.

Since the above-mentioned requirements constitute a precondition to com-
pute a category-specific score, the experts’ judgement pointed out which mea-
sures were not univocally interpretable. Let’s consider, for example, the measure
‘Number of physicians/paediatric per 100,000 population’, classified in the
Access category. Would a higher number of physicians/paediatrician produce a
higher accessibility to care (univocal interpretation)? In the literature, there was
no evidence of an optimal rate of the number of physicians/paediatrician per
100,000 population and consequently the MOCHA experts could not reach an
agreement about its univocal interpretability towards the best efficiency in the
access to care.

Therefore, this measure could not have been included in the computation of
the category-specific (Access) score.

This verification, along with the issue of missing data encountered for some
measures, has strongly restricted the potential analysis of the models of provi-
sion in MOCHA countries.

However, the Coordination category did fulfil the required criteria and the
following example shows the methodology employed to produce the category-
specific score.

Identification of the Measures Related to the Category

Among the measures provided by MOCHA WP-leaders, those classified in the
Coordination category, which met the univocal interpretation precondition, are
listed in the table below (Table 8.1). Two measures, (C3 and C5) are quantita-
tive, while the remaining three are categorical.

Transformation of the Measures into Scores

The measures belonging to the Coordination category were transformed into
scores ranging from 1 (weak coordination) to 3 (strong coordination) (Table §8.2).

Observing the scores assumed in the Coordination measures by the 30
MOCHA countries (Table 8.3), it emerged that Lithuania has the lowest scores
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Table 8.1. Measures identified by WP-leader related to coordination and
assumed values.

Measures Identified by WP-leader Possible Values
Related to Coordination

C1. Procedures to refer the child e PC prescribes the visit

from primary to secondary care e PC prescribes and refers the visit

e PC prescribes, refers and books the visit
C2. Formal link between social care e No framework
and primary care health services e A policy framework or a legal
framework
e Both a policy and a legal framework

noted, or single entity in charge of both
health and social care

C3. EHR usage in primary care e Percentage of practices using EHRs in
primary care for children [0-100]
C4. Child public health EHR system e No child public health EHR system in
in use e-health records (primary care  use;
EHR/immunisation registration) e CPH EHR system for immunisation or
screening;
¢ CPH EHR for immunisation and
screening, passive;
e CPH EHR for immunisation and
screening, active for defaults or appts.

C5. e-health infrastructure for e Number of partner organisation types
sharing with other sectors with whom structure share data [0—6]

(minimum score for all the measures), while Italy has the highest scores (max-
imum score for all the measures).

Analysis of the Correlation between Measures Belonging to the Same
Category

The analysis of the correlation among the measures classified in the
Coordination category showed all positive associations (Table 8.4), confirming
that the scores attributed to the measures have the same direction. In particular,
although the low number of countries, the Kendall’s (1938) correlations among
the C3, C4 and C5 measures resulted statistically significant. Consequently, only
the three EHR measures, significantly correlated, were considered for the ana-
lysis. Given the nature of these measures, the category ‘Coordination’ will be
subsequently referred as ‘e-coordination’.
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Table 8.2. Measures identified by WP-leader related to coordination and

attributed scores.

Measures Identified by WP-leader
Related to Coordination

Scores

C1. Procedures to refer the child from
primary to secondary care

C2. Formal link between social care
and primary care health services

C3. EHR usage in primary care

C4. Child public health EHR system in
use e-health records (primary care
EHR/immunisation registration)

C5. e-health infrastructure for sharing
with other sectors

e PC prescribes the visit

e PC prescribes and refers the visit

e PC prescribes, refers and books the
visit

e No framework

e A policy framework or a legal
framework

e Both a policy and a legal framework
noted, or single entity in charge of
both health and social care

e No or limited use (<25%) EHRs in
primary care for children

® 25%—75% of practices use EHRs
e over 75% of practices use EHRs

e No child public health EHR system
in use;

e CPH EHR system for immunisation
or screening;

e CPH EHR for both immunisation
and screening

e no structure for data exchange;

e structure for sharing with one
partner organisation type;

e with two or more partner
organisation type

Countries Coordination Level

Based on these three measures, the e-coordination scores were calculated using a
confirmatory factor analysis. Then, the countries were grouped according to
their e-coordination score: the limits of weak — medium — strong level were
determined by the tertiles of valid country scores (Table 8.5).

The last step consisted in the linkage between the strength of the
e-coordination and two selected measures: the national expenditure on
‘Governance and health system administration’ and the Current Health
Care Expenditure. Tables 8.6 and 8.7 report descriptive statistics of these



164  Ilaria Rocco et al.

Table 8.3. Scores assumed in the coordination measures by the MOCHA
countries.

Country C1 C2 C3 C4 C5
Austria 2 2

Belgium

Bulgaria 2 2 2

Croatia

Cyprus
Czech Republic 2 2

Denmark 2

Estonia 2 2

Finland

France 2 2 2

Germany

Greece 2

Hungary

Iceland

Ireland 2 2
Italy

Latvia 2 2

Lithuania

Luxembourg
Malta 2 2
Netherlands 2 2

Norway 2 2
Poland 2 2
Portugal 2 2 2

Romania 2

Slovakia 2 2

Slovenia

Spain 2
Sweden 2 2
United Kingdom 2




Table 8.4. Kendall’s correlation matrix (*p < 0.05).
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C1 C2 C3 C4 C5
Cl 1.000 0.174 0.217 0.272 0.304
n=23 n=21 n=23 n=21 n=22
C2 0.174 1.000 0.275 0.23361 0.259
n=21 n=25 n=25 n=24 n=25
C3 0.217 0.275 1.000 0.614* 0.416*
n=23 n=25 n=29 n=26 n=27
C4 0.272 0.234 0.614* 1.000 0.556*
n=21 n=24 n=26 n=26 n=26
Cs5 0.304 0.259 0.416* 0.556* 1.000
n=22 n=25 n=27 n=26 n=27
Table 8.5. Countries distribution by e-coordination strength.
Weak Medium Strong
Austria Croatia Finland
Bulgaria Czech Republic Iceland
Cyprus Denmark Italy
France Estonia Romania
Greece Hungary
Latvia Ireland
Lithuania Malta
Poland Netherlands
Portugal Norway
Slovakia Spain
Sweden

United Kingdom
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Table 8.6. National expenditure on ‘Governance and health system
administration’ by e-coordination strength (Euro Per Inhabitant, 2015).

Weak (n = 10) Medium (n = 9) Strong (n = 4)
(as per Table 8.5)

Mean (SD) = 55 (74) Mean (SD) = 69 (49) Mean (SD) = 34 (18)
Median (Q2) = 25 Median (Q2) = 59 Median (Q2) = 38
0l=14 01 =29 01=20

03 =32 03 =385 03 =48

Data missing for: Estonia,
Ireland, Malta

Table 8.7. Current health care expenditure by e-coordination strength (Euro Per
Inhabitant, 2015).

Weak (n = 10) Medium (r = 11) Strong (n = 4)
(as per Table 8.5)
Mean (SD) = 1,598 Mean (SD) = 3,175 Mean (SD) = 2,599 (1,560)
(1,289) (2,092) Median (Q2) = 3,028
Median (Q2) = 1,167 Median (Q2) = 3,912
01 =718 01 =1,003 01 =1,422
03 = 1,557 03 =4,938 03 =3,775
Data missing for:
Malta

measures according to the strength of the e-coordination as classified in
Table 8.5.

Countries with low expenditure, both on governance and health system
administration and on health care, belong to the weak e-coordination group; on
the other hand, countries with the highest expenditures have a medium level of
strength for e-coordination, which could be interpreted by potential ongoing
ICT investments to reach a better e-coordination.

Conclusions on Analysing Children’s Primary Health Systems

The MOCHA effort to create a harmonised dataset has contributed to the cat-
egorisation of ‘e-coordination’ in three levels of strength and showed how this
can be linked to selected measures. The findings presented in this chapter will be
then further elaborated with statistical modelling techniques (see Chapter 14) in
order to provide an example on how this harmonised dataset can be used to
investigate the relationships across measures such as:
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e the country immunisation coverage;

e the presence of mandatory child vaccination policies in the country;

e the national economic context; and

e the availability, at national level, of electronic health records as well as
e-health infrastructures.

A Structural Equation Modelling Approach Applied to MOCHA

Healthcare systems are a very pertinent example of complex systems, both in lay
terms by its complicated design and in scientific terms by its non-linear,
dynamic, and unpredictable nature. One of the most commonly accepted
notions of complexity is the interrelatedness of components of a system (Simon,
1962, 1973, 1996), that is the mutual influence that system components have on
each other. Researchers interested in the healthcare systems interrelatedness
among multiple factors cannot reach their research objectives resorting to clas-
sical statistical methodologies, for example, regression analysis. A statistical
solution suitable for dealing with the mutual relationships among variables is
the Structural Equation Modelling (SEM).

SEM is a very general statistical modelling technique, widely used in the
behavioural sciences, which combine the strengths of factor analysis and mul-
tiple regression in a single model that can be tested statistically. Consequently,
this statistical modelling technique provides two advantages:

(1) Tt includes, in the model, both manifest (or observed) variables and latent
factors.

(2) It analyzes the interrelatedness of the factors considered, estimating both the
direct effect that a certain factor has on the outcome of interest and the
effect mediated by other factors (indirect effect).

The exploration of available measures focused on child health care showed
a high variability in the use of diverse measures across countries, outlining a
patchy and disperse way in the evaluation of quality of child care (Minicuci
et al., 2017). Measures are generally focused on immunisation, mortality and
hospitalisation, leaving out other important aspects of child health care (see
Chapter 7).

Earlier in this chapter, we have illustrated the Italian CNR Team’s efforts
within towards the identification of a comprehensive populated dataset for
the investigation of the child healthcare system. In particular, due to the pres-
ence of a small number of measures within each of the identified category
(Context, Access, Coordination and Governance), the computation of the
category-specific score was possible only for a subset of the Coordination mea-
sures (e-coordination, see Chapter 7) and, therefore, the investigation of the rela-
tionship across the four categories was not feasible. Moreover, the presence of
missing values reduced the number of records available for the analysis.
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Bearing in mind these limitations, an application of the SEM methodology
was performed, as described below, in order to exemplify its potentiality in the
investigation of complex research questions.

Example of SEM Model Applied to the MOCHA Dataset

The following gives an example of how we would analyse the interrelatedness of
four factors across the MOCHA countries:

(1) the country immunisation coverage;

(2) the presence of mandatory child vaccination policies in the country;

(3) the national economic context; and

(4) the availability, at national level, of electronic health records as well as
e-health infrastructures.

If we assume we are interested in the following research questions:

e Do the countries with mandatory national vaccination have a higher immun-
isation coverage?

e Are the countries with a high adoption of primary care records and e-health
infrastructures facilitated in monitoring the individual immunisation status
and, consequently, leading to a higher immunisation rate?

e Does the national economic context influence:

(a) whether the child vaccination is mandatory
(b) the adoption of primary care records and e-health infrastructures?

e Does the national economic context indirectly influence the country immun-

isation coverage?

The path diagram (Figure 8.1) shows how the above relationships can be
described graphically.

Immunisation Coverage

Immunisation is an essential component for reducing under-five mortality.
Immunisation coverage estimates are used to monitor coverage of immunisation
services and to guide disease eradication and reduction. It is a good indicator of
health system performance (Bos & Batson, 2000).

In our example, we focused on the Diphtheria, Tetanus and Pertussis (DTP)
vaccine, which conveys immunity to three different infectious diseases. In par-
ticular, we considered the percentage of infants who have received first dose of
the combined diphtheria, tetanus toxoid and pertussis vaccine in 2017 (DPT1
coverage).

Mandatory Vaccination
All countries in the European Union have a long tradition of implementing vac-
cination programmes. In the presence of such a large variety of vaccines on
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Mandatory vaccination \

Immunization coverage

Economic context

Monitoring

Figure 8.1. Path diagram of the relationships across the research questions.

offer, the way immunisation is organised differs considerably between countries.
There are also large differences in whether vaccinations included in the national
programmes are recommended or mandatory.

In our example, we compared the countries where DTP vaccines were man-
datory and the countries where these vaccines were recommended.

The following definitions were used:

e recommended: a vaccination included in the national immunisation pro-
gramme for all or some specific groups independent of being funded or not;
and

e mandatory: a vaccination that every child must receive by law without the
possibility for the parent to choose to accept the uptake or not, independent
of whether a legal or economical implication exists for the refusal (Haverkate
et al., 2012).

Economic Context Factor
The national economic context factor was measured using three variables:

e the Gini coefficient, a measure of inequality of income or wealth (Gini, 1936).
A Gini coefficient of zero expresses perfect equality, where everyone has the
same income. A Gini coefficient of 1 expresses maximal inequality among
values, where only one person has all the income and all others have none;

e the child relative income poverty rate, defined as the percentage of children
(0—17 year-olds) with an equivalised household disposable income (i.e. an
income after taxes and transfers adjusted for household size) below the pov-
erty threshold. The poverty threshold is set here at 50% of the median dispos-
able income in each country; and

e the child material deprivation, defined as the average number of household
amenities and goods that a child does not have access to. The household
amenities and goods considered are: (1) a washing machine, (2) a colour TV,
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(3) a telephone and (4) a personal car, and on the household having the ability
to (5) keep the household adequately warm, (6) pay utility bills, (7) meet
mortgage or rent payments, (8) eat meat, chicken or fish at least every second
day and (9) pay its necessary expenses generally.

The higher the score in this factor the more unfavourable economic context
the country has. For this reason, we will refer to this factor as ‘Unfavourable
economic context’.

Monitoring Factor
The measures identifying the ‘e-coordination’ factor were used to define the
availability of e-health infrastructures. They are as follows:

e EHR usage in primary care (C3);

e Child Public Health EHR System in Use e-health records (primary care
EHR/immunisation registration) (C4); and

e c-health infrastructure for sharing with other sectors (C5).

Since the score of this factor increases with the increase in the availability of
e-health infrastructures, we will refer to this factor as “Monitoring strength’.

The identified model is shown in Figure 8.2.

The results of this SEM modelling are reported in Table 8.8.

The national economic context results to influence the country monitoring
strength, highlighting the negative effect (—0.0609) of an unfavourable economic
context on the strength in the monitoring.

Mandatory vaccination \

DTP1 Immunization
coverage

Unfavourable
economic context

v Gini coefficient EHR usage in primary care s=—

— Child poverty rate

o EFR-Tlealth infrnaciure T
L—s  Material deprivation Ereah s for |}
sharing with other sectors

Figure 8.2. Path diagram of the hypothesised SEM model (structural and
measurement models).
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Table 8.8. Decomposition of the effects estimated by the hypothesised SEM
model.

Effects Direct Indirect Total

On ‘Mandatory vaccination’ (Yes vs No)
Unfavourable economic context 0.1079 — 0.1079

On ‘Monitoring strength’

Unfavourable economic context —0.0609* - —0.0609*
On ‘DTP1 immunisation coverage’

Mandatory vaccination (Yes vs No) —0.4638 — —0.4638

Monitoring strength —0.0402 — —0.0402

Unfavourable economic context — —0.0476 —0.0476

Note: *p < 0.10.

The DTP1 immunisation coverage results not to be influenced by neither the
obligatory vaccine (the direct effect (—0.4638) is not statistically significant), the
strength of the monitoring system (the direct effect (—0.0402) is not statistically
significant), nor the economic context (the indirect effect (—0.0476) is not statis-
tically significant). This means that even if a country has a mandatory vaccin-
ation, or a strong monitoring system or favourable economic context, its
immunisation coverage is not higher than that reported in a country where these
three conditions are not fulfilled. If other relevant measures had been available,
it would have been possible to identify other potential factors influencing the
immunisation rate.

Despite of the limits of this exemplifying SEM model, it clearly shows the
potentiality of this statistical technique to simultaneously estimate complex rela-
tionships among factors, allowing the decomposition of the total effects of a fac-
tor on another one in direct and indirect effect.

Since the indirect effects represent how the influence of a factor on an out-
come of interest is mediated by other factors, the SEM approach allows a deeper
comprehension of complex mechanisms and, consequently, being able to go
beyond the lack of data, it would be a valid instrument to use in further research
on child health care.

Service Quality Measurement
Quality Measures

Separate from the assessment of the quality of the healthcare system for children
is the assessment of the quality of care delivered within the system, in an oper-
ational context. Health Care Quality is a multidimensional concept, since it
encompasses a number of aspects to be evaluated. Scientific research as well as
the extended vision by the World Health Organization has progressively
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enlarged the concept of health including other important aspects of the indivi-
dual’s life related to life style, well-being as well as contextual factors such envir-
onmental, economics and socio-cultural. Under a child-centred perspective,
scientific evidence underlines that the criteria used to evaluation quality of care
for adults cannot be directly translated to children. As reported by Rigby et al.
(2003), health determinants, disease patterns, preventive and therapeutic health
services and data sources are all different for children compared to adults.

The focussed work the team from CNR Italy undertook within the MOCHA
project sought to identify potential quality measures through the exploration of
a continuum of feasible measures, from the clinical, health status and satisfac-
tion perspectives, that could be used effectively by the stakeholders within
diverse structural models (across countries) and paediatric settings to quantify
the impact of the paediatric care.

The main objectives of the analysis were to:

e provide an overview of the measures available in internationally open-
accessible databases;

e develop an ad-hoc questionnaire to collect information on the availability and
utilisation of measures to evaluate the quality of the child care in each of the
30 countries;

e provide an overview of the measures adopted in each of the 30 countries for
the evaluation of child care; and

e explore whether the Patient-reported Experience Measures (PREMs) and the
Patient-reported Outcome Measures (PROMs) are used in the evaluation of
paediatric care in each of the 30 countries.

The MOCHA Analysis

Provided that monitoring child health status and monitoring the quality of
child health care are likely to produce different findings, the initial approach
taken aimed to distinguish between the measures used to evaluate the child
health status, as collected by the international databases, and the measures
used to evaluate the quality of the child health care, as reported by the
MOCHA CAs (see Chapter 1) through an ad-hoc designed questionnaire
applied in each country.

All international databases that were open-access and dealt with a broad
spectrum of child health-related issues were searched. Scrutinised sources came
from organisations, agencies, research networks and observatories. Ongoing and
ended research projects on child care were also investigated. In parallel, an
ad-hoc designed questionnaire was developed and administered to the CAs to
gather information on:

e agencies/organisations in charge of the evaluation of quality of care at
national and/or local level;
e coverage of quality evaluation specifically devoted to child care;
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e topics covered in the evaluation of child primary healthcare services; and
e measures used to evaluate child care.

In addition to these objective measures, gathering the perspective of patients
has been proved to provide a deeper insight as to their experience facing illnesses
as well as their interaction with health services. This information is hard to cap-
ture through other evaluation systems of quality of care and highlights the dif-
ference between measuring children’s ‘objective’ health status using scales and,
on the other hand, their ‘subjective’ perception of their quality of life. Thus, the
questionnaire included a section on PREMs and PROMs aimed at identifying to
what extent these recently introduced tools were adopted across countries as
well as applied to child care. In this, a core challenge is that many measures can-
not easily be applied to children’s services, while proxy respondents to data gath-
ering such as parents may not always take the child’s or a child-centric view.

Measures’ Classification

To facilitate the analysis, measures collected from the two groups of sources
were classified and organised within a schema that represents the principal areas,
further detailed in a two-level hierarchy of subcategories (hereafter called topic
and subtopic).

The top-down and the bottom-up approach used to classify the measures
helped the identification of five main areas that comprise both healthcare and
non-healthcare determinants: (1) Structure; (2) Process; (3) Outcome; (4) Social,
political, economic and environmental context; and (5) Health-related behav-
iour. The complete schematic diagram is shown in Figure 8.3.

The finer operationalisation of the 22 identified topics led to a selection 19
subtopics for the ‘Structure’ area, 23 subtopics for the ‘Process’ area, 19 subto-
pics for the ‘Outcome’ area, 27 subtopics for the ‘Social, political, economic
and environmental context’ area, and no sub-topic for the ‘Health-related
behaviour’ area.

A comprehensive piece of work to map the different indicators, both those
from databases and those in use by countries as reported by the MOCHA CA:s,
was completed as a MOCHA deliverable and is available on the web site
(Minicuci et al., 2017). This includes detailed reporting and mapping of availabil-
ity of quality-related measures by country. A brief summary is given here.

International Databases

Almost half of the measures fall into the Social, political, economic and environ-
mental context (49%). The second most representative area concerns the
Outcome (19.2%) area, whereas the remaining measures are approximately
equally distributed among the other three areas. For all countries, the Social,
political, economic and environmental context area is the most represented.
With regard to the three areas possessing the strongest links with the healthcare
system, that are Structure, Process and Outcome, only Cyprus has more than
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Schematic diagram for the measures classification.

half of its measures (52%) classified in these areas, while Ireland is the country
in which these areas are less represented (29.4%).

The distribution of the collected measures among the topics covered by the
international databases shows that education is the most represented topic
(18.3% of the measures), followed by health status (17.8%) and welfare policy
(non-health) (13.9%). Within the process area, one PREM was found concerning
self-reported unmet needs for medical examination, while within the outcome
area, three PROMs regarding self-perceived health and limitations were present.

Country Agents Questionnaire

Twenty-six countries out of the 30 involved in the project provided answers to
the questionnaire on local use of quality measures. Considering the measures
reported by CAs, in two countries (Poland and Romania), quality assessment is
mainly carried out using healthcare accreditation procedures, relating to the
functioning of hospitals and primary health care as well as specialist outpatient
care and treatment of addictions, while Greece and Malta have no system in
place for quality assessment. Therefore, these countries were excluded from the
analysis.

The majority of the measures are related to the Process (50.9%) and to the
Outcome (33%) of care. These two areas are covered by the remaining 24 coun-
tries (96%) but only six countries (Austria, Germany, Finland, Northern
Ireland, Ireland and Latvia) cover all the five areas of the map. About 10.2% of
the measures fall in the Structure area, which is covered by 72% of the countries.
The remaining two areas account for a 3.1% (Social, political, economic and
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environmental context area) and a 2.8% (Health-related behaviour area), with a
coverage of 68% and 40% of countries, respectively.

The most analysed topic is the health status considering both the number of
measures (25%) and the coverage among countries (92%). Another important
part of the quality assessment is related to three topics of the process area: spe-
cialist/hospital health care (24%), prevention (14%) and primary healthcare man-
agement (12%). These results are also confirmed analysing the distribution by
country where both the prevention and the health status are analysed in 23 coun-
tries (92%) while the primary healthcare management is studied in 20 countries
(80%).

PREMs and PROMs

Five countries (Estonia, Germany, Italy, Poland and England) have implemen-
ted surveys for both PROMs and PREMs. Austria reported only outcome mea-
sures, while Czech Republic, Lithuania, Norway, Republic of Ireland and Spain
use only PREMSs for their quality evaluation. In Denmark, the same national
survey described presents both PROMs- and PREMs-related aspects. Other
national surveys, specifically focused on the evaluation of patients’ experiences,
have been implemented in Croatia, Norway, Republic of Ireland and England.

Comparison between International Databases and Country Agents Coverage

This comparison pertains to the potential use of feasible and already available
measures collected through open-access databases by acknowledging that the
considered measure is being used by some European countries, as reported by
the CAs, to evaluate the quality of the child health care. Considering the five
areas of the map, International databases collect the majority of the measures
on the Social, political, economic and environmental context area (49%), while
countries focus the attention more on Process (50%). The outcome area is the
second most representative for both sources (18% and 33%, respectively). The
comparison of the common measures between the International Databases and
the Countries led to the identification of 30 measures distributed across all five
areas and representing 10 topics, such health expenditure, child care provider/
workforce, prevention, specialist’/hospital health care, health status, demo-
graphic, education, socio-economic and health-related behaviour.

Tracer Conditions

A report entitled Measures of Quality and Outcomes derived from large datasets
(Liyanage et al., 2018) undertaken by MOCHA researchers from the University
of Surrey have put forward an alternative approach to identifying indicators
utilising information on tracer conditions collected from routinely collected
datasets.

These tracer conditions cover the totality of care provided for children in pri-
mary care including ambulatory-sensitive conditions (such as diarrhoea and
vomiting), chronic diseases (such as asthma), mental health and preventative
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health. However, electronic medical databases and sources of routinely collected
data relating to health care across the EU are heterogeneous. Thus, the research-
ers utilised a method that involved the compilation of a metadata catalogue and
semantic models to harmonise case definitions and facilitate comparison from
different data sources across the EU (Liyanage et al., 2016, 2017, 2018). This is
summarised in Figure 8.4 and outlined in further detail in Liyanage et al. (2018).
Using indicators for these tracer conditions, the researchers found substantial,
statistically significant and consistent variation in a number of health services and
clinical quality indicators, especially of prescribing practices in primary child care
systems based on the models of care adopted (Liyanage, Shinneman et al., 2018).

Conclusion

Chapter 7 has already shown the difficulty identified by the project’s scientists of
obtaining data about children, their health and the context in which services are
trying to operate. This chapter then takes this further, by looking at approaches
to health system quality and delivered service quality. Extensive work was
undertaken by an expert group within the MOCHA project and reported
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separately in a detailed Deliverable, which not least captures an overview of
activities in each of the 30 study countries. While this gives a rich analysis of a
range of activities, it shows the comparatively early stages of this research in
Europe and the opportunity for joint collaborative working at the conceptual
and methodological levels, as well as at the data level mentioned in Chapter 7.
In terms of the MOCHA project objective of appraising models of child primary
health care, the results of this specific work show that the means of appraisal of
system and service quality are not yet agreed or mature, as well as having inad-
equate data to fuel them.
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Chapter 9

Measurement Conundrums: Explaining
Child Health Population Outcomes in
MOCHA Countries

Heather Gage and Ekelechi MacPepple

Abstract

The 30 MOCHA (Models of Child Health Appraised) countries are
diverse socially, culturally and economically, and differences exist in
their healthcare systems and in the scope and role of primary care. An
economic analysis was undertaken that sought to explain differences in
child health outcomes between countries. The conceptual framework
was that of a production function for health, whereby health outputs (or
outcomes) are assumed affected by several ‘inputs’. In the case of health,
inputs include personal (genes, health behaviours) and socio-economic
(income, living standards) factors and the structure, organisation and
workforce of the healthcare system. Random effects regression model-
ling was used, based on countries as the unit of analysis, with data from
2004 to 2016 from international sources and published categorisations
of healthcare system. The chapter describes the data deficiencies and
measurement conundrums faced, and how these were addressed. In the
absence of consistent indicators of child health outcomes across coun-
tries, five mortality measures were used: neonatal, infant, under five
years, diabetes (0—19 years) and epilepsy (0—19 years). Factors found
associated with reductions in mortality were as follows: gross domestic
product per capita growth (neonatal, infant, under five years), higher
density of paediatricians (neonatal, infant, under five years), less out-of-
pocket expenditure (neonatal, diabetes 0—19), state-based service
provision (epilepsy 0—19) and lower proportions of children in the
population, a proxy for family size (all outcomes). Findings should be
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interpreted with caution due to the ecological nature of the analysis and
the limitations presented by the data and measures employed.

Keywords: Child health; primary care; European countries; regression
modelling; mortality outcomes; Gross Domestic Product

Introduction

The Models of Child Health Appraised (MOCHA) countries (e.g. the 30
European Union and European Economic Area countries at the time of the
study) are diverse socially, culturally and economically, and differences exist in
their healthcare systems and in the scope and role of primary care (see
Chapter 2). An economic analysis was undertaken that sought to explain differ-
ences in child health outcomes across the MOCHA countries.

Methods

The conceptual framework for the analysis was that of a production function for
health, whereby health outputs (or outcomes) are assumed affected by several
‘inputs’ consistent with those reviewed in Chapter 2. Traditional production function
approaches explain outputs of goods and services in terms of the resources that are
used in their production, primarily natural resources, labour, capital and technology.
In the case of health, those factors translate into the healthcare workforce (discussed
further in Chapter 13), the capital equipment and technology that is used in the diag-
nosis and treatment of patients, and the drugs, devices and other consumables that
are prescribed for managing medical conditions. Health, however, is also the product
of other factors, including personal characteristics of the population (genes and
health behaviours), socio-economic variables (such as income levels and living stan-
dards) and the structure and organisation of the healthcare system that delivers care.

The aim of the economic analysis was to explore the relationships between a
range of health system variables, including the strength of primary care (a key vari-
able of interest for the MOCHA project) and child health outcome indicators in the
MOCHA countries, controlling for confounding country-level factors. The method-
ology was quantitative, namely, regression modelling to explore the relationship
between explanatory factors and outcomes, based on countries as the unit of ana-
lysis. Data deficiencies, however, constrained the scope of the work. This chapter
explains the measurement conundrums that were faced and how they were
addressed. The results of the modelling are presented, but should be interpreted with
caution due to the data-related compromises that were made.

Data and Methods
Child Health Outcome Indicators

The importance of population-level measures of child health for identifying pro-
gress, problems and priorities is well recognised, and proposals have been
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advanced for holistic national-level indicator sets that reflect quality in the care
of specific conditions and more general indicators of health (Gill, O’Neill, Rose,
Mant, & Harnden, 2014; Rigby, Kohler, Blair, & Metchler, 2003). The data to
enable the use of such indicators in cross country analysis, however, are very
limited, as discussed in Chapter 7. The range of outcome measures for children
available from international health data sources are mostly focussed on a variety
of vaccination and mortality rates. Information on other, more health-centred
outcomes may be gathered in individual countries, but cross-national compari-
sons are only possible if sufficient numbers of countries can provide data, and
there is agreement on the definitions that they use.

The outcome indicators used in this study are selected mortality rates that are
reported across the MOCHA countries. Child mortality rates in Europe are gener-
ally low, but variability between countries does occur, providing an opportunity
for investigating potential contributing factors. Being the inverse of health, the use
of mortality indicators represents a compromise resulting from a lack of other
data. Moreover, it is arguable that mortality is a poor indicator of quality of pri-
mary care. Vaccination rates were rejected as an alternative outcome for use in
the analysis because they are delivered outside of primary care in some countries
and are also influenced by legislation in some jurisdictions that requires parents
(under threat of sanctions in some cases) to comply (Wells, 2017).

Five mortality measures were chosen for analysis: three relating to early years
(neonatal, i.e. first 28 days; infant, i.e. first year; and under five years of age mortal-
ity per 1,000 live births) and two relating to mortality of children 19 years and
younger per 100,000 population from two ambulatory care-sensitive conditions (dia-
betes and epilepsy). Emergency admissions to hospital by people with a range of
ambulatory care-sensitive conditions are widely used as indicators of the quality of
primary care (Tian, Dixon, & Gao, 2012). In the absence of hospitalisation data
across MOCHA countries for children, mortality rates were used as a proxy.

Explanatory Variables

Two broad groups of factors were considered as potential influences on child
mortality outcomes: socio-economic and socio-demographic characteristics of
the countries, and healthcare system features. The choice of variables was con-
strained by data availability, and the variables available had limitations.

Three broad country-specific factors reported in international data sources
were included in the analysis. First, gross domestic product (GDP) per capita
was used as an indicator of income levels and economic strength of a country
and hence its ability to spend on health care. This is the most widely used meas-
ure of a nation’s living standards, although it has some significant limitations,
including that it does not take account of the distribution of income in a coun-
try, which may be very inequitable (Amadeo, 2018). Secondly, the proportion of
the population living in urban (rather than rural) areas was used to explore any
potential influence this might have on the child mortality indicators. Lastly, the
proportion of the country’s population aged 19 years or less was included as a
proxy for family size.
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Among healthcare system factors that might affect health outcomes, health
expenditure per capita is a likely key determinant. This, however, is represented
by GDP per capita since these variables are highly correlated (see Chapter 13).
Including both in the regression modelling would create statistical problems of
multicollinearity. Other potential healthcare system influences on mortality that
were sought for inclusion in the analysis related to access to health care, the
healthcare workforce, the healthcare financing mechanism, how services are pro-
vided and the strength of primary care. Data reflecting each of these features
were obtained, although some limitations applied.

Point-of-care charges might limit access to health care, and to proxy this,
out-of-pocket (OOP) expenditure on health care as a proportion of total health
care expenditure was incorporated. OOP expenditure data, however, have the
drawback that they refer to a country’s population as a whole, and not just to
the use of health care by children. Information obtained from the MOCHA
country agents (see Chapter 1) indicated complex systems of charging for chil-
dren in many countries with exemptions in place depending on a variety of fac-
tors including age, family income, the nature of the condition and the type of
medication. Only three countries (Norway, Sweden and United Kingdom) said
there were no charges for children.

The workforce (size and composition) is a major component in the delivery
of health care, and the number of general paediatricians (includes neonatolo-
gists, but excludes paediatric specialties such as psychiatry, cardiology, oncol-
ogy, surgery etc.), general practitioners (GPs) and nurses per 100, 000 of the
population are available in international datasets and were included as potential
influences on activity levels and outcomes. In the context of an assessment of
primary health care for children, however, these variables have drawbacks. In
particular, the data are aggregated such that the work of GPs and nurses with
children (rather than adults) cannot be isolated, and the allocation of nurses to
the primary (rather than secondary) care sector is not provided.

Countries were classified according to (1) how their healthcare system was
predominantly financed and (2) how care was predominantly provided. These
classifications were based on the work of Bohm (Bohm, 2012; Bohm, Schmid,
Gotze, Landwehr, & Rothgang, 2013) which argues that financing and provision
arrangements in a healthcare system create mechanisms and incentives that
affect the way in which the actors (government, societal/non-governmental orga-
nisations and private individuals) in the system behave. For example, the service
provision arrangements may affect the way in which doctors are paid (capitation
vs fee-for-service or performance related) and this may affect their treatment
decisions, with implications for the outcomes and experiences of patients (see
Chapter 16; Wells, 2017). The financing dimension is broken down into state
(raising money for health care through taxes or national insurance schemes),
societal (social insurance) and private (private insurance or direct payments).
Similarly, care is either provided by the public (state), non-governmental/societal
organisations or the private sector. There are no examples of predominantly pri-
vate financing or societal provision in the MOCHA countries (Table 9.1). The
problem with these variables is that health systems are complex and financing
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Table 9.1. Financing and service delivery classifications.

Country Financing Service Provision
Austria Societal Private
Belgium Societal Private
Bulgaria* Societal Private
Croatia® Societal Private
Cyprus* State State
Czech Rep. Societal Private
Denmark State State
Estonia Societal Private
Finland State State
France Societal Private
Germany Societal Private
Greece* Societal Private
Hungary Societal Private
Iceland State State
Ireland State private
Italy State Private
Latvia* State State
Lithuania* State Private
Luxembourg Societal Private
Malta* State State
Netherlands Societal Private
Norway State State
Poland Societal Private
Portugal State State
Romania

Slovakia Societal Private
Slovenia Societal State
Spain State State
Sweden State State
UK State State

Source: Based on Bohm 2013, except countries marked *.
“Classified by Authors based on the European Observatory on Health Systems and Policies report
(downloaded 2016).
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and provision within countries is often through a blend of methods thus creating
uncertainties in the categorisation, and in turn giving rise to issues for the inter-
pretation of the results of any analysis.

A measure of the strength of primary care in each country was taken from
the Primary Care Activity Monitor for Europe (PHAMEU) (Kringos, Boerma,
van der Zee, & Groenewegen, 2013). The PHAMEU method scored primary
care on seven dimensions, each being made up of a number of indicators. Three
dimensions are related to structures (governance, economic conditions and
workforce development) and four to processes (access, continuity, coordination
and comprehensiveness). An overall primary care system strength was assigned
by PHAMEU on the basis of the dimension scores (strong, medium and weak),
and this measure was used as an explanatory variable in the regression model-
ling (Table 9.2). The limitation of this variable is that the dimensions, and
underlying indicators, were defined with care of the general population in mind
and different factors may be important in care of children. A full description of
all variables included in the analysis is given in Table 9.3.

Analysis

The data for the quantitative variables were obtained for the 30 MOCHA coun-
tries for the 13-year period from 2004 to 2016 (maximum of 390 observations
per variable, if there was no missing information) from the World Health
Organization, World Bank and Eurostat. Summary descriptive statistics are pro-
vided in Table 9.4. The values of variables are shown by country for the last
year for which data were available (Table 9.5). Categorical variables (primary
care strength, financing and service provision) were fixed across all years (as in
Tables 9.1 and 9.2).

A random effects model was estimated to examine the contribution of the pri-
mary care system, other healthcare system variables and country covariates to
each mortality outcome measure. Random effects models are used in the analysis
of hierarchical or panel data when it is assumed the variables are random, and
there are no fixed on non-random factors. A Hausman test was performed to con-
firm the random effects estimator was consistent (Prob > y* = 0.9028). Missing
data could not be regarded as randomly missing and were not imputed as they
were greater than 25% of the data, reducing the number of countries included in
the modelling. The model was re-run with GDP per capita, the proportion of the
population in urban areas, OOP expenditure and workforce variables lagged by
two years since changes in those factors may take time to have an effect on mor-
tality. As is customary, GDP per capita was entered into the mode