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health systems, as individual service users, care managers, taxpayers or active
citizens. The evidence presented will not only provide invaluable policy advice
to practitioners and policy-makers working on the design and implementa-
tion of person-centred health systems but will also be an excellent resource
for academics and graduate students researching health systems in Europe.

ELLEN NOLTE is Professor of Health Services and Systems Research at
the London School of Hygiene & Tropical Medicine. Her expertise is in
health systems research, international health care comparisons and per-
formance assessment. She has published widely on health systems, inte-
grated care, European health policy and population health assessments and
serves as co-editor of the Journal of Health Services Research and Policy.
Previous books include Caring for People with Chronic Conditions: Health
System Perspective (2008) and Assessing Chronic Disease Management in
European Health Systems: Concepts and Approaches (2014).

SHERRY MERKUR is Research Fellow and Health Policy Analyst at the
European Observatory on Health Systems and Policies, based at the LSE.
She is Editor-in-Chief of Eurobealth and an author and editor of HiT: Health
system reviews. Her publications include Promoting Health, Preventing
Disease: The Economic Case (2015). With Martin McKee, Nigel Edwards
and Ellen Nolte, she is co-editor of The Changing Role of the Hospital in
European Health Systems (Cambridge, 2020).

ANDERS ANELL is Professor at Lund University School of Economics and
Management, Chairman of the Board at the Swedish Agency for Health and
Care Services Analysis (Viardanalys) and a former general director of the Swedish
Institute for Health Economics (IHE). He has published widely on health
systems, patient choice and the role and impact of incentives in health care.

https://doi.org/10.1017/9781108855464 Published online by Cambridge University Press


https://doi.org/10.1017/9781108855464

European Observatory on Health Systems and Policies

The volumes in this series focus on topical issues around the transformation
of health systems in Europe, a process being driven by a changing environ-
ment, increasing pressures and evolving needs.

Drawing on available evidence, existing experience and conceptual thinking, these
studies aim to provide both practical and policy-relevant information and lessons
on how to implement change to make health systems more equitable, effective
and efficient. They are designed to promote and support evidence-informed
policy-making in the health sector and will be a valuable resource for all those
involved in developing, assessing or analysing health systems and policies.

In addition to policy-makers, stakeholders and researchers in the field of
health policy, key audiences outside the health sector will also find this
series invaluable for understanding the complex choices and challenges
that health systems face today.

LIST OF TITLES

Challenges to Tackling Antimicrobial Resistance: Economic and Policy
Responses
Edited by Michael Anderson, Michele Cecchini, Elias Mossialos

The Changing Role of the Hospital in European Health Systems
Edited by Martin McKee, Sherry Merkur, Nigel Edwards, Ellen Nolte

Series Editors

JOSEP FIGUERAS Director, European Observatory on Health Systems
and Policies

MARTIN MCKEE Co-Director, European Observatory on Health Systems
and Policies, and Professor of European Public Health at the London School
of Hygiene & Tropical Medicine

ELIAS MOSSIALOS Co-Director, European Observatory on Health Systems
and Policies, and Brian Abel-Smith Professor of Health Policy, London
School of Economics and Political Science

REINHARD BUSSE Co-Director, European Observatory on Health Systems
and Policies, and Head of the Department of Health Care Management,
Berlin University of Technology

https://doi.org/10.1017/9781108855464 Published online by Cambridge University Press


https://doi.org/10.1017/9781108855464

Achieving Person-
Centred Health Systems

Evidence, Strategies and Challenges

Edited by

ELLEN NOLTE
London School of Hygiene & Tropical Medicine

SHERRY MERKUR
European Observatory on Health Systems and Policies

ANDERS ANELL
Lund University, Sweden

European
CAMBRIDGE Observatory e pvardanawi

UNIVERSITY PRESS on Health Systems and Policies

https://doi.org/10.1017/9781108855464 Published online by Cambridge University Press


https://doi.org/10.1017/9781108855464

CAMBRIDGE

UNIVERSITY PRESS

University Printing House, Cambridge CB2 8BS, United Kingdom
One Liberty Plaza, 20th Floor, New York, NY 10006, USA
477 Williamstown Road, Port Melbourne, VIC 3207, Australia

314-321, 3rd Floor, Plot 3, Splendor Forum, Jasola District Centre,
New Delhi — 1100235, India

79 Anson Road, #06-04/06, Singapore 079906

Cambridge University Press is part of the University of Cambridge.

It furthers the University’s mission by disseminating knowledge in the pursuit of
education, learning and research at the highest international levels of excellence.

www.cambridge.org
Information on this title: www.cambridge.org/9781108790062
DOI: 10.1017/9781108855464

Copyright © World Health Organization (acting as the host organization for, and
secretariat of, the European Observatory on Health Systems and Policies) 2020

This work is in copyright. It is subject to statutory exceptions and to the provisions
of relevant licensing agreements; with the exception of the Creative Commons
version the link for which is provided below, no reproduction of any part of this
work may take place without the written permission of Cambridge University Press.

An online version of this work is published at doi.org/10.1017/9781108855464
under a Creative Commons Open Access license CC-BY-NC-ND 3.0 which
permits re-use, distribution and reproduction in any medium for non-commercial
purposes providing appropriate credit to the original work is given. You may not
distribute derivative works without permission. To view a copy of this license,
visit https://creativecommons.org/licenses/by-nc-nd/3.0

All versions of this work may contain content reproduced under license from
third parties. Permission to reproduce this third-party content must be obtained
from these third-parties directly.

When citing this work, please include a reference to the
DOI10.1017/9781108855464

First published 2020

Printed in the United Kingdom by TJ International Ltd, Padstow Cornwall
A catalogue record for this publication is available from the British Library.
ISBN 978-1-108-79006-2 Paperback

Cambridge University Press has no responsibility for the persistence or accuracy of
URLs for external or third-party internet websites referred to in this publication
and does not guarantee that any content on such websites is, or will remain,
accurate or appropriate.

https://doi.org/10.1017/9781108855464 Published online by Cambridge University Press


http://www.cambridge.org
http://www.cambridge.org/9781108790062
http://doi.org/10.1017/9781108855464
https://creativecommons.org/licenses/by-nc-nd/3.0
http://doi.org/10.1017/9781108855464
http://doi.org/10.1017/9781108855464
https://doi.org/10.1017/9781108855464

gobp::ervatory ( European Observatory

on Health Syslems and Policies

on Health Systems
and Policies

’ 4 ) .
.I E' M
5 m '}\'lmrm ll!e @
‘ : : ‘ HM Government | ™HE wmm man @ = #oindation

The European Observatory on Health Systems and Policies supports and
promotes evidence-based health policy-making through comprehensive and
rigorous analysis of health systems in Europe. It brings together a wide range
of policy-makers, academics and practitioners to analyse trends in health
reform, drawing on experience from across Europe to illuminate policy issues.

The European Observatory on Health Systems and Policies is a partnership
hosted by the World Health Organization Regional Office for Europe which
includes the Governments of Austria, Belgium, Finland, Ireland, Norway,
Slovenia, Spain, Sweden, Switzerland, the United Kingdom, and the Veneto
Region of Italy; the European Commission; the World Bank; UNCAM (French
National Union of Health Insurance Funds); the Health Foundation; the
London School of Economics and Political Science; and the London School of
Hygiene & Tropical Medicine. The Observatory has a secretariat in Brussels
and it has hubs in London (at LSE and LSHTM) and at the Berlin University
of Technology.

https://doi.org/10.1017/9781108855464 Published online by Cambridge University Press


https://doi.org/10.1017/9781108855464

Copyright © World Health Organization (acting as the host organization for, and secre-
tariat of, the European Observatory on Health Systems and Policies) 2020.

All rights reserved.

The European Observatory on Health Systems and Policies welcomes requests for
permission to reproduce or translate its publications, in part or in full. Contact us at
contact@obs.who.int

The designations employed and the presentation of the material in this publication do not
imply the expression of any opinion whatsoever on the part of the European Observatory
on Health Systems and Policies concerning the legal status of any country, territory, city
or area or of its authorities, or concerning the delimitation of its frontiers or bounda-
ries. The mention of specific companies or of certain manufacturers’ products does not
imply that they are endorsed or recommended by the European Observatory on Health
Systems and Policies in preference to others of a similar nature that are not mentioned.
Errors and omissions excepted, the names of proprietary products are distinguished by
initial capital letters.

All reasonable precautions have been taken by the European Observatory on Health
Systems and Policies to verify the information contained in this publication. However,
the published material is being distributed without warranty of any kind, either express
or implied. The responsibility for the interpretation and use of the material lies with the
reader. In no event shall the European Observatory on Health Systems and Policies be
liable for damages arising from its use. The views expressed by authors, editors, or expert
groups do not necessarily represent the decisions or the stated policy of the European
Observatory on Health Systems and Policies or any of its partners.

A catalogue record of this book is available from the British Library.

https://doi.org/10.1017/9781108855464 Published online by Cambridge University Press


https://doi.org/10.1017/9781108855464

Contents

Foreword I page ix
Foreword 11 xi
Foreword I11 xiii
Acknowledgements xv
List of Contributors xvii
List of Figures xx
List of Tables xxi
List of Boxes XXl
1 The person at the centre of health systems: an introduction 1
2 Person-centredness: exploring its evolution and meaning

in the health system context 19
3 Person-centred health systems: strategies, drivers

and impacts 41
4 Achieving person-centred health systems: levers

and strategies 75
5 Community participation in health system development 115
6 Patient and public involvement in research 145
7 Listening to people: measuring views, experiences

and perceptions 173
8 Choosing providers 201
9 Choosing payers: can insurance competition strengthen

person-centred care? 229

https://doi.org/10.1017/9781108855464 Published online by Cambridge University Press

vil


https://doi.org/10.1017/9781108855464

viii
10 The service user as manager of care: the role of direct

payments and personal budgets

11 Choosing treatments and the role of shared
decision-making

12 The person at the centre? The role of self-management
and self-management support

13 Patients’ rights: from recognition to implementation

Index

https://doi.org/10.1017/9781108855464 Published online by Cambridge University Press

Contents

259

283

317

347

389


https://doi.org/10.1017/9781108855464

Foreword |

Already in 2006, Council Conclusions by EU health ministers confirmed
access to good quality health care as an overarching value for health
systems across Europe. Next to effectiveness and safety, patient experi-
ence is considered a key component of health care quality. Historically,
concern with patient safety has been the prime driver of EU-level rules
on medical products. In the last decade, effectiveness has risen to the
fore of health system analysis through EU-level processes such as the
European Semester. In recent years, we have seen initiatives focusing
on the patient perspective, assessing how health systems can draw on
patient-reported experiences and outcomes. This book delivers a key
contribution to this debate.

The book’s very title, referring to ‘person-centredness’, raises some
compelling questions on how to frame the current conceptual frame-
work. Does a term like ‘patient-centredness’ cover dimensions which
are more general in service delivery and not necessarily limited to
experiences related to morbidity? How would this concept fit with areas
such as prevention and health promotion, where the whole idea is to
help people avoid becoming patients? These questions go well beyond
‘petty semantics’ and the discussions raised in this book are very timely.

The book presents valuable lessons from areas in health systems
where persons (many of them patients) have already found ways of
expressing choice, gaining a voice and more generally participating in
health systems. In doing so, it convincingly makes the point that a more
systematic move to person-centred care will support health systems in
addressing the challenges they face. Obviously, there are barriers for
health systems to overcome when pursuing a person-centred redesign,
duly recognized in the book.

Current population health literacy levels across the EU will need
to be raised if citizens are to take up a more active role in co-steering
health systems. Also, health systems need to overcome the important
information gap they face. The uptake of more holistic, person-centred

X
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b Foreword I

health data holds great potential. The quality of care and the perfor-
mance of health systems across the EU stand to gain significantly from
improvements in this direction. The development of such complementary
health indicators will help policy-makers and health professionals to
more effectively treat patients, who are increasingly frail and suffering
from multiple morbidities. The European Commission is actively sup-
porting Member States to achieve this health system transformation.

For many years patient groups have rightfully demanded from
policy-makers ‘nothing about us without us’. Now it is time to push
this principle to a higher level. Inspired by this book, we should strive
for a person-centred redesign of health systems that will include all
patient groups, as well as the wider population that health systems
aim to keep healthy.

ISABEL DE LA MATA
European Commission
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Foreword 11

Centring health systems around people remains a major challenge for
all countries. Traditionally, a fragmented landscape of health provid-
ers has determined what services to offer and how they are delivered,
while patients have had limited options to choose, participate or even
co-produce.

People demand now a more active role in their health care and a
better response to their expectations as social values have progressed
and information asymmetries have shrunk with the advent of new forms
of communication and participation. Hence, it has become a health
systems practitioners’ mandate to walk the talk of valuing choice and
the preferences of individuals, de-institutionalizing services for increased
community-based care closer to home, involving individuals and their
caregivers in managing long-term care needs, engaging multiple care
disciplines, promoting the exercise of personal choice, and extending
services beyond physical limits into virtual modalities.

This book provides a comprehensive and necessary analysis of the
multi-pronged concept of people-centredness to set a common back-
ground to health reformers, practitioners and researchers. Its editors
and chapter authors explore what health strategies and innovations
can contribute to effectively make health systems more people-centred,
empowering community participation, measuring people’s perceptions
and enabling choice of providers and payers. They also provide evidence-
based guidance on how health services can be more person-centred by
engaging patients in decision-making, empowering them as managers
of their own care and, overall, fostering self-management.

It comes at a timely moment when health systems celebrate histor-
ical landmarks like the foundation of the World Health Organization
in 1948. In 2018 we also commemorated the 40th anniversary of the
Declaration of Alma Ata and the 10th anniversary of the Tallinn Charter
that shape modern health policies aiming to achieve health for all
underpinned by the vision put forward by Health 2020. They all share

xi
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the vision of people-centred health systems based on the principles of
equity, social justice, community participation, health promotion, the
appropriate use of resources and intersectoral action.

Against this backdrop, 21st century health systems need to be
rethought and strengthened to successfully face a changing world con-
text characterized by ageing societies, globalization, climate change
and technological progress. People-centred health systems based on
strong primary health care and integrated health services across the
life-course are vital to reach the Sustainable Development Goals and
achieve universal health coverage by 2030 and this book is an accurate
compass to guide the way forward.

DR HANS HENRI P. KLUGE
WHO Regional Director for Europe
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Foreword I11

Modern medicine has contributed to tremendous achievements in terms
of expanding life expectancy, curing diseases that previously were fatal,
finding new ways of alleviating pain and suffering, and improving
patients’ quality of life. However, when we ask patients about their
experiences of the health services they use, the results are not always
as positive. Patients do not always feel that they have been respected
and listened to, that their needs and preferences have been taken into
account and that their experiences and knowledge are valued.

Studies that compare patients’ experiences in different countries show
us that some countries are ahead when it comes to delivering health
services that are person-centred. Person-centred care essentially entails
services where patients feel that they are treated as persons, with respect
and dignity, and that their needs, wants and preferences are considered.
It is therefore of great value to explore how different countries, and
providers in these countries, have attempted to change the way they
deliver health care. The Swedish Agency for Health and Care Services
Analysis has collaborated with the European Observatory on Health
Systems and Policies in an attempt to shed light on possible strategies
that can contribute to making our health systems more person-centred.
This work rests on the assumption that it is not enough to increase
person-centredness in the patients’ interaction with nurses, doctors and
other health professionals, but that all tiers of the health system need
to consider the perspective of the user and the wider public. Managers
and policy-makers at different levels need to create incentives, eliminate
obstacles and show leadership in order to create services that will meet
individuals’ varying needs and include them in the care process. This
volume has brought together some of the most experienced researchers
in the field, coming from a range of disciplines, in order to outline and
analyse what we know of the effectiveness of different strategies that
could contribute to transforming our health systems.

x1ii
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Respecting patients’ wants and preferences, and involving them in
the care they receive, can potentially lead to better medical results. More
research is, however, needed in this area to create a more comprehen-
sive understanding of the effects of person-centred care. What is more,
and perhaps more importantly, person-centredness should be seen as
an important value in its own right. The process of participation, in its
many different forms, has an intrinsic value as a democratic principle.

Involving patients in their own care, and in designing the health
services they use, is a much overlooked resource that we, in light of
the pressures our health systems face, can no longer afford to ignore.
Learning from patients and their families and letting their voices be a
core feature when we design, reform and evaluate our health systems
sends an important message to both health professionals and policy-
makers. This book can guide and inspire decision-makers, nationally,
regionally and locally, in their attempts to create sustainable and inclu-
sive health systems.

We want to thank the Observatory and the World Health Organization
for this collaborative process. We are also grateful to the authors of the
different chapters and to the editors for their hard work, and we lastly
send our thanks to all other participants who have contributed to the
book. As a next step, we intend to summarize the most important les-
sons from the anthology and analyse them in the context of the Swedish
health system — thus hoping to increase knowledge and capacity among
Swedish policy-makers.

JEAN-LUC AF GEIJERSTAM

General Director
The Swedish Agency for Health and Care Services Analysis
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1 The person at the centre of health
systems: an introduction

ELLEN NOLTE, SHERRY MERKUR, ANDERS ANELL

Introduction

[T]hbe people have the right and duty to participate individually and
collectively in the planning and implementation of their health care.
Declaration of Alma Ata, 1978

There is now widespread acceptance, in political and policy declarations,
that the individual citizen should be at the heart of the health system
(OECD Health Ministerial Meeting, 2017; World Health Organization,
2016; World Health Organization Regional Office for Europe, 2015). A
person-focused approach has been advocated on political, ethical and
instrumental grounds and is believed to benefit service users, health
professionals and the health system more broadly (Dieterich, 2007;
Duggan et al., 2006; Richards, Coulter & Wicks, 2015). However, and
in contrast to the political and policy emphasis placed upon ‘person
focus’, there is continuing debate about its actual meaning in the health
care context vis-a-vis concepts such as ‘patient-centred’, ‘user-centred’,
‘family-centred’ or ‘people-centred’ care, or indeed ‘personalized’ health
care, as well as the strategies that are available and effective to promote
and implement ‘person focus’. There is no single definition of related
concepts, and there are different views on the extent to which patient-
or person-centredness:

e constitutes one of the several dimensions of delivering ‘good quality
care’, along with effectiveness, safety, efficiency or equity, among
others (Institute of Medicine, 2001; Klassen et al., 2010);

* represents a component of the broader idea of engaging patients and
their carers in their health and health care (Mittler et al., 2013); or

e forms a complex strategy to innovate and implement long-lasting
change in the way services in the health sectors are being deliv-
ered, involving multiple changes at multiple levels (World Health
Organization, 2016).
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The discussion around person-centredness is further complicated by
more general concepts of empowerment and participation. Frequently
used interchangeably (EMPATHIE Consortium, 2014; Scholl et al.,
2014), the terms ‘empowerment’ and ‘participation’ have themselves
defied a commonly agreed definition or framework. For example,
Bravo et al. (2015), in a scoping review of patient empowerment, iden-
tified widely varying definitions. These ranged from those that viewed
empowerment to be grounded in the principles of autonomy and self-
determination and those that interpreted it as a transformative process
that patients go through as they gain control of their health and health
care, to those that simply viewed empowerment as an intervention
aimed at promoting patient self-management. Similarly, participation
and involvement have been described in different ways (Conklin,
Morris & Nolte, 2010; Wait & Nolte, 2006). A 2014 review of reviews
of consumer and community engagement described a distinct, while
overlapping, set of concepts related to involvement, which included
shared decision-making, self-management, community-based health
promotion, participation in research, collaboration in research design
and conduct, and peer support, among others (Sarrami-Foroushani
et al., 2014).

Common to all these concepts is what Mittler et al. (2013) have
referred to as the ‘philosophical argument’ (or ethical argument) and
the ‘performance-based argument’ (or instrumental argument). The
former stresses that individuals should have more say in their care as a
principle: user involvement has a value in itself irrespective of its possible
impact on quality of care or health. The performance-based argument
expects that removing obstacles to service user involvement, such as
a lack of information or motivation, will lead to an informed service
user who behaves in ways which will ultimately improve the quality
of their care and their health. It assumes that informed service users
will select high-quality providers or help design a person-centred care
plan to follow, which in turn may help enhance provider and service
performance and contain care costs. If these instrumental purposes are
not fulfilled, user involvement can, according to the performance-based
argument, be challenged.

While intuitively, and indeed conceptually appealing, available
evidence to support the premise that person-focused care and related
concepts will lead to improved performance remains patchy. In brief,
and as will be developed further in this book, there is good evidence
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at the individual user level for some aspects to be positively associated
with selected measures. Examples include shared decision-making in the
clinical encounter, which was shown to enhance knowledge and patients
taking a more active role in decision-making (Stacey et al., 2017).
Further evidence also points to the potential for interventions related
to shared decision-making to contribute to reducing health inequalities
(Durand et al., 2014). Similarly, self-management support can improve
selected health outcomes among people with chronic disease, including
health-related quality of life and healthy behaviours (Franek, 2013).
Conversely, the evidence of the impact of patient and public engagement
in health care decision-making more broadly remains difficult to establish
(Groene et al., 2014; Mockford et al., 2012), although, in line with the
philosophical argument above, it has been argued that involving the
public in the health care policy process can be seen to be a value in its
own right (Conklin, Morris & Nolte, 2010).

Against this background of growing policy interest and a patchy
evidence base, it seems timely to revisit the idea of person-centredness,
set it in a broader context and review the available evidence on strate-
gies and interventions more coherently. Specifically, there is a need to
take a systems approach to better understand and clarify the use and
usefulness of strategies seeking to give individuals, their families and
communities a greater role in the health system. This takes greater
urgency against concerns that lack of clarity about what person-centred
care and related concepts really mean can “produce efforts that are
superficial and unconvincing” (Epstein & Street, 2011, p. 101), and
which can, ultimately, undermine the legitimacy of a public health care
system (Flood, 2015). Policy-makers seeking to improve the position of
individuals, their families and communities in the health system, based
on philosophical or performance-based arguments or both, are thus
faced with two major policy questions to ensure person-centredness is
systematically considered in decision-making:

* how to characterize and organize the range of approaches and
strategies that are available; and

e what types of interventions and strategies are effective to strengthen
person-centredness in different health system contexts.

This book aims to respond to these two policy concerns by exploring
‘person-centred’ care and its realization at the different tiers within health
systems. In doing so, the study considers the various concepts that have
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been discussed under the headings of ‘centredness’ and ‘involvement’ and
how these play out at the different levels of the system. This stretches
from the broad collective population level to the individual patient
level in a clinical setting, capturing strategies and policies that share
the common aim of placing individuals, their families and communities
at the centre and enabling them to play a more central and directing
role in their own care as well as in shaping the system that serves them.

In this chapter, we first set out the challenges that a greater person-
focus is expected to address. We then describe the framework that has
guided this work and our methodological approach. We conclude with
a brief outline of the book and who should read it.

What is the problem policy-makers want ‘person-centredness’
to address?

Globally, health systems are facing numerous challenges. While there
have been significant advances in people’s health and life expectancy
in Europe and elsewhere, relative improvements have been unequal
among and within countries and there remain considerable challenges
across regions (GBD 2016 DALYs and HALE Collaborators, 2017).
Key challenges include the rising burden of chronic health problems
and of multimorbidity, along with growing consumer expectations and
technological advances against a backdrop of increasing financial con-
straints, creating a pressing need for the efficient use of resources and
a fundamental rethink in the way systems are organized and financed
(Nolte, Knai & Saltman, 2014).

Thus, as populations age and advances in health care allow those with
once fatal conditions to survive, the prevalence of chronic conditions is
rising in many countries. In the European Union in 2014 about one-third
of the adult population reported having a long-standing illness or health
problem, ranging from some 20% in Romania and Bulgaria to over
40% in Estonia and Finland (Eurostat, 2016). Of particular concern is
the rise in the number of people with multiple health and care needs,
which tend to be more common among older people, the proportion of
whom is also increasing rapidly in the population (Violan et al., 2014).
An estimated two-thirds of those who have reached pensionable age
have at least two chronic conditions, although the actual number of
people with multimorbidity is higher at younger ages (Barnett et al.,
2012; Koné Pefoyo et al., 2015; Schiotz et al., 2017), affecting those
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with lower socioeconomic status in particular (Violan et al., 2014).
People with multimorbidity are more likely to have poorer outcomes,
along with higher use of health services and associated costs (Palladino
et al., 2016; Sambamoorthi, Tan & Deb, 2015; Thavorn et al., 2017).

Chronic conditions create a spectrum of needs that require mul-
tifaceted responses over extended periods of time, from a range of
professionals as well as active patient engagement (Holman & Lorig,
2000). It is clear that the traditional approach to health care, with its
focus on acute, episodic illness, is not suited to meet the long-term and
fluctuating needs of those with chronic illness. Instead, services should be
centred on the needs of patients and grounded in partnerships between
patients and providers working to optimize outcomes (Nolte & McKee,
2008). Yet, as data from an international survey among adult people
with chronic conditions in 11 countries show, patient involvement in
their own care remains suboptimal (Figure 1.1).

Fragmentation of services along the care continuum means that
patients often receive care from many different professionals or provid-
ers, in particular when they have multiple health and care needs. As a
result, they are frequently called upon to monitor, coordinate or carry
out their own treatment plan. For example, in the aforementioned inter-
national survey, between 20% and 40% of respondents who had seen
their provider during the past two years reported to have experienced
coordination problems, such as the specialist did not have information
on their medical history, or they had received conflicting information
from different health professionals (Osborn et al., 2016). Failure to
coordinate services along the care continuum may result in suboptimal
outcomes, including potentially preventable hospitalizations, medication
errors and other adverse events (Vogeli et al., 2007). In addition, there
are numerous other negative patient outcomes associated with a lack
of coordination that are less well documented, such as anxiety, worry
and distress, along with feelings of being lost in the system, frustration
and disempowerment (Sampson et al., 2015; Schietz, Host & Frelich,
2016), and, ultimately, loss of trust (Pedersen et al., 2013).

Osborn et al. (2016) further found that among people who have
a regular doctor or place of care, between 10% in Australia and the
Netherlands and up to 36% in France reported that their doctor did
not spend enough time with them and did not explain things in a way
they could understand. This can be seen to be of particular concern
in light of advances in medical technology, from diagnostic testing
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Figure 1.1 Engagement of service users with chronic conditions in their own
care, 2016

Source: adapted from Osborn et al., 2016
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to therapeutic treatments and procedures. These provide significant
potential for new methods of delivering and organizing health care
such as providing care closer to people’s homes in response to chang-
ing population health and care needs. But countries have to ensure
that any such technology is used effectively and appropriately and at
a cost that is affordable, with associated changes carefully balancing
growing consumer expectations and respecting people’s needs, wants
and preferences (Elshaug et al., 2017).

At the same time, a growing service user movement, facilitated by
modern digital technologies, in particular social media, is challenging the
traditional way in which people use health services. Examples include
health-related online discussion forums and virtual patient networks for
the provision of information about health and health concerns as well
as for patient support; the online forum PatientsLikeMe has developed
into a clinical research platform that collects and analyses data gener-
ated by patients to inform research and practice (Okun & Goodwin,
2017). Virtual user platforms were found to have both positive and
negative effects on people, such as enhancing (for example through the
experience of positive relations with others) but also reducing subjective
well-being (for example producing negative emotions through feelings
of worry and anxiety) (Smailhodzic et al., 2016). They can also affect
the patient-health professional relationship, leading for example to
more equal communication while also potentially undermining the
interaction, such as when the professional’s expertise is being challenged.
Online user platforms have considerable potential to inform and pro-
mote person-centred care, and possibly person-driven care, especially
for those with chronic conditions. Examples include harnessing the
knowledge and lived-experiences of patients and their carers, but such
approaches have yet to be integrated strategically into practice (Amann,
Zanini & Rubinelli, 2016).

These challenges come against a backdrop of persistent and, in
some settings, rising health inequalities and inequities in access to
and utilization of health care services. Elstad (2016) analysed data on
self-reported unmet need for medical care because of costs, waiting
time or geographical distance from the European Union Statistics on
Income and Living Conditions (EU-SILC) for the period 2008-2013.
This showed that levels of unmet need for medical care increased in
most countries but in particular among those populations considered
most vulnerable because of their low socioeconomic status and health
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problems (Figure 1.2). For these populations, unmet need for medical
care tended to be higher in countries with larger income inequalities.
This highlights that countries with a more equal income distribution
had been more able to protect their populations, and vulnerable groups
in particular, against worsening access to medical care in the context
of economic crises. The findings also suggest that there is a need for a
shift from service delivery that simply responds to demand to a service
that proactively seeks need, even when it is not voiced as demand, in
the knowledge that those whose needs are greatest may be least able
to access care. Such a shift will be of particular importance in light of
increasing reliance on digital health technologies, which, while having
considerable potential to support person-centred systems, may exac-
erbate social inequalities in health if not carefully designed (Latulippe,
Hamel & Giroux, 2017).
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Figure 1.2 Forgone medical care (%) in 2008/2009 and 2012/2013 among
disadvantaged populations in 30 countries

Note: disadvantaged defined as (i) being in the lowest income tertile (the lower third
of the income distribution in the country sample, age 30-59, in the given survey),
and (ii) reporting health difficulties in terms of either a long-standing (chronic)
disease or self-rated overall health status as fair or bad.

Source: adapted from Elstad, 2016
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A health system that is focused on the person at the centre is seen
as a means to address these challenges through ensuring (World Health
Organization, 2017) that:

e everyone has access to the quality health services they need, when
and where they need them (equity in access)

e safe, effective and timely care that responds to people’s needs and
that is of the highest possible standard (quality)

e care thatis coordinated around people’s needs, respects their prefer-
ences and allows for their participation in health care (responsiveness
and participation)

e ensures that services are provided in the most cost-effective setting
with the right balance between health promotion, prevention, and
in- and outpatient care, avoiding duplication and waste of resources
(efficiency)

e that the capacity of health actors, institutions and populations is
strengthened to prepare for, and effectively respond to, public health
crises (resilience).

Conceptualizing person-centredness: a guiding framework

This study was initially guided by a broad framework that builds on
a ‘service user typology’ proposed by Fotaki (2013) in the context of
governing public services systems. This was developed further by Dent
& Pahor (2015), who sought to conceptualize the rise of the idea of
‘patient involvement’ in European health care settings over past dec-
ades in an attempt to enable cross-country comparison of strategies
and approaches that aim to strengthen the individual’s role in the
health system. The framework principally distinguishes three core
roles: consumerist, deliberative and participatory, which Dent & Pahor
(2015) summarized under the broad headings of ‘choice’, ‘voice’, and
‘co-production’ (Figure 1.3).

Choice relates to the general idea of the patient or service user as a
consumer within the health system. The notion of voice represents the
individual patient or service user as a citizen who is actively involved in
decision-making (bodies) related to health. Co-production can be seen
to be located at the interface between voice and choice and describes
how patients or service users engage, individually or collectively, in the
delivery of their own treatments and care in partnership with providers
(Fotaki, 2013). Although the idea of co-production may be less familiar
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Patient empowerment

Patient as citizen

VOICE

Manipulation

Patient disempowerment

Patient empowerment Patient empowerment

Patient as participant Patient as consumer

CO-PRODUCTION CHOICE

Paternalism Forced responsibilization

Patient disempowerment Patient disempowerment

Figure 1.3 The conceptual framework guiding the study
Source: adapted from Dent & Pahor, 2015

to readers, it is increasingly seen to be key to public services reforms
(Osborne et al., 2016; Pestoff, 2014) and is gaining traction in the health
services and systems literature, too (Batalden et al., 2016).

These distinctions are not clear-cut, but rather present different
roles that individuals can take, at times simultaneously, as a patient,
decision-maker, taxpayer and active citizen (Coulter, 2002). For exam-
ple, individuals might exert their right to make decisions about the
provider they wish to consult (choice), and at the same time partici-
pate in decision-making bodies about how to organize delivery (voice)
and work with their own provider towards shared decision-making
(co-production) to clarify acceptable medical options and choose an
appropriate treatment.

The different notions of involvement or ‘person focus’ as conceptual-
ized in Figure 1.3 may have positive outcomes in terms of better quality
or service delivery, as well as unintended consequences. Outcomes
will also depend on whether the strategy under consideration truly
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empowers or disempowers individuals (Dent & Pahor, 2015; Fotaki,
2013). For example, policies that use public deliberation processes to
legitimize decisions rather than engage the public in a true exchange
might be seen to be tokenistic or even manipulative rather than giving
a ‘voice’. Likewise, service users might be made responsible for their
choices (forced responsibilization), or they are asked to choose from
services they have little control over, which weakens the individual’s
role in the system.

It is important to emphasize that the framework presented in Figure
1.3 should not be interpreted as a normative model in an evaluative sense.
We used it simply as a descriptive frame to categorize and guide our
preliminary analyses of individual strategies and systems more broadly.
In doing so, we further operationalized the three principal categories
at the level of the different tiers of the health system. These include the
primary process of patient care (‘micro’ level), the organizational (‘meso’)
context and the financing and policy context at system (‘macro’) level,
each with distinct rationales and perspectives concerning the delivery
of health care (Plochg & Klazinga, 2002). This structure provided one
way of organizing the different themes that will be reviewed in this
book, while acknowledging the close links and overlaps between the
different roles of service users within the system. We also recognize that
alternative frameworks exist, for example focusing on themes related
to the challenges of developing coordinated and integrated care from
a service provider perspective. Our approach looks explicitly at roles
that service users can take, which in turn will have implications for
service providers in their attempts to coordinate and integrate services.

Our approach to the analysis

The study as presented in this book was led by the European Observatory
on Health Systems and Policies, in collaboration with the Swedish
Agency for Health and Care Services Analysis (Vardanalys). The prin-
cipal approach is an exploration of key themes of person-centredness,
based on a synthesis of the theoretical and empirical evidence from a
wide range of mostly high-income countries. The selection of key themes
to be explored was guided by an initial expert workshop held in June
2015 and the conceptual framework described above. It is reflected in
a series of themed chapters that examine ‘voice’ in the context of public
involvement in health care decision-making and research; ‘choice’, of
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provider, of payer and of services; and ‘co-production’, largely revolv-
ing around the individual as a service user in the primary context of
patient care.

For each of the themes covered in this book, we commissioned experts
with proven expertise to contribute an overview of each selected area.
Contributors were identified through a range of sources, including a
track record in the relevant scientific literature and an international
profile through, for example, membership in advisory groups on the
topic under study, further informed by the editors’ own professional net-
works. Contributors, or teams of contributors, were invited to produce
a chapter on the given topic area in line with a set of terms of references
developed by the editors. Specifically, authors were asked to set out:

(i)  the drivers behind the subject under analysis (how the topic has
evolved; what the anticipated impacts in relation to health system
performance are);

(ii) measurement issues (how do we know that the subject under
analysis has been implemented, and what is the evidence of
impact);

(i)  bottlenecks for implementation;

(iv) innovations and future developments; and

(v) policy lessons learned.

Chapter authors were encouraged to give examples of relevant person-
centred approaches that have been implemented in European countries
for further illustration of the topic area being explored.

Each of the themed chapters was externally peer reviewed by an
academic expert in the field and by a service user to ensure that the
content of the relevant chapter is covered comprehensively, that it ade-
quately reflects the key issues, in particular those arising from a service
user perspective, and that it does not overlook important evidence.
A separate review process concerned the study as a whole. It focused
on the four framing chapters 1-4 in particular to ensure coherence,
appropriateness, relevance and quality.

Outline of the book

While this book takes an explicit systems approach, it should be empha-
sized that it cannot capture the full complexity of the idea of person-
centredness. We see the analyses presented as a starting point for a more
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critical engagement with a concept that is widely but variously used in
different contexts, often without a clear understanding what it is actually
meant to convey. Yet, as the brief introduction to this book has shown,
a more person-centred approach is expected to address, or perhaps
even solve, a wide range of challenges contemporary health systems are
facing. We examine a range of perspectives on person-centred strategies
to help inform whether and how available strategies are suited to meet
these challenges and to guide the development of more informed policies
and practices. Inevitably there are trade-offs between the breadth and
depth of relevant strategies and approaches that we could have covered
in this book. We opted for an in-depth analysis of selected perspectives,
recognizing that other, equally relevant, perspectives will have been left
out for others to address.

The book is divided into two broad parts. The first part comprises
Chapters 1-4, which set out the overall conceptual framework for
the work presented in this book and provide a synthesis and analysis
of the key themes examined in-depth in the second part (Chapters
5-13). In brief, Chapter 2 explores the evolution of the concept of
person-centredness by reviewing insights from the published academic
literature and policy documents. It finds that there is wide variation
in the terminology and interpretation of the idea of ‘centredness’,
reflecting different professional disciplines, perspectives and clinical
settings, as well as different regional and country contexts. At the
same time, there is agreement on the fundamental ethical premise
that patients and service users should be treated as persons, with
respect and dignity, and that care should take into account their
needs, wants and preferences. Yet beyond this, there remains con-
siderable diversity among different stakeholders in how to translate
this common understanding into practice, and it is this diversity
that we will need to disentangle in order to understand and inform
policy development.

Chapter 3 synthesizes the main insights and lessons that emerge
from the in-depth analyses presented in Chapters 5-13, building on the
principal framework of voice, choice and co-production as described
above. They examine the different roles people take in health systems,
from engaging in and leading on health service and system development
(Chapter 5) and research (Chapter 6), evaluating the quality of health
services and systems (Chapter 7), and making decisions about purchasers
or providers of individual care packages and services (or choosing not
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to do so) (Chapters 8-10), to participating in their own care (Chapters
11 and 12), along with legal frameworks seeking to ensure that people
can exercise their rights as taxpayers and citizens (Chapter 13). The
synthesis of these in-depth chapters finds that there is a need to move
to a more complex model of engagement that considers people’s values
and preferences at the level of the individual patient—professional
relationship (micro level), as well as the organizational (meso) and the
governance and finance, along with wider societal (macro) levels in
order to systematically implement person-centred strategies. These issues
are then examined further in Chapter 4, which also provides pointers
to the range of options, or levers, that show promise in supporting a
move to more person-centred care. It discusses some of these options,
highlighting the opportunities while also considering problematic issues
that need to be overcome in order to move to person-centred health
systems.

Who should read this book?

The starting point for this book is the various roles people take in health
systems, and it is perhaps fair to say that very few of us will go through
life without being affected, directly or indirectly, by the system. This
might be as service users, carers, taxpayers or voting citizens, or those
working in and with the health system, whether as health professionals,
managers or policy-makers, or as representatives of patients, carers or
the public more widely. This book will, inevitably, be of most interest to
practitioners, managers, representatives of service user organizations and
policy-makers, but we hope that there will also be something useful in it
for others, including the growing number of researchers in the field. The
nature of health care is changing, in many cases quite rapidly. It will be
ever more important for those designing, directing and governing services
to implement effective approaches and strategies that place individuals,
their families and communities at the centre of the health system and
enable service users to play a more central and directing role in their
own care as well as in shaping the system that serves them. There are
no easy answers, and those working in and for different health systems
must find approaches that are appropriate to their own circumstances.
Yet there is also considerable scope for shared learning from successes
as well as failures. This book seeks to contribute to this process.
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2 Person-centredness: exploring its
evolution and meaning in the health
system context

ELLEN NOLTE, SHERRY MERKUR, ANDERS ANELL

Introduction

The right of citizens and patients to participate in the decision-making
process affecting health care, if they wish to do so, must be viewed as
a fundamental and integral part of any democratic society.

Council of Europe, 2000

As we have seen in the introduction to this book, there remains a lack
of consensus about the actual meaning of patient or person ‘centredness’
in the context of health systems. There is considerable overlap with
concepts such as ‘empowerment’ and ‘participation’. Some view empow-
erment as a core principle or dimension of patient-centred care (Docteur
& Coulter, 2012; International Alliance for Patients’ Organizations,
2006), while others define centredness as a foundation or prerequisite
for achieving empowerment (Castro et al., 2016; Lhussier et al., 2015).

A wide range of reviews have been carried out over the past two
decades to better understand patient- and person-centred care and
related concepts. Yet uncertainty remains, mainly because reviews tend
to differ on a number of characteristics, such as:

* the methodological approach: including scoping review (Constand
et al., 2014), systematic review (Kogan,Wilber & Mosqueda, 2016),
meta-narrative review (Kitson et al., 2013), and integrative review
(Sidani & Fox, 2014), as well as dimensional (Hobbs, 2009) or
concept analysis (Castro et al., 2016; Lusk & Fater, 2013; Morgan
& Yoder, 2012; Holmstrom & Roing, 2010), discourse analysis
(Pluut, 2016), or a combination of these (Hughes, Bamford & May,
2008; Mead & Bower, 2000; McCormack & McCance, 2006; Scholl
et al., 2014);

* the disciplinary perspective: mainly medicine (Lhussier et al., 2015;
Mead & Bower, 2000; Scholl et al., 2014) and nursing (McCormack
& McCance, 2006), although several studies looked across disciplines
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(Castro et al., 2016; Constand et al., 2014; Hughes, Bamford &
May, 2008; Kitson et al., 2013; Morgan & Yoder, 2012; Sidani &
Fox, 2014);

o the setting: considering for example general practice or family
medicine (Hudon et al., 2012; Mead & Bower, 2000), acute or
post-acute inpatient care (Castro et al., 2016; Morgan & Yoder,
2012; McCormack & McCance, 2006; Hobbs, 2009), rehabilitation
(Leplege et al., 2007), dentistry (Mills et al., 2014), or across settings
(Constand et al., 2014; Hughes, Bamford & May, 2008; Scholl et
al., 2014; Sidani & Fox, 2014); or

® the patient population or service area: such as chronic care (Hudon
et al., 2012), older people (Kogan, Wilber & Mosqueda, 2016) or
maternity services (de Labrusse et al., 2016).

As a consequence, it remains challenging to arrive at an overarching
common conceptual framework relevant to policy-making. At the same
time, seminal work in the field has informed key policy documents at
national and international levels, embracing the notion of patient- or
person-centredness as fundamental to the delivery of health care that is
accessible, effective and of high quality (Australian Commission on Safety
and Quality in Health Care, 2011; Department of Health, 2010; Institute
of Medicine, 2001; International Alliance for Patients” Organizations,
2006; International College of Person-centered Medicine, 2011).

In this chapter, we explore the evolution of patient- or person-
centredness and seek to synthesize the insights emerging from existing
reviews in the academic literature and policy documents. We begin
by briefly tracing the emergence of the different notions and their
objectives in the health and care sectors. We then critically examine
the range of definitions and conceptualizations and consider the role
of the perspective of different stakeholders and disciplines in shaping
the understanding of these concepts. We close this chapter with some
overarching observations and conclusions.

Informed by the review of the different concepts in this chapter,
we use the term ‘person-centred’ throughout the entire volume. This
decision was driven, mainly, by a recognition that the term ‘patient-
centred’ may too narrowly focus on the patient—provider interaction
within the individual (clinical) consultation and insufficiently take
account of the social context within which people live and that influences
disease trajectories and care choices (Hobbs, 2009; Starfield, 2011).
More importantly perhaps, the notion of ‘patient’ may unduly reduce
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the individual to one affected by a given health problem (or disability)
within the medical care system while within the context of this book
we consider the broader context of health systems with the individual
person at the centre in terms of exercising voice and choice and actively
involved in shaping health services at the different tiers in the system
(see Chapter 1). However, when reviewing the academic literature
and policy documents we have considered both patient- and person-
centredness because of their frequent and, at times, interchangeable use
in the health care context.

Tracing the evolution of patient- and person-centredness
as a concept in the health care context

The roots of some of the core principles underlying the idea of patient-
and person-centredness date back to ancient civilizations that concep-
tualized health holistically and viewed respect for individuals as a key
value (Mezzich et al., 2009). It is only more recently that either notion
has emerged as a distinct term, although descriptions and interpretations
of the evolution of these concepts vary among authors. This largely
reflects the underlying differences in disciplines and perspectives (Hobbs,
2009; Kitson et al., 2013; Leplege et al., 2007; Mead & Bower, 2000;
Laine & Davidoff, 1996; Stewart et al., 2003). For example, in the UK
and Canada the terms patient-centredness and patient-centred medicine
have been most closely linked to family medicine and general practice
(Levenstein et al., 1986; Mead & Bower, 2000). Here, the concept can
be traced to the writings of Balint in the 1960s, who described patient-
centredness in medicine in the context of the physician—patient encounter,
arguing for the physician to understand the patient as a whole person
and “unique human-being” (Balint, 1969, p. 269). Similar developments
have occurred elsewhere in Europe from around the mid-20th century,
including in France, Switzerland and Sweden. Here, the approach to
the medical encounter that emphasizes the whole person has been more
commonly referred to as person-centred medicine (Leplege et al., 2007;
Pfeifer, 2010; Mezzich et al., 2009).

In the USA the emergence of patient-centredness in medicine can be
traced to the patient rights movement since the 1960s, and the concept
is seen to have evolved at different paces in different aspects of medical
care, from the process of patient care, to medical law, medical educa-
tion and quality assurance (Laine & Davidoff, 1996). Some of the most
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influential work in the field that eventually led to the establishment of the
Picker Institute and the formulation of the Picker principles of patient-
centred care (see below) originated from empirical research undertaken
in the hospital setting in the USA during the 1980s (Gerteis et al., 1993;
Picker Institute, 2013). That work also informed the formulation of
patient-centred care as one of the core components of high quality care
as advanced by the US Institute of Medicine’s influential 2001 report,
‘Crossing the Quality Chasm’ (Institute of Medicine, 2001).

The nursing literature has linked the idea of ‘centredness’ more closely
to the notion of caring, tracing its origins to Florence Nightingale and the
emergence of modern nursing, with its focus on the patient, in contrast
to medicine with its focus on the disease (Morgan & Yoder, 2012). This
understanding is most often, although not always, expressed through the
use of the term person-centred care (McCormack, 2003; McCormack &
McCance, 2006; Morgan & Yoder, 2012). In this context, a number of
scholars both in the medical and the nursing literature have referred to
the writings of Carl Rogers in the 1940s on client-centred psychotherapy,
which are seen to have influenced the understanding of the relationship
between the professional (doctor, nurse, therapist) and the patient in
building a therapeutic alliance as a key component of person-centred
care (Hughes, Bamford & May, 2008; Morgan & Yoder, 2012; Leplege
et al., 2007; Mead & Bower, 2000).

The concept has evolved and expanded over time, with a broad
range of terminologies, definitions and multiple dimensions discussed
in the literature. Thus, Scholl et al. (2014) identified, in a systematic
review of patient-centredness in health care, 417 articles that contained
a definition of the concept. Their review also noted that over 80% of
reviewed papers had been published after 1999, pointing to the expo-
nential increase in recognition of the notion of this and associated
concepts in both research and the policy context. Box 2.1 presents a
selection of definitions of patient- and person-centred care that have
been proposed since the late 1960s.

The range of definitions presented in Box 2.1 is not meant to be
exhaustive but rather serves to illustrate the variety of understand-
ings of the concept and the different emphasis placed on particular
aspects. However, notwithstanding the differences between definitions
and characterizations, a number of common themes can be identified.
These relate to the fundamental ethical premise that patients should be
treated as persons, with respect and dignity, and that care should take
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Box 2.1 Selected definitions of patient- and person-centred

Balint (1969)

Gerteis et al. (1993)

Laine & Davidoff
(1996)

Institute of Medicine
(2001)

International
Alliance for Patients’
Organizations (2006)

Berwick (2009)

Canadian Medical
Association (2010)

International College
of Person-Centered
Medicine (2011)

Patient-centred medicine understands the patient “as
a unique human-being” (p. 269)

Patient-centred care is “an approach that consciously
adopts the patient’s perspective” (p. 5)

“Patient-centered care is health care that is closely
congruent with and responsive to patients’ wants,
needs and preferences” (p. 152)

“Patient-centered — providing care that is respectful
of and responsive to individual patient preferences,
needs, and values, and ensuring that patient values
guide all clinical decisions” (p. 6)

“[T]he essence of patient-centred healthcare is that
the healthcare system is designed and delivered to
address the healthcare needs and preferences of
patients so that healthcare is appropriate and cost-
effective.” (p. 1)

Patient-centred care is “the experience (to the
extent the informed, individual patient desires it)
of transparency, individualization, recognition,
respect, dignity and choice in all matters, without
exception, related to one’s person, circumstances,
and relationships in health care.” (p. w560)

“The essential principle is that health care services
are provided in a manner that works best for patients.
Health care providers partner with patients and their
families to identify and satisfy the range of needs
and preferences. Health providers, governments and
patients each have their own specific roles in creating
and moving toward a patient-centred system” (p. 8)

“Person-centered medicine is dedicated to the
promotion of health as a state of physical, mental,
social and spiritual wellbeing as well as to the
reduction of disease, and founded on mutual respect
for the dignity and responsibility of each individual
person” (p. 1)
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Box 2.1 (cont.)

The Health “Person-centred care supports people to develop
Foundation (2014) the knowledge, skills and confidence they need
to more effectively manage and make informed
decisions about their own health and health care.
It is coordinated and tailored to the needs of the
individual. And, crucially, it ensures that people
are always treated with dignity, compassion and

respect” (p. 3)
Haut Autorité de “The patient-centred approach is based on a
Santé (2015) partnership of the patient, their relatives and the

health care professional or a multi-professional
team to achieve the development of a care plan, the
monitoring of its implementation and its adjustment
over time” (p. 1)

into account their needs, wants and preferences (Duggan et al., 2006;
Entwistle & Watt, 2013), which reflect the key concerns that the idea
of patient- or person-centredness is expected to address.

Indeed, the emergence of patient-centredness in medicine has been
linked to the perceived shortcomings of the conventional way of provid-
ing medical care, in particular the physician—patient interaction (Duggan
et al., 2006; Laine & Davidoff, 1996; Mead & Bower, 2000). This inter-
action was seen to be too disease- or illness-oriented, where the patient
is “reduced to a set of signs and symptoms” (Mead & Bower, 2000,
p. 1008) and the health care professional to a technician who delivers a
given intervention and performs procedures (Duggan et al., 2006). The
traditional model was also viewed as too paternalistic and system- or
staff-centred, that is, inappropriately focused on the needs and interests
of those providing the services, thus giving insufficient attention to the
needs, preferences and values, and autonomy of the individual patient
(Entwistle & Watt, 2013). A patient- or person-centred approach, then,
is seen to provide a strategy to overcome or correct for these limitations
as reflected in the range of characterizations shown in Box 2.1.

It is against this background that different authors have proposed
conceptualizations of patient-centred care that distinguish a set of
dimensions or domains from specific perspectives and Table 2.1 presents
a selection of influential frameworks. The most commonly known is
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Table 2.1 Dimensions of patient-centred care as identified by selected seminal frameworks

Gerteis et al. (1993)

Stewart et al. (1995)

Mead & Bower (2000)

Conceptual framework that explicitly adopts the
patient’s perspective; developed from empirical
research with recently discharged patients, their
families and hospital staff

* Respect for patients’ values, preferences and
expressed needs: paying attention to patient’s
quality of life, dignity, needs and autonomys;
involvement in decision-making

* Coordination and integration of care: clinical
care, ancillary and support services, front-
line patient care

* Information, communication and education:
on clinical status, progress and prognosis; on
processes of care; information and education
to facilitate autonomy, self-care and health

promotion

Model of the patient-centred clinical
method, building on both theoretical
and empirical research

» Exploring both the disease and
the illness experience (history,
physical, lab; dimensions of
illness [feelings, ideas, effects on
function and expectations])

»  Understanding the whole person:
the person, the proximal (e.g.
family, employment, social
support) and the distal context
(e.g. culture, community,
ecosystem)

» Finding common ground:
problems and priorities; goals of
treatment and/or management;
roles of patient and doctor

Conceptual framework focused on the

physician—patient relationship, based on a

review of the published literature

Bio-psychosocial perspective:
perspective on illness that includes
consideration of social and
psychological (as well as biomedical)
factors

Patient-as-person: an understanding of
the personal experience of the illness
for each individual patient within their
unique context

Sharing power and responsibility:
recognition of patients’ needs and
preferences and respect for patient
autonomy, encouraging active patient
involvement
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Table 2.1 (cont.)

Gerteis et al. (1993)

Stewart et al. (1995)

Mead & Bower (2000)

* Physical comfort: pain management; help
with activities of daily living; surroundings
and hospital environment

*  Emotional support and alleviation of fear
and anxiety

* Involvement of friends and family:
accommodation; involvement in decision-
making; involvement as caregivers;
recognizing needs of the family

* Transition and continuity: provision of
information; coordination and planning of
ongoing treatment and services; ongoing

support

Incorporating prevention and .
health promotion

Enhancing the patient—doctor
relationship: compassion,

power, healing; self- .
awareness; transference and
counter-transference

Being realistic: time and timing;
teambuilding and teamwork; wise
stewardship of resources

Therapeutic alliance: developing
common therapeutic goals and
enhancing the personal bond between
the doctor and the patient
Doctor-as-person: awareness of the
influence of the personal qualities
and subjectivity of the doctor on the
practice of medicine
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perhaps the conceptualization which was developed within the Picker-
Commonwealth Program for Patient-Centered Care. This programme
began in the 1980s in the USA to promote the movement of patient-
centredness into a comprehensive health care system as a way to deliver
better health care services (Gerteis et al., 1993). Adopting an explicit
patient perspective, the framework put forward by Gerteis et al. (1993)
identified seven dimensions of patient-centred care (Table 2.1). As noted
earlier, these dimensions became the Picker principles of patient-centred
care, with an eighth dimension (access to care) added subsequently to
emphasize the need for care to be available and accessible in a timely
manner (Picker Institute, 2013). This programme was the first to identify
that patient-centred care should not only occur at the interpersonal level,
between care provider and patient, but also at the organizational level
(Kitson et al., 2013). As noted earlier, it informed the US Institute of
Medicine’s programme on health care quality, as well as health policy
internationally.

In Canada, at around the same time, Stewart et al. (1995) developed
a model of the patient-centred clinical method in the context of primary
care, building on both theoretical and empirical research. This work
identified six dimensions of the patient-centred process and it has been
seen to be influential in stimulating patient-centred research in primary
care, in particular around effective doctor—patient communication
(Kitson et al., 2013). The model developed by Stewart et al. (1995) also
informed work by Mead & Bower (2000), who proposed a conceptual-
ization of patient-centred medicine that focused on the physician—patient
relationship. This framework identified five key dimensions with each
representing a particular aspect of the physician—patient relationship
(Table 2.1).

The nursing literature has evolved in parallel but is less frequently
referred to in the writings about patient-centred care. Indeed, the nurs-
ing perspective has tended to use the term ‘person-centred’ rather than
patient-centred care, reflecting its focus on caring rather than diagnosis
and treatment options, as highlighted above. Work by McCormack
and colleagues (McCormack, 2003; McCormack & McCance, 2006)
is seen to have been particularly influential in informing the develop-
ment of person-centred nursing (Kitson et al., 2013). Arguing from
the perspective of nursing theory and influenced by Donabedian’s
work on quality of care, McCormack & McCance (2006) proposed
a person-centred nursing framework that comprises these constructs:
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the characteristics and attributes of the nurse; the context in which
care is delivered; person-centred process: how care is delivered; and
expected outcomes.

Similar to the aforementioned work of the Picker-Commonwealth
Program for Patient-Centered Care, McCormack & McCance (2006)
highlighted the importance of the care environment in enabling the
delivery of person-centred care. Indeed, the care environment is seen
to have a “major impact on the operationalization of person-centred
nursing, and has the greatest potential to limit or enhance the facilitation
of person-centred processes” (p. 476). We will return to this issue below.

Patient-centredness and person-centredness: the same but
different?

So far, we have considered the terms patient-centredness and person-
centredness in parallel, as if they were interchangeable. However, as
indicated above, this is not necessarily the case and here we explore
the similarities and differences between these two notions in order to
encourage a more nuanced debate of their actual meaning.

As noted earlier, based on our assessment of the available literature,
we have observed that differences in the usage of these terms appear to
reflect, to a great extent, different disciplinary traditions, perspectives
and settings. For example, considering the perspective of the medical
encounter, we have seen that the Anglo-American literature has, at least
traditionally, tended to emphasize the notion of patient-centredness
and patient-centred medicine (and more recently, patient-centred care)
(Australian Commission on Safety and Quality in Health Care, 2011;
Berwick, 2009; Gerteis et al., 1993; Laine & Davidoff, 1996; Mead &
Bower, 2000; Picker Institute, 2013), whereas some of the continental
European literature has tended to use the notion of person-centred
medicine (Leplege et al., 2007; Mezzich et al., 2009; Pfeifer, 2010) and
person-centred care (Ekman et al., 2011).

This is, in part, reflected by the frequency with which either term is
used in the predominantly medical literature as compiled in PubMed,
the archive of biomedical and life sciences journal literature at the
US National Institutes of Health’s National Library of Medicine, and
illustrated further in Figure 2.1.

Clearly, the number of mentions of a particular term in the biomed-
ical and life sciences literature can only be seen as an approximation of
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Figure 2.1 Frequency of articles mentioning versions of ‘patient-centred’ or ‘person-centred’ in the
biomedical and life science database PubMed by July 2017

Source: authors’ compilation based on PubReMiner, 2017
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the use of a given term in practice; however, Figure 2.1 indicates that
‘patient-centred’ is by far the most commonly used term in the literature
overall, and in particular in studies originating from the USA, reflecting,
at least in part, the predominance of US-based papers in PubMed (Xu,
Boggio & Ballabeni, 2014).

The nursing literature has tended to more explicitly use the term
person-centred care (Kitson et al., 2013). This view is confirmed by, for
example, the Royal College of Nursing in the UK, which uses the notion
of ‘person-centredness’ deliberately to bring the different roles of service
users (as patients in health care; clients in mental health care; residents
in residential care homes) together using one term (Royal College of
Nursing, 2015). Yet this is not consistent, with some nursing work also
using ‘patient-centred’ care, although that work tends to focus on the
acute, inpatient setting (Hobbs, 2009; Lusk & Fater, 2013).

It may be worth noting in this context that the Royal College of
General Practitioners, also in the UK, highlighted in a 2014 report the
importance of using the term patient-centred (Royal College of General
Practitioners, 2014). It argued that the term patient was easily under-
stood by professionals and the public and, notably, it would “challenge
any negative associations that the word patient may suggest in today’s
NHS” (p. 10). However, at the same time the report emphasized the
desirability of using ‘person-centred’ to describe the vision of an indi-
vidualized, whole person approach to care.

The Health Foundation, an independent charity based in the UK,
promoted a widely cited conceptualization that explicitly promotes
the use of the term person-centred care as an approach that takes into
account the whole person and “their preferences, wellbeing and wider
social and cultural background” (Health Foundation, 2014, p. 9) — the
very same characteristics that were identified to be among the core
dimensions of patient-centredness as proposed in the seminal work by
Mead & Bower (2000) (see below).

Are patient- and person-centredness the same, then? Hughes,
Bamford & May (2008) carried out a review of the term ‘centredness’
across health care more broadly, to help clarify the use of the different
concepts that have been emerging over recent decades, including client-,
family-, patient-, person- and relationship-centred care (Table 2.2).

They found that the different types of ‘centredness’ contained, at
a conceptual level, similar themes, and these, they argued, “could be
used to characterize any particular type of centredness in health and
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Table 2.2 Types of ‘centredness’ identified by Hughes, Bamford & May
(2008)

Type of centredness  Description

Client-centredness Initially focus on empathic understanding,
unconditional positive regard and therapeutic
genuineness as (necessary and sufficient) conditions
for therapeutic relationships; subsequently broadened
to also include wider aspects of communication, in
particular the provision of information to help inform
decisions

Family-centredness Emphasizes partnerships among providers, patients
and families that are mutually beneficial; primarily
used within paediatrics although considered to be
applicable to all patient groups; linked to the practice
of family therapy

Patient-centredness Originated in large part from general practice with a
focus on fostering joint understanding of illness and
its management

Person-centredness Originated in client-centred psychotherapy and
subsequently adopted in other fields, such as
dementia care, emphasizing communication and the

relationship
Relationship- Intended to support the central role of relationships
centredness in modern health care; suggestion that the patient-

centred model may not be sufficiently inclusive

Source: adapted from Hughes, Bamford & May, 2008

social care settings” (p. 461). This view might indicate the need to fur-
ther specify the definition of the different concepts, a call that has been
made by a number of authors in order to enable operationalization and
measurement of patient-centredness in particular (Kogan, Wilber &
Mosqueda, 2016; Mead & Bower, 2000; Scholl et al., 2014). However,
given the multidimensionality of each of the concepts, Hughes, Bamford
& May (2008) argued that it may not be possible to identify one single
aspect that defines, say, patient-centredness as a whole. Also, existing
measurement tools of, for example, patient-centredness address only
some of the dimensions that are seen to be relevant to this concept,
such as patient trust and satisfaction. As a consequence, most empirical
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studies of impacts of patient-centredness have only been able to identify
evidence for some aspects of patient-centredness (McMillan et al., 2013;
Rathert, Wyrwich & Boren, 2013; de Silva, 2014). Indeed, as argued by
Hughes, Bamford & May (2008), given the complexity of the concept
it may be unrealistic to measure it in its entirety within a single study.

Similarly, Sidani & Fox (2014) considered a wide range of disci-
plines and settings in their review of patient-centred care. They noted
that while there were slight variations in, for example, the terminology
used, they found more similarities than differences with regard to the
components distinctive of patient-centred care. Hobbs (2009), in her
review of patient-centred care, also noted that the (nursing) literature
did not appear to fundamentally differ in terms of defining underlying
constructs. At the same time, she asserted that the term person-centred
care may more adequately reflect the shift of focus away from illness
and disease towards the person experiencing illness. Hobbs further
suggested that the core element of recognizing the patient as a person
with the ability to make autonomous decisions was common to liter-
ature that used either term but that this element was more developed
in the literature using the label ‘person’. Based on this observation, she
proposed that moving away from the use of ‘patient’ to that of ‘person’
“may enable broader conceptualizations of the individual experienc-
ing illness” (Hobbs, 2009, p. 58). This latter view was reinforced in a
commentary by Lines, Lepore & Wiener (2015), who highlighted the
importance of terminology in recognizing that the social context within
which people live can affect disease trajectories and care choices and
ought to be taken account of in order to improve outcomes.

A similar view was offered by Starfield (2011), who, based on a
review of the evidence, noted that definitions of patient-centred care
tended to be organized around patient—provider interactions within
individual consultations, which may be episode-oriented. Conversely,
conceptualizations of care focused on the person would typically stress
the longitudinal nature of the patient—provider relationship, which would
see diseases and body systems as “interrelated phenomena” (p. 63) and
which would be concerned with understanding people’s experienced
problems. This was seen to be of particular relevance in the context
of chronic and multiple care needs, which also highlights the role of
collaboration and coordination as a key feature of person-focused care.

Finally, the late 1990s also saw the emergence of a new concept of
‘people-centredness’. This was first discussed in the context of health
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reforms in the UK at that time, which envisaged enhancing efficiency
and maximizing health gain, alongside offering patients greater choice
and calls for local communities to be more engaged in setting health care
priorities (Williams & Grant, 1998). The notion of people-centred health
systems was subsequently taken up by the World Health Organization
in the context of efforts to address the continued pressures facing health
systems, in particular equitable access to care that is both of high quality
and responsive to the needs of people (World Health Organization, 2016;
World Health Organization Regional Office for Europe, 2012; World
Health Organization Western Pacific Region, 2007). These documents
explicitly identify patient-centred care as focusing on the individual
seeking care, while people-centred care would also consider the health
of people in their communities and their crucial role in helping to shape
health policy and services (World Health Organization Regional Office for
Europe, 2012). More specifically, people-centred care is interpreted as an
approach to care that “consciously adopts individuals’, carers’, families’
and communities’ perspectives as participants in, and beneficiaries of,
trusted health systems that are organized around the comprehensive needs
of people rather than individual diseases, and respects social preferences”
(World Health Organization, 2016, p. 2). This approach would require that
people have the education and support to enable them to make decisions
and participate in their own health and care, while also supporting carers.

Implications and conclusions

This chapter set out to synthesize some of the key insights emerging from
the evidence around the concepts of patient- and person-centredness
in the health care context. In line with other authors, we have shown
that there remains considerable debate about the specific meanings of
the different concepts, reflecting the different professional disciplines,
perspectives and clinical settings, as well as different regional and
country contexts, within which either notion has been approached
and discussed. However, we have also seen that despite variations in
terminology, when considering seminal texts from different disciplinary
backgrounds (e.g. health policy, medicine and nursing), these tend to
be fairly consistent regarding broad themes (Hughes, Bamford & May,
2008; Kitson et al., 2013; Sidani & Fox, 2014). These themes relate to
the fundamental ethical premise that patients and service users should
be treated as persons, with respect and dignity, and that care should
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take into account their needs, wants and preferences (Duggan et al.,
2006; Entwistle & Watt, 2013).

Much of the literature on patient- and person-centredness has
tended to focus on the interpersonal level between the care provider
and the individual patient. Indeed, according to Kitson et al. (2013), it
is only the health policy and nursing literature that has tended to focus
explicitly on wider system and contextual issues, whereas the medical
discourse tended to be “constructed around a very clearly delineated
relationship between the individual medical professional and the patient”
(p. 12). Hobbs (2009) highlighted the importance of the organizational
and institutional context for providing person-centred care, with the
distribution of authority and interaction of systems found to be of par-
ticular relevance. For example, organizations that relied primarily on
a command-and-control style of leadership were less likely to provide
person-centred care compared to those with shared governance. Few
analyses and conceptualizations go beyond this meso-level awareness,
however, with a subsequent systematic review noting that of the various
dimensions characterizing patient-centred care, none addressed the
macro-level of health systems (Scholl et al., 2014).

In this context, it is notable that there is considerable variation
across the reviews and documents considered in this chapter as to
whether patient- or person-centredness is to be seen as a concept or a
framework that helps inform the delivery of care (e.g. McCormack &
McCance, 2006; Mead & Bower, 2000; Stewart et al., 2003), a complex
intervention (Sidani & Fox, 2014), a means to enhance the quality of
care more broadly (e.g. Institute of Medicine, 2001) or an end, that is,
a principle guiding the design of health systems more widely (e.g. World
Health Organization, 2016; World Health Organization Regional Office
for Europe, 2012; World Health Organization Western Pacific Region,
2007). Each of these perspectives, also linked to the philosophical and
performance-based arguments as discussed previously (see Chapter 1),
is of course legitimate but they will have different implications for the
further development of health services and systems.

Finally, although work reviewed in this chapter has covered differ-
ent disciplines, perspectives and settings in interpreting the conceptual
foundations of patient- and person-centredness, few studies have
explicitly considered the views of different stakeholders (Kitson et
al., 2013). For example, Gillespie, Florin & Gillam (2004) found, in
an interview study of clinical, managerial and lay stakeholders in the
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UK, that each group tended to place different emphasis on different
aspects of patient-centred care. Notably, health professionals were
more likely to interpret this notion as communication skills in terms
of explaining and eliciting information (but not necessarily in terms
of shared decision-making) within the individual consultation, while
managerial stakeholders tended to view patient-centred care to be
grounded in quality assurance measures. Conversely, lay groups viewed
patient-centredness in the context of a social or whole person model
of health, and this was frequently expressed to occur at the level of
patient involvement in planning and delivery of services rather than
within the individual clinical encounter. This reflects only one study in
a specific health system context but similar findings have been reported
in a study set in Switzerland (Gachoud et al., 2012).

These observations illustrate that while different stakeholders all
agree that patient- or person-centredness is important, the concept very
much remains subject to debate, with different perspectives attaching
different meanings and with different implications. To help inform policy
development it will be important to better understand this diversity of
interpretations of centredness at the different tiers within the health
system and backgrounds in order to achieve the goal for health systems
to take a more person-focused approach.
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3 Person-centred health systems:
strategies, drivers and impacts

ELLEN NOLTE, ANDERS ANELL

Introduction

Patient/citizen participation should be an integral part of health care
systems and, as such, an indispensable component in current health
care reforms.

Council of Europe, 2000

As the notion of person-centredness of health services and systems is
becoming more established in national and international policy declara-
tions and commitments, there is a need to better understand and clarify
the use and usefulness of relevant strategies and approaches that seek
to improve the position of individuals, their families and communities
in the health system.

This book takes as a starting point the various roles people take in
health systems, while recognizing that these roles overlap and may be
performed simultaneously (see Chapter 1). Indeed, as Coulter (2002)
suggested, the 21st-century health service user is at once “a decision-
maker, a care manager, a co-producer of health, an evaluator, a potential
change agent, a taxpayer and an active citizen whose voice must be
heard by decision-makers” (p. 6). Viewed through this lens, a greater
person focus can contribute to advancing equity, efficiency and the
responsiveness of health systems. For example, service user choice of
provider may increase satisfaction because individuals choose the pro-
vider they prefer; it may increase efficiency because people are using
their voice (and, where possible, exit) to express dissatisfaction, which
then may lead to enhanced service quality to better meet individuals’
needs; and it may decrease inequity because more knowledgeable service
users may be better equipped to exercise choice. Likewise, involving
people in health care planning and decision-making may positively
impact service user satisfaction as it might increase the likelihood that
their views are taken seriously; it may also impact on equity if lay
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involvement is representative of the views of the local population in
provider governance and service delivery.

However, the degree to which any of these aspirations will be met
will depend, to a great extent, on how relevant strategies and policies are
designed and implemented, and by whom. Inevitably there will be trade-
offs and there may be unintended consequences. Thus, it is conceivable
that policies that seek to involve people in health care decision-making
but where the decision-making space is driven by policy and clinical
priorities, rather than by patients or the public, may be perceived as
tokenistic or not making a difference, and so lead to disengagement
(Peckham et al., 2014). This is likely to weaken rather than strengthen
the individual’s role in the system. Likewise, where lay involvement is
not representative of the wider population, those participating might
constrain their contributions and so inadvertently reduce, rather than
enhance, public influence on health service decisions (Martin, Carter
& Dent, 2017).

Building on the principal framework of voice, choice and
co-production as described in Chapter 1, Chapters 5-13 explore these
issues further. They examine the different roles people take in health
systems, from engaging in and leading on health service and system
development (Chapter 5) and research (Chapter 6), evaluating the
quality of health services and systems (Chapter 7), and making decisions
about purchasers or providers of individual care packages and specific
services (or choosing not to do so) (Chapters 8-10), to participating
in their own care (Chapters 11 and 12), along with legal frameworks
seeking to ensure that people can exercise their rights as taxpayers and
citizens (Chapter 13). Each chapter contributes a different perspective
on person-centred strategies and describes the outcomes, both positive
as well as unintended.

This chapter synthesizes the main insights and lessons that emerge
from the in-depth analyses presented in Chapters 5-13. Inevitably there
will be overlap between the individual chapters that are being presented
here. This is intended: this chapter is aimed at extracting the main
messages for readers who wish to gain an instant overview of the key
issues that are being discussed in the detailed syntheses in the second
part of the book. In examining the different perspectives we identify a
number of common themes which we then summarize and analyse in
further detail in Chapter 4.
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The person at the centre of the health system: insights from
different roles individuals can take

Engaging in bealth service and system development
and research

In Chapter 5 Draper & Rifkin explore the contribution of community
participation to health systems and to people’s health, and highlight
the core role that has been ascribed to participation both as a means
to improve service provision and utilization and to achieve greater
equity in health care, a main driver behind the Alma Ata Declaration
of 1978 (World Health Organization, 1978). Yet the authors caution
that while the evidence to support policies addressing equity has succes-
sively strengthened, policies to promote community participation have
struggled to find strong supporting evidence and direction. One major
reason for the relative lack of robust evidence around the contribution
of community participation to health improvements is that relevant
strategies often fail to account for a number of factors. These include
defining realistic outcomes of what could be achieved, considering the
complex reasons why people do or do not wish to participate, and
understanding the degree to which a given strategy empowers people
to actively engage and to engage in ways that lead to the desired out-
comes (Rifkin, 2012). Policies advocating community participation
tend to combine different rationales. They often simultaneously seek
to achieve more effective (and potentially more efficient) health services
by incorporating public or community views while also recognizing
that people have the right to be involved in those decisions that affect
them. However, this can lead to tensions inherent in the underlying
political and societal values, representing utilitarian or consumerist
views on one hand, and a democratic or rights-based perspective on
the other. Furthermore, the extent to which power should be devolved
to community members remains contested.

Draper & Rifkin highlight the renewed interest in community
participation internationally, and by exploring a range of experiences
in European settings they find that community participation in the
context of health service design and delivery is very variable in terms
of who is engaged, for what, how and why. They highlight that the
reasons for people to get involved, and the subjective benefits gained,
are complex, ranging from personal benefits (e.g. achieving a sense
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of purposeful action) to considerations of contributing to the ‘public
good’. Yet there is also evidence of unintended negative consequences,
such as stress and fatigue caused by demands placed upon people.
This underlines the need for community participation programmes
to be realistic and take account of the ability of marginalized people
in particular to participate. Importantly, the authors show that com-
munity participation can make a difference, but not always. Factors
that have been associated with positive outcomes include appropriate
financing of the initiative, logistics and systems of communication, and
partnerships with relevant organizations (Tempfer & Nowak, 2011).
Overall, the evidence of impact of involving people in health service
planning and development, and health care decision-making more
broadly, remains difficult to establish. At the same time, the authors
emphasize that while there is a lack of clear empirical evidence on
the outcomes, the process of participation in itself can have its own
benefits and intrinsic value.

Moving forward, it will be important for all stakeholders involved
in the development of community participation in health services and
systems to agree what it is they seek to achieve and how. Central to any
such effort will be ownership by the community, with power-sharing
identified as key to enable transformation of community action that
is sustainable (Marston et al., 2016). Participation should be concep-
tualized as a process that facilitates a given intervention or strategy,
rather than as an intervention in itself that can then be studied in terms
of its effects on health outcomes. This would enable reflection on how
intended beneficiaries view their role in the process. There is a need to
take account of the wider context within which communities operate
and function and this should be core to any evaluation to strengthen
the evidence base for community participation in health systems devel-
opment, with successes as well as failures to be shared widely to inform
learning.

The rationales identified as key drivers for community participation
can also be seen to have shaped much of the emergence of patient and
public involvement (PPI) in research, although, as Beresford & Russo
note in Chapter 6, this evolution needs to be interpreted in the context
of broader social and political developments. Focusing on the UK ini-
tially, the authors contrast the influence of the emancipatory disability
research emerging in the 1970s, which sought, among other things, to
equalize the relationships of research production between researcher
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and the researched, with more recent researcher and service system-led
initiatives. It is, however, the latter that has tended to dominate con-
temporary approaches to user involvement in research nationally and
internationally, and the authors illustrate this with a small number of
examples of PPl initiatives in research, such as INVOLVE within the UK
National Institute for Health Research (National Institute for Health
Research, 2017).

PPI in health and social care research takes place at different levels
and intensities, from no involvement to consultation, contribution, and
collaboration, through to user control. PPI also takes place at different
stages within the research process (from identifying the research topic
and designing the research to writing-up findings and dissemination), as
well as the wider research infrastructure (from identifying and setting
research agendas and research priorities to editorial roles in research
journals and speaking on research platforms). However, as Beresford &
Russo clarify, while there are isolated examples for each of these, PPl in
research still has some way to go towards becoming an accepted feature
in the research landscape. Importantly, the authors highlight that the
research process and infrastructure remain dominated by professional
expertise. This is confirmed in an analysis by Nasser et al. (2017) of
efforts by 11 research funding organizations in seven countries to reduce
waste in research. It found that grant-awarding committees continued
to be dominated by academics and clinicians.

Evidence of the impact of PPI in research suggests that involving
patients and the wider public can have beneficial effects on service
users, researchers and communities (Brett et al., 2014b), as well as
on the quality and appropriateness of the research itself (Brett et al.,
2014a). However, it will be important to understand whose perspective
is being measured, as this will determine the criteria used for assessment
and what will eventually be referred to as ‘evidence’. The quality of
research is traditionally assessed on grounds of scientific criteria (from
applications for funding to academic dissemination of findings). This
approach may risk undermining and devaluing participation and the
systematic incorporation of experiential knowledge generated from
lived experiences of users in the research process. This, the authors
highlight, is increasingly seen as problematic, especially with regard
to the engagement (or lack thereof) of vulnerable populations such as
older people, people from minority backgrounds, refugees and asylum
seekers, and others.
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Thus, as Beresford & Russo conclude, if PPI in research is to
develop effectively as part of the mainstream, there is a need for a
series of strategies that systematically address identified tensions.
Similar to what we have learned from the review of community
participation in health service and system development (Chapter 5),
there is a need for strengthening the theoretical underpinnings of
research with patient and public involvement, and of the evidence
base more broadly. This process requires the comprehensive eval-
uation of user involvement in research, taking due account of the
context within which any such approach is being implemented and
improving the sharing of learning from PPI in research. Ensuring
greater PPI in research structures will be of particular importance,
as will be adequate resourcing if PPI in research is seen as a means
to improve the appropriateness and relevance of health research.
This includes building capacity to support the development of PPI
and user-controlled research, improving access to PPI in research
especially for vulnerable or marginalized populations, and supporting
user-controlled organizations.

Evaluating the quality of health services and systems

Coulter, Paparella & McCulloch in Chapter 7 focus on the role of the
individual (as a patient, a service user, member of the public or citizen
more broadly) in the evaluation of the degree to which a given health
system is person-centred. People’s views on the quality of care and their
experiences of care constitute key indicators of person-centred care (see
also Chapter 2). The authors highlight that measuring people’s views
and experiences is important for both intrinsic reasons (person-centred
care is a dimension of quality in its own right, i.e. the philosophical
argument) and extrinsic motivations (person-centred care is a means
to improve the quality of care, i.e. the performance-based argument)
(Berwick, 2009).

Person-centred care includes both functional aspects, such as access
to care, waiting times, physical environment and amenities, and inter-
personal or relational aspects, especially communication between ser-
vice users and professional staff. The authors note that while both are
important, relational aspects are likely to have the greatest influence on
the way people evaluate the care they receive (Entwistle et al., 2012). It
is these aspects that are more closely linked to positive outcomes, such
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as self-rated health, adherence to recommended treatments, and lower
health care resource use such as hospitalizations and primary care visits,
among others (Doyle, Lennox & Bell, 2013). Yet despite their key role,
interpersonal characteristics such as the quality of care relationships
do not tend to be covered by existing health care quality frameworks
(Entwistle et al., 2012).

Coulter, Paparella & McCulloch further highlight that capturing
public and patients’ perspectives on health care is becoming increas-
ingly important as systems strive to be more responsive to the needs of
those using their services. Many European countries now have imple-
mented related measurement programmes and policies on the public
release of quality data at national or regional levels. They illustrate
these approaches with a number of country examples, finding that the
publication of data on patient satisfaction, patient-reported experience
and patient-reported outcomes (PROM:s) (Box 3.1) is widely seen as an
important way to hold providers to account for the quality of care they
deliver (‘voice’) and for providing patients with information to act as
‘discerning consumers’ (‘choice’). The evidence of whether or not these
aspirations are being met remains scant, however (Roland & Dudley,
2015; Schlesinger et al., 2014) (see also Chapters 8 and 9).

Box 3.1 Approaches to collect data on people’s views
and experiences of care

Approaches to collect data on people’s views and experiences are
often focused on measuring satisfaction, that is the extent to which
health care fulfils people’s expectations (e.g. by answering the ques-
tion, ‘how satisfied were you with your care in hospital x?’). Yet,
as Coulter, Paparella & McCulloch caution, such assessments are
unlikely to reliably capture the complexities of modern health care
and the diversity of patients’ expectations and experiences. There
is increasing interest in gathering factual reports on what actually
happened to people during, for example, a particular service or
an episode of care, such as through surveys of patient-reported
experience measures (PREMs). Alongside these, patient-reported
outcome measures (PROMs) are receiving attention as a potential
means to improve process and outcomes of care, and to reduce
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Box 3.1 (cont.)

inappropriate care (High Level Reflection Group on the Future of
Health Statistics, 2017). PROMSs measure patients’ perceptions of
their health status, clinical outcomes, mobility and quality of life,
using standardized questionnaires. They are currently mostly used
for clinical research and to facilitate shared decision-making between
clinicians and patients to improve clinical practice; their wider use
for performance measurement or to inform decision-making is not
yet common.

A key challenge that remains concerns the timeliness of survey
data to inform improvement activity, given the time that is required
to collect experience data that are representative and reliable. This
has led to a search for briefer, easy to implement measures, such as
the collection of real-time feedback during routine clinical activities.
These ask patients (or their carers) about their experiences while they
are still in a given service setting (hospital, clinic, GP practice, etc.)
or shortly thereafter. However, such methods remain problematic
because of their unsystematic approach to data collection, which
reduces their reliability as a performance indicator (Coulter, 2016;
Sizmur, Graham & Walsh, 2015).

An increasingly important source of data on people’s experiences
of health care is social media. As Coulter, Paparella & McCulloch
highlight, there is an increasing number of websites that collect
unstructured feedback from patients about their experiences, such as
PatientsLikeMe (patientslikeme, 2017), while health care providers
have been setting up social network pages such as through Facebook
inviting their patients to review the care they have been receiving.
There is some evidence of a positive association between objective
quality measures and Facebook reviews of hospitals, with Lagu &
Greaves (2015) proposing that hospitals that are active on social
media and that “encourage patients to provide ratings and feedback
are the hospitals that are most concerned with patient-centeredness”
(p. 1397). However, they also caution that patient-generated ratings
on social media face the same limitations as real-time feedback data
in terms of unsystematic elicitation which reduces generalizability
and reliability of data, at least if these are to be used to compare
performance across providers.

https://doi.org/10.1017/9781108855464 Published online by Cambridge University Press


https://doi.org/10.1017/9781108855464

Person-centred health systems 49

It is against this background that the authors argue that it is unethi-
cal to not act upon information derived from asking people to report
their health care experiences. Promising examples of local initiatives
that have made systematic use of large-scale surveys of user experiences
to improve quality do exist (Haugum et al., 2014), as does the under-
standing of the key enablers for rolling-out this learning across whole
health systems. These, as Coulter, Paparella & McCulloch highlight,
include, among other factors, the active engagement of patients and
families and workforce policies that embed quality improvement skills
in training and staff development, along with adequate resourcing and
effective institutional support.

Reflecting on their insights, the authors outline a set of key lessons
to be taken forward if the collection of data on people’s views on and
experiences of care is to effectively inform service and system improve-
ment. They emphasize a number of key principles for establishing
national systems of patient experience measurement, if measurement
is expected to lead to actual, measurable improvements in the quality
of health care. These include, among other things, that measurement
should be patient-based, with relevant instruments developed with
patient input. Further, the goals of measurement should be clear. For
example, is the goal to provide information for consumer choice, for
public accountability or pay-for-performance, or for internal use by
providers as part of quality improvement schemes or even research?
The actual measurement and analyses of patient experiences should be
standardized and reproducible, and reporting methods of experience
data should be carefully designed and tested. Coulter, Paparella &
McCulloch emphasize that national systems for the measurement of
patient experiences should be supported by appropriate infrastructure
and they call for countries to work together to develop and test methods
for ensuring that survey findings are taken seriously and incorporated
into quality improvement initiatives.

Making decisions about purchasers or providers of individual
care packages and services

Chapters 8-10 look at person-centredness from the perspective of
service users as ‘customers’ who make decisions about purchasers or
providers of care packages and individual services (or choose not to
do so). Fotaki in Chapter 8 begins by setting the wider context for the
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‘choice’ debate, drawing on the theoretical underpinnings and empirical
evidence to understand the rationale for and objectives of choice policies
more broadly, along with their impacts. Focusing on choice of health
care provider, the author then identifies the likely tensions between
choice and the other values that societies (wish to) pursue and some of
the practical challenges of implementing any such strategy.

Similar to public involvement policies discussed above, and the more
general discussion about arguments to support person-centredness pre-
sented in Chapter 1, the introduction of choice policies in the health
context can be seen to have both intrinsic value, that is, choice is a ‘good
thing’ that speaks to philosophical principles of individual autonomy
and user empowerment, while the utilitarian or performance-based
motive views choice as a means to achieving desirable goals such as
improving efficiency and quality of care. The former recognizes the
need for health systems to respond to the demands of user groups for
greater control of health care resources that are available to them,
while the utilitarian argument is based on the assumption that service
users rationally select high-quality providers based on their needs and
preferences. Fotaki traces the evolution of choice of provider policies
in a small number of single-payer health systems in northern Europe,
highlighting that both arguments permeated relevant approaches. Yet it
is perhaps fair to say that the strive for greater quality and efficiency of
health services was the key driver in most settings. Thus, in Denmark,
England and Sweden choice policies were driven, at least initially, by
policy concerns about waiting times in accessing specialist care, with
improving access to primary care becoming a greater focus from the
2000s onwards, dominating the choice agenda in Norway and Sweden
in particular.

Fotaki then examines the evidence base on the degree to which
choice policies have achieved desired impacts. This analysis finds that
the majority of people value having the possibility of choice. However,
perceptions of choice are influenced by individuals’ characteristics and
circumstances such as age, gender and health status, and these factors
also determine whether they exercise choice at all. For example, evidence
from Sweden suggests that highly educated young people, especially
women, both exercise and favour choice more when compared to
other population groups (Rosén, Anell & Hjortsberg, 2001). Access to
information is equally important, and this tends to be worse for people
with low educational attainment. This latter point will be particularly
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pertinent for policies that introduce or strengthen choice of provider as
a means to improve equity in access. Fotaki cites evidence from England,
Norway and Sweden that choice can lead to improved access to certain
services for some populations and in some settings, but warns about
potentially negative impacts for those who are less able to exercise
choice, a finding confirmed in a systematic review by Aggarwal et al.
(2017). Thus, choice policies may exacerbate existing inequalities if
they are not designed carefully with the appropriate structures in place
to support vulnerable population groups in particular.

Robust evidence of whether choice of provider improves the qual-
ity or efficiency of care remains scant. Overall, it remains difficult to
attribute observed outcomes to choice policies as such, given that these
tend to be introduced as part of a larger set of reforms. For example,
limited work from Sweden and Norway points to increases in patient
satisfaction and trust in primary care services, although it is unclear
whether this reflects increased choice, or greater capacity and access,
or both. The evidence that patient choice of provider leads to greater
efficiency is also weak, and it will be important to interpret observed
findings in the context in which they were generated (Goddard, 2015).

Based on these observations, Fotaki emphasizes that policy-makers
should consider the suitability of provider choice for promoting the goals
of health systems and for supporting person-centred care. There is so far
no evidence to support that choice policies have increased efficiency or
welfare at population level. There is also a need to better understand the
information needs of people to help inform choices, and their preferences
for choice, including the option of choosing not to choose.

Similar conclusions are drawn by van Ginneken et al. in Chapter
9, which focuses on choice of payer, and more specifically, choice of
health insurance. Again noting that choice is generally valued by people,
the authors find that the evidence of whether insurance choice leads to
higher quality care remains weak. However, it is this latter feature that
has largely driven the introduction of choice and competition between
insurers in a number of health systems. Reviewing the experiences in
Germany, Israel, the Netherlands, Slovakia, Switzerland and the USA,
the authors describe considerable variation in the types of choice offered
to individuals, highlighting the difficulty people face in making informed
insurance choices.

As with provider choice, a core question is whether people exercise
choice and their motivations for doing so, or choosing not to. Here
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the authors cite empirical evidence from Germany, the Netherlands,
Switzerland and the USA that finds that people who change between
insurers tend to be young, male, healthy and well-educated. However,
as van Ginneken et al. highlight, reasons for moving (‘switching’)
between insurers vary and, importantly, switching does not appear to
be motivated by the quality of contracted care providers, or by costs,
two of the key assumptions underpinning insurer choice and competi-
tion policies. This may be because of the complexity of the information
that people have to comprehend in order to make choices, in particular
where there are multiple options of what is covered. For example, the
authors cite data from Switzerland showing that in 2013 there were 58
insurers offering some 287 000 different policies. Countries have put
in place strategies and tools to support people through providing com-
parative information. Yet the provision of meaningful data that would
allow people to make inferences about the quality of care of providers
contracted by insurers remains a challenge, as does their presentation
in a transparent and easy-to-understand manner.

Concerning the impact of insurance choice and competition, it may
thus not seem surprising to find that evidence of improvements in the
quality of care is largely absent. This is in part because of the lack of
robust empirical research. More importantly perhaps, and similar to
what we have seen for choice policies more broadly, it remains challeng-
ing to attribute a specific outcome to a specific policy, with the latter
typically forming part of a wider reform package. However, the authors
point to some evidence suggesting that insurance choice may have led to
increased satisfaction with insurance services and, possibly, insurance
policies that are better tailored to the needs of individuals in terms of
benefits and services. It remains equally uncertain to determine the degree
to which insurance choice may have led to more person-centred care.
Here the authors point to conflicting impacts, with evidence from the
Netherlands and Slovakia suggesting that some insurers have pursued
strategies to attract more ‘profitable’ individuals such as young profes-
sionals; contracting for more person-centred care approaches may not
be financially attractive to insurers. Many countries are experimenting
with new ways of organizing and delivering care to better meet the
needs in particular of those with (multiple) chronic conditions. But
these strategies are typically driven by motivations other than insur-
ance choice. Risk-adjustment schemes may provide an opportunity to
incentivize insurers to focus their attention on those population groups
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that would benefit the most from more integrated, person-centred care
arrangements, such as those with chronic conditions and vulnerable
groups more broadly.

Like Fotaki in Chapter 8, van Ginneken et al. conclude that if insurer
choice and competition are to lead to the expected outcomes of improved
care quality and person-centred care, there is a need for more strategic
consideration of the needs of those who are meant to choose through
involving them in the governance, design, operations, learning and
purchasing decisions of insurers. In addition, their review suggests that
there is also a need to better understand the nature of the information
and its presentation that most appropriately meet individuals’ needs,
by involving people in the design and operation of relevant tools such
as comparison websites. The authors further highlight the need for
regularly improving and updating the risk-adjustment system to mini-
mize gaming and optimize incentives for contracting for person-centred
services. Overall, however, it will be important for decision-makers to
be considerate of the wider implications of insurer choice for health
systems, including the administrative burden, incentives that may under-
value public health, and possible further system fragmentation, which is
likely to undermine rather than promote more person-centred systems.

Finally, Verhaeghe in Chapter 10 explores the evidence around per-
sonal budgets and similar schemes that are viewed as an alternative way
of purchasing elements of health and social care services. Somewhat in
contrast to wider choice policies, and similar to what we have learned
about the evolution of public and patient involvement in research
(Chapter 6), the origins of personal budgets are closely linked to the
independent living and disability rights movement in western countries
during the 1970s. This movement argued for greater self-determination
and the right of people with disabilities to make decisions about the
services that affect their lives. It was only more recently that personal
budget schemes gained greater attention as part of a move towards
personalization of care to promote choice, with an expectation that
greater choice will lead to greater independence and autonomy, which,
it is assumed, will then result in improved outcomes that are achieved
at lower costs (Gadsby et al., 2013).

Reviewing experiences in Australia, Belgium, England, the
Netherlands, Scotland, Sweden and the USA, Verhaeghe finds wide
variation regarding the nature and scope of related schemes (Box 3.2), as
well as in the drivers behind these. While all seek to place the individual
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‘at the centre’ of the process of identifying needs and making choices
about the services they expect to best meet their health and/or social
care needs, there is also a range of other policy goals. These include
cost savings (Australia), reducing care home admissions (Belgium), or
strengthening the private sector and diversification in the care market,
so increasing service options (the Netherlands).

Box 3.2 Personal budgets and related schemes: an overview

The terminology used under the broad heading of personal budgets
varies widely. It includes ‘direct payments’ (England), ‘cash and
counseling’ (United States), ‘personal assistance budgets’ (Belgium),
‘assistance allowances’ (Sweden), and ‘consumer directed care’
(Australia), among others. Based on the commonalities between
schemes, Verhaeghe uses ‘personal budgets’ as an overarching con-
cept, defining it as ‘an amount of money to be spent by individuals
to purchase services to tailor care to meet specific needs’.

Verhaeghe identifies four principal approaches to the way per-
sonal budgets are managed. These are:

e direct payment models, in which the individual as the budget
holder receives a cash payment or vouchers to purchase services
or support;

e third-party payment models in which a third party holds the
budget (e.g. a professional, care worker, ‘broker’) who will
then assist the individual to access funding; service provision is
monitored according to an approved care plan;

e notional budget models in which commissioners are respon-
sible for purchasing services, but the individual is aware
of the treatment or service options and the corresponding
costs; and

® a combination of one or more features of the above models.

Among the countries reviewed, Verhaeghe finds that most operate
direct payments and third-party payment models (England, the
Netherlands, Scotland, Sweden, USA), while Belgium uses direct
payments and notional budgets. In Australia the self-directed care
scheme operates on a model in which the provider holds the budget.
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Box 3.2 (cont.)

Schemes in place in different countries also vary in terms of the
populations targeted. These differ by age range (‘older people’ in
Australia, USA; ‘youth’ in the Netherlands) or the nature of needs
(e.g. ‘long-term care needs’ in Belgium, England, the Netherlands,
USA; ‘physical or mental disabilities’ in Sweden; ‘psychiatric prob-
lems’ in the Netherlands). Most schemes are located in the social care
or long-term care sectors, with more recent moves also introducing
health-related support in the form of personal health budgets. For
example, in England people who are eligible for NHS Continuing
Healthcare had the right to have a personal health budget from
October 2014 onwards (NHS England, 2017b).

Personal budgets and related schemes permit individuals to deter-
mine how to spend an allocated budget on care and support services
that best meet their needs, such as therapies, personal care and equip-
ment, and so offer individuals more choice and control. Whether this
is realized in practice will, however, depend on a number of factors.
As Verhaeghe points out, while personal budgets can enhance an
individual’s sense of control and allow for flexibility in terms of
selecting services thought to best meet their needs, there is a risk that
people choose services that are not in their own best interest. Also,
greater choice brings with it greater personal responsibility, which
may disadvantage those who are less able to act upon this without
appropriate support, for example older people with complex health
and care needs. Family members or third parties can provide this
support for those lacking the capacity to manage budgets themselves,
but there are concerns about potential financial exploitation by family
members or aggressive marketing tactics by third party organizations.
Importantly, personal budgets may challenge established ways of
working, in particular in the health sector. An inquiry into personal
budgets in the UK noted that health care staff can find it difficult to
support service users in experimenting with novel ways to meet their
health needs, in particular where these counter their own experiences
(House of Commons Committee of Public Accounts, 2016) or where
these require additional capacity that is not available.
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Similar to what we have seen for choice of provider and insurance,
access to comprehensive information will be crucial to help inform choices
but countries vary in terms of the data that are made available (Gadsby
et al., 2013). Overall, as Verhaeghe notes, there is a lack of evidence
about ‘best practices’ regarding the nature and scope of information
that should be provided, or the training or support needs of service
users. Likewise, while there is some evidence that personal budgets can
improve choice, control, well-being and quality of life, evidence of their
impact on health outcomes, costs and value for money remains scarce.
There is thus a need for better understanding of what strategies work
best for whom and under what circumstances, and of what people want.
Available evidence suggests that while people wish to be informed about
available options they do not necessarily want to make decisions them-
selves without adequate (professional) support (Davidson et al., 2013).
Verhaeghe asserts that the provision of financial support through the
use of personal budgets is only one way towards more personalization
in health and social care and that any such scheme must be embedded
in wider policies towards people with health and social care needs.

Partnering in the care process

Chapters 11 and 12 explore the role of individuals as participants in
their own care. Légaré et al. focus on the role of shared decision-making
(SDM) in the clinical encounter, which they define as an “interpersonal,
interdependent process in which health professionals, patients and their
caregivers relate to and influence each other as they collaborate in making
decisions about a patient’s health care” (p. 284). They trace the origins
of SDM to the early 1970s in the USA as a potential solution to address
observed practice variation as well as over-, under- and misuse of services
through enabling people to choose alternative treatments in line with
their preferences. The concept has subsequently been taken up widely
in national and international policy, and it is generally seen to form
a core component of person-centred care (Coulter, 2017), along with
self-management (see below) and personalized care planning (Coulter
et al., 2015). Yet, as Légaré et al. caution, while we know much about
the impacts of SDM tools (such as decision aids), our understanding
of the full complexity of SDM and its implementation in clinical prac-
tice remains inadequate, and this might explain why its adoption by
physicians has been slow.
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Reviewing the experience in Europe and elsewhere, the authors
find widespread acceptance of the ‘ethical imperative’ for health care
professionals to share important decisions (Salzburg Global Seminar,
2011). Many countries have formally recognized SDM in policy and
regulatory frameworks as part of a move towards more person-centred
care, typically in the context of legislation on patients’ rights to informed
consent and information (Chapter 13). Moreover, countries are also
stepping up their efforts to develop broader strategic policy frameworks
for SDM, such as through formally incorporating SDM in medical
education and training, the promotion of coordinated, nationwide
implementation bringing together professional associations and patient
organizations, or national initiatives to make available patient deci-
sion aids (Harter et al., 2017). Yet despite this progress, the routine
implementation of SDM into daily practice or at the system level has
yet to be achieved (see also Box 3.3). They cite evidence of barriers at
the level of the individual patient and health care provider as well as
the organizational and system levels. These barriers, they argue, result
from a combination of individual attitudes, beliefs and trust, but more
importantly perhaps, the inconsistent evidence base about the risks and
benefits of SDM and a continued lack of agreement on ‘best practices’
that would enable systemic support for the routine implementation of
SDM at the different tiers of the system.

A particular challenge identified by Légaré et al. relates to the issue of
power, which we have seen to be of concern also for the implementation
of patient and public involvement in service development and research
discussed earlier (Chapters 5 and 6). Thus, the authors argue, SDM
requires an explicit sharing of power and knowledge in a relationship
that has traditionally been dominated by the clinician, and this might
be difficult to achieve in more deferential cultural contexts. This high-
lights the need for the development of approaches that take account
of context and that involve stakeholders from diverse backgrounds,
in particular those groups that may find it challenging to understand
risk—benefit information. The authors further note that much of the
work on SDM has focused on the doctor—patient relationship and
there is lack of understanding about perceptions at organizational and
system-level decision-making.

It is against this background that Légaré et al. support the need to
move to a more complex model of engagement that considers people’s
values and preferences at the level of the individual patient—professional
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Box 3.3 Assessment of the 2015 Patient Act, Sweden

The Swedish Patient Act came into force in 2015. Its overarching
aim was to strengthen and clarify the position of the patient and
further promote their autonomy, self-determination and partici-
pation (Vardanalys, 2017). Seeking to protect patients’ rights and
interests, it stipulates that individuals are to be informed about
their health problem and the treatment options that are available.
Patients have the right to participate in all decisions about their
care and they must also be informed about where they can obtain
the care they need (1177 Vardguiden, 2016).

An assessment of the implementation of the Patient Act over the
period 2014-2017 found, however, that the patient’s position had
not perceptively strengthened since its introduction (Vardanalys,
2017). Drawing on a survey of patients, legal guardians of children
and the population more widely pre- and post-implementation of
the law, the analysis found that respondents’ perceptions of some
aspects had actually worsened between 2014 and 2016. Examples
include the perceived accessibility of health services, the provision
of adequate information, or their participation in their own care.
In seeking to explain this observed lack of impact, the authors
suggested that the Act had failed to strengthen the legal position
of patients overall. This was in part attributed to a lack of clarity
in terms of legal provisions, but more importantly perhaps, to a
lack of enforcement, that is the implementation of some form of
supervision, control or other type of monitoring of adherence to
the legislation, both at the national level and at the level of the
health service itself. Furthermore, the stipulations as set out by
the Patient Act did not take the form of granting individuals legal
rights that they could then use for enforcement themselves. The
authors also noted that there had been little concerted effort at
the different administrative tiers of the system to raise awareness
and institute support tools to facilitate access to information and
active participation. Based on these insights, the assessment called
for a collective strategy to consolidate and strengthen the patient’s
position further, through both strengthening their legal position
and accelerating health services’ efforts to help implement and
enforce these rights.
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relationship (micro level), as well as the organizational (meso) and the
governance and finance, along with wider societal (macro) levels in order
to systematically implement SDM. Such an approach, they argue, would
require the development of social and cultural norms that systematically
consider public views and participation at the various tiers of the system.
While SDM is mostly applicable to the individual clinical encounter, its
effective implementation into routine practice will require concurrent
efforts at meso and macro levels, including investment in supporting the
public, as patients, clinicians or decision-makers, in acquiring the skills
and competencies to critically engage, ask questions, express values and
preferences, and understand risks.

The need to consider the individual, organizational and societal
levels in the design and implementation of effective person-centred
strategies is also emphasized in Chapter 12 by Nolte and Anell, who
review the evidence base for self-management and support. As indicated
above, self-management is widely regarded to be a core component of
person-centred care, along with SDM. Support for self-management is
important in enabling service users to move from passive recipients to
active partners in care, and essential to providing high-quality care for
those with chronic disease (Wagner, 1998).

Somewhat similar to the evolution of public and patient involve-
ment in research (Chapter 6) and of personal budgets (Chapter 10), the
emergence of self-management in the health field can be linked to the
self-care and self-help movements of the 1970s in particular. The focus
was on achieving equality between the provider and service user in terms
of making decisions and the capacity to determine the direction of their
own care. However, more recently, as self-management and support have
entered national, regional or local strategies, there is an expectation
that supporting service users increases their confidence, strengthens
preventive activities and ensures appropriate use of services, and will
thus reduce costs and make service delivery more sustainable. There
is also an expectation that it will improve service users’ experiences of
health care, give people more control over their lives, empower them
as partners, and improve health outcomes and well-being.

Whether and how these varied ambitions can be achieved remains
uncertain, however, as the authors argue. Similar to what we have seen
for SDM, one main reason is an inconsistent evidence base, with only
some forms of support for self-management found to impact positively
on some of these anticipated outcomes and only for some service user
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groups. Importantly, robust evidence that self-management efforts will
reduce service utilization has so far been established for selected (hos-
pital) services and specific conditions only (Taylor et al., 2014). There
are several reasons for this. For example, existing outcome measures
are frequently developed without appropriate service user input; also,
interventions may not be suited to achieve desired outcomes such as
reduced service use. A strong focus has so far been on psychological
mechanisms, which tend to neglect the social context within which
people live (Ong et al., 2014). As a result, relevant approaches might
benefit only those who are capable of taking up these roles and this is
likely to further disadvantage more vulnerable groups, who are already
at a higher risk of multiple health problems (Barnett et al., 2012) and
such approaches might thus inadvertently increase health inequities.

Nolte and Anell highlight that among the key challenges remains a
disjoint of interpretations of self-management among lay people, health
care professionals, managers and decision-makers, although the views
of the latter two groups are inadequately understood. For example,
while individual patients tend to emphasize the quality of the relation-
ship between themselves and the professional, seeing self-management
as a collaborative partnership, health professionals frequently view it
as a tool to promote compliance with expert advice and treatment.
Contemporary approaches to self-management and support tend to
focus on managing people’s condition/s in terms of biomedical out-
comes or disease-control (‘narrow approach’), rather than emphasizing
supporting people to manage well (or live well) with their condition/s
(‘broad approach’) (Morgan et al., 2016). This divergence may cause
tensions, in particular, where it involves differing understandings of
the responsibility for self-management, along with what is understood
to be ‘good’ self-management. For example, the patient’s wishes and
preferences might not align with what the professional considers as the
‘right’ course of action, or user choices might lead to increased costs to
the system (Harvey et al., 2015).

Nolte and Anell caution that there may be a risk that contemporary
strategies and approaches to self-management and support continue to
emphasize the ‘narrow’ focus, which stresses individual responsibility for
management and behavioural change ‘in order to function optimally’.
This conclusion could also be drawn from a review of support efforts in
Europe as described in Box 3.4. It finds that contemporary approaches
to self-management support tend to emphasize medical and behavioural
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management with less or little attention on the wider social context
within which people live.

Box 3.4 Self-management support strategies in European
countries

Decision-makers across Europe have recognized the need for imple-
menting policies and strategies to support self-management mainly
in the context of chronic diseases (Nolte & Knai, 2015). But
approaches vary widely between and within countries in terms of
content, format, provider and availability. A review of diabetes self-
management arrangements in Bulgaria, Greece, the Netherlands,
Norway, Spain and the UK found that the majority of approaches
comprises educational or training programmes, typically, although
not always, emphasizing behavioural change as an important goal
(Kousoulis et al., 2014). Similar variation in levels of support
provided was demonstrated by Nolte, Knai & Saltman (2014) in a
review of some 50 approaches across 13 countries in Europe. Here,
the focus tended to be on education for self-management, which was
frequently delivered in a group-based context or on a one-to-one
basis and most often in the context of disease management pro-
grammes. The education offered tended to focus on disease control
through the provision of information about the disease, healthy
behaviours and practical instructions concerning, for instance, blood
glucose monitoring, foot examination, or insulin injection. Most
approaches used support materials in the form of information bro-
chures to complement patient education programmes, with a smaller
number using interactive websites or telephone-based support
services to provide patients with personalized information on how
to manage their disease. In the majority of cases, self-management
support was provided by health professionals including physicians,
or, more frequently, by trained nurses within primary care settings,
highlighting that, with a few exceptions, approaches in place tended
to be professional- or service-driven. Most aimed at disease control
rather than offering more general support strategies that target the
wider social context within which people live and that draw on a
wider potential support network including other patients, peers or
volunteers, among others.
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Overall, there is a need for self-management support strategies
to be based on social models that specifically address differences in
expectations and abilities to take responsibility in terms of learning
self-management skills, and to tailor professional support accordingly.
Better understanding of managers’ and policy-makers’ views and pri-
orities will be important, given their role in developing and funding
services that support self-management. Strategies have to go beyond
the immediate health care context in order to take full account of the
broader influences that impact self-management activities.

Exercising rights as taxpayers and citizens

Finally, in Chapter 13 Palm et al. examine the role of legal frameworks
in seeking to ensure that people can exercise their rights as taxpayers
and citizens. Drawing on a mapping of provisions for patients’ rights
in 30 countries in 20135, the authors explore the role of patients’ rights
for person-centred care, and what is needed to realize their potential to
contribute to achieving person-centred health systems. Locating their
origins within the human rights movement, the authors explain the spe-
cifics of patients’ rights within this broader context, distinguishing the
right to health and the right to health care, along with individual rights
(protecting the individual from harm) and social rights (safeguarding
people’s entitlement to, and ability to access, care). Most commonly,
patients’ rights are defined within the context of health care and the
relationship with the individual health care provider while also noting
wider responsibilities at the organizational and system levels.

Based on an analysis of four influential European frameworks, the
authors identify six categories of patients’ rights, which are reproduced
in Table 3.1. These, they argue, require specific action or measures
for implementation, as opposed to other aspects also seen to be core
to person-centred care, such as treating people with respect, which,
the authors argue, cannot be reinforced by legal means. Similarly, the
authors do not consider the right to collective participation here as, they
argue, it should be considered a ‘basic citizen right’ that goes beyond
the individual as a patient.

The review finds that countries in Europe vary considerably in the
implementation of legal frameworks to ensure patients’ rights, with most
having instituted specific legislation dedicated to this purpose. Using the
rights’ categories described in Table 3.1, Palm et al. report that patients’
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Table 3.1 Principal categories of patients’ rights based on a review of
four European frameworks*

Principal category Individual patients’ rights

Self-determination The right to (informed) consent
The right to participate in (clinical) decision-making/
to choose treatment options

Confidentiality The right to data confidentiality
The right to access one’s medical record

Access to health care  The right to benefit from medical treatment according
to needs
The right to safe and high-quality treatment received
in a timely manner

Choice The right to choose health care provider
The right to a second opinion

Information The right to information about one’s health
The right to information about health care providers
The right to information about rights and
entitlements

Redress The right to complain
The right to compensation

Source: Chapter 13

Note: * The four European frameworks are the Amsterdam Declaration on the
promotion of the rights of the patient in Europe (1994); the Convention on Human
Rights and Biomedicine (1997); the European Charter on Patients’ Rights (2002);
and the EU Directive on the application of patients’ rights in cross-border health
care.

rights frameworks in European countries generally seek to ensure the
right to self-determination, including shared decision-making (Chapter
11) and confidentiality. However, the right to access care and provider
choice is intrinsically related to the provisions of the statutory health
system more broadly (Chapter 8) and as such is typically addressed
outside specific patients’ rights legislation. Differences remain regarding
the status of rights afforded, for example, whether the rights are directly
legally enforceable, are enforceable via wider public sector regulation
(quasi-legal), or take the form of a charter or code of conduct (moral
rights). This may impact the way patients’ rights are implemented in
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practice. For example, we have seen from the assessment of the 2015
Swedish Patient Act as described in Box 3.3 that the observed lack of
impact of this law has, at least in part, been attributed to the failure to
define patients’ rights as a legal right (Vardanalys, 2017). However, as
Palm et al. note, enforcement can also be ensured through other means,
such as through formal dispute settlement mechanisms.

A key aspect is the right to information to enable individuals to make
informed decisions about their health and care, an issue we have seen
to be core to any strategy that seeks to ensure person-centred services.
Palm et al. distinguish the right to information about the individual’s
health status as a prerequisite to inform the right to consent and shared
decision-making; the right to information about health care providers
as a requirement to help inform provider choice; and the right to infor-
mation about rights and entitlements as a condition to enable people
to exercise their rights in the first place. It remains unclear to what
degree national frameworks make the provision of this information a
legal requirement, although the 2011 EU Directive on the application of
patients’ rights in cross-border health care requires EU Member States
to make available relevant information as far as cross-border health
care is concerned.

Crucially, while most countries have implemented patients’ rights
frameworks, evidence of their impact remains largely absent, with a few
notable exceptions (see Box 3.3). At the same time, recognition of the
importance of this issue as evidenced by the widespread introduction
of dedicated patients’ rights frameworks could be seen as a significant
step towards establishing the prerequisites for health systems that are
more person-centred and that see the individual as an active partner
rather than a passive recipient of care. However, as Palm et al. caution,
the main challenge remains in reinforcing provisions for patients’ rights,
which may render this strategy possibly less effectual than it could be
and it would be important to monitor progress and identify examples
of good practice.

Summary and conclusions

In this chapter we have synthesized the evidence of different strategies
seen to promote more person-centred care at the different tiers of the
health system through examining the different roles people take as ser-
vice users, active members of the community and citizens, evaluators,
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decision-makers and care managers. Building on the principal framework
of voice, choice and co-production, we find that each perspective can
contribute to the advancement of more person-centred health systems
while highlighting challenges and possible unintended consequences
for related policies and strategies. It is important to reiterate that the
notions of voice, choice and co-production are not mutually exclusive,
but they co-exist and are frequently performed simultaneously.

In synthesizing this evidence, we identify a series of common themes,
and these relate to:

e the drivers behind relevant strategies and policies, and how they
have evolved over time;

® the evidence of their impact and the role of context in interpreting
this evidence; and

e the implications of lessons learned for the further advancement of
person-centred health systems.

We discuss these themes briefly in turn and examine some of the perti-
nent issues in further detail in Chapter 4.

There are several drivers bebhind person-centred strategies
which are conflicting and potentially undermine the goal
of achieving a person-centred health system

At the risk of simplifying what is inherently complex, we can observe that
person-centred strategies as conceptualized in this book have evolved,
largely, from broader social movements that emerged in the western
world in the 1960s and 1970s. Most notably, although not exclusively,
the independent living and disability rights movement and self-care and
self-help movements more widely have been important. These have
argued for greater self-determination and emphasized equality between
the provider and service user in terms of making decisions about the ser-
vices that affect their lives. The Alma Ata Declaration of 1978 explicitly
linked this debate to inequalities and called for health care to be made
“universally accessible to individuals and families in the community
through their full participation” (World Health Organization, 1978).
At the same time, there has also been recognition of a ‘democratic
deficit” more generally in public services and this has initiated the
notion of deliberative democracy and interest representation in the
political process. For example, the Council of Europe interpreted
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the rights of patients and citizens to participate fully and to determine
the goals and targets in health care as an integral part of any democratic
society and proposed that governments should promote policies that
foster citizen participation (Council of Europe, 2000). The democratic
perspective tends to assume that involvement is a good thing either in
itself (an intrinsic value), or else impacts positively on public decisions
or protects citizens from others making decisions against their interest
(Conklin, Morris & Nolte, 2010). It relates to people or ‘the public’
in their capacity as citizens and taxpayers with rights to use public
services and duties to contribute to and participate in society (Lupton,
Peckham & Taylor, 1997).

The arguments based on the ‘intrinsic’ value of participation, along-
side the rights-based approach, are in contrast to an emphasis on what
has variously been described as the utilitarian or performance-based
approach. In the neo-liberal agenda from the early 1990s, this became
the consumerist approach, which introduced a greater focus on mar-
ketization of health care and consumer choice, along with increased
‘responsibilization’ in many systems (Bevan, Helderman & Wilsford,
2010; Jacobs, 1998). The underlying assumption was that involving
people will correct for the inherent failures in health care markets,
including information asymmetry, and ultimately lead to reduced cost,
greater efficiency and performance of public services (Wait & Nolte,
2006). Consumer preferences are viewed as the lever to enhance com-
petitiveness between providers and, in doing so, reaffirm the rights of
users to information, access, choice and redress in relation to a specific
service or product (Lupton, Peckham & Taylor, 1997). It presumes that
the removal of obstacles to participation, such as lack of information or
lack of motivation, will lead to an informed service user who behaves
in ways that will ultimately improve the quality of their care and their
health (Mittler et al., 2013).

Considering the overall evidence as presented in this book, it is the
utilitarian or performance-based perspective that appears to have domi-
nated the different person-centred strategies. While some strategies may
have initially had a focus on the intrinsic value of person-centredness,
this has often been replaced by the performance-based perspective in
the implementation phase. This transformation is particularly visi-
ble in the area of choice reforms and can be linked to how different
stakeholders view person-centredness and what they have to gain or
lose. This process involving competing views across stakeholders may
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also explain some of the continued challenges that systems face in sys-
tematically translating promising strategies into routine practice. The
dominance of stakeholders representing professional, organizational
and policy-maker views is also linked to the available evidence base,
which we examine next.

The evidence of impact of person-centred strategies remains
inconclusive

A key insight emerging from the reviews of person-centred strategies
in this book is that the evidence of impact remains largely inconsistent.
In most instances we only find that some strategies impact positively
on some anticipated outcomes for some populations in some settings.
More broadly, the evidence tends to be stronger for individual-level
approaches such as shared decision-making and self-management sup-
port and in the context of a ‘narrow’ perspective on person-centredness.
This is in sharp contrast to the call for ‘broader’ approaches developed
in Chapter 2.

Clearly, evidence of impact needs to be interpreted in the context
within which individual studies have been carried out, as well as the
design of both the relevant strategy and its evaluation. A core challenge
is that many strategies lack a clear formulation of the theoretical basis
that would explain how activities will lead to anticipated outcomes.
There is a need for rigorous evaluation that takes account of context, and
systematically considers equality and diversity. This need is echoed in
the wider literature that has examined public and patient involvement in
health services and systems and in public services more widely (Madden
& Speed, 2017; Martin, 2009). Examples include patient safety (Ocloo
et al., 2017), commissioning of health services (Peckham et al., 2014),
health service reconfiguration (Dalton et al., 2016; Martin, Carter &
Dent, 2017), and health care decision-making more broadly (Conklin,
Morris & Nolte, 2015), including health technology assessment (Weeks
et al., 2017).

The lack of consistency in the evidence base can be seen to undermine
the wider roll-out or ‘routinization’ of potentially promising initiatives,
as has been argued for shared decision-making in particular (Chapter
11). However, various authors have also highlighted that available
policy instruments and strategies may not be suitable to achieve the
(often implicit) aims of cost reduction and greater efficiency, at least in
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the short term. They thus could inadvertently undermine meeting the
broader goals of enhancing person-centredness in the system overall.
For example, there is so far no evidence to support that choice policies
have increased efficiency or welfare at a population level (Chapters 8
and 9). Likewise, evaluations of personal budgets have thus far failed to
produce robust evidence of their impact on costs and value for money
(Chapter 10). However, there is some evidence that personal budgets can
improve control, well-being and quality of life, and such improvements
do offer value, even if they do not reduce costs.

Overall, we find that there is a need to better understand what
strategies work best for whom, under what circumstances and in
what settings. Crucially, there remains an urgent need to systemat-
ically consider the voice of individuals as service users, carers and
members of the community in research and that seeks to inform
health services and systems design more broadly. We observe that
much of the evidence presented in this book remains dominated
by professional, organizational and policy-makers’ perspectives.
Alongside this, there is a need to better understand what people
want, whether and how they wish to be involved, the nature and
scope of information they desire in order to support them in making
decisions, including the option of choosing not to choose, and their
support needs more broadly.

What are the implications for the further advancement
of person-centred health systems?

Based on the evidence reviewed in this book we observe that existing
models and strategies continue to fall short of systematically including
the ‘public voice’ in health services and systems. There is a need to move
to a more complex model of engagement that considers people’s values
and preferences at the level of the individual patient—professional rela-
tionship as well as at the organizational and the governance and finance,
along with wider societal levels in order to systematically implement
person-centred strategies.

Achieving truly person-centred services and systems will require
a shift of the power balance away from a sole focus on professional
knowledge and authority towards “negotiated participatory spaces”
between lay and professional actors (Dean, 2017, p. 4). Here, careful
attention needs to be given to the degree to which the range of strategies
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to enhance person-centredness leaves the dominant culture and prac-
tices of provider-centric and expert-based health services and systems
essentially unchanged and structurally unchallenged (Dunston et al.,
2009). This is most likely to be the case for choice policies and public
involvement approaches that perhaps seek public input, for example
through consultation, such as through patient surveys, but where the
process of service production remains profession-led. A shift of power
will require moving to a system where the individual as a service user
or a citizen becomes part of this process.

There is a wealth of experience already as shown in several contri-
butions to this volume, but initiatives that are being undertaken tend
to be disjointed and lack an overarching strategic approach. Madden
& Speed (2017) pointed to the rich experience of social movements,
charities and non-governmental organizations in different types of
participatory mechanisms that have helped to bring together citizens
and experts in new forms of cooperative inquiry. These used a range of
participatory techniques that seek to strengthen civil society while also
critically reflecting on how participation works. There is potential to
learn from these activities in order to strengthen engagement initiatives
within the health system.

Services and systems will need to systematically invest in supporting
the public, as patients, clinicians or decision-makers, in acquiring the
skills and competencies to critically engage, ask questions, express values
and preferences, and understand risks. Such investment also requires
careful attention to the interlinkages between the different tiers of the
health system and how these can be optimized in order to ensure system-
atic and systemic implementation of effective person-centred strategies
and minimize unintended consequences.

Decision-makers need to consider the wider implications of indi-
vidual policy options and how they may require potential compro-
mises between different options. These are perhaps most obvious for
choice policies where it has been argued that they involve trade-offs
between the degree of choice and the principle of equity of access and
service. Further, choice of provider and/or payer might increase system
fragmentation and undervalue wider public health interventions, so
undermining person-centred systems. At the same time, while provider
or payer choice might not increase efficiency or reduce costs, it might
still be seen as a value in itself. In either case, any such option needs to
be firmly embedded within the wider policy context.
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4 Achieving person-centred health
systems: levers and strategies

ELLEN NOLTE, ANDERS ANELL

Introduction

Traveller, there is no path. The path is made by walking.
Antonio Machado

As we have seen in Chapter 2 of this book, the terminology and interpre-
tations of person-centredness vary across disciplines, professionals and
stakeholders. A common theme underlying the diverse understandings
is the ethical premise that people as patients and service users, and, by
extension, family members, members of the community and citizens
more broadly, should be treated as persons, with respect and dignity,
and that care should take into account their needs, wants and pref-
erences. However, expectations regarding the outcomes of enhanced
person-centred care vary among stakeholders. Thus, managers and
decision-makers might anticipate increased efficiency and wider system
level effects, while others emphasize more effective engagement at the
interpersonal level. Different understandings and perspectives will sig-
nificantly impact on the translation of principles into practice, and on
the perceived or demonstrated effectiveness of relevant initiatives and
strategies. This is especially relevant since person-centred policies and
strategies involve trade-offs and the implementation of policies will be
heavily influenced by how stakeholders balance goals and trade-offs,
and, ultimately, existing power relations.

Based on our exploratory review of the evolution of person-
centredness (Chapter 2) we can distinguish three perspectives; the
interpersonal level of care (micro level), quality of care more broadly
(meso level) and health systems (macro level). The micro-level perspec-
tive sees person-centredness as a concept or a framework that helps
inform the (interpersonal) delivery of care, a view that is most likely
held by health professionals. The meso-level perspective interprets
person-centred care as a means to enhance the quality of care more
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broadly, as reflected in the seminal 2001 report Crossing the Quality
Chasm by the Institute of Medicine (Institute of Medicine, 2001). This
is a view most likely held by managers and decision-makers. Conversely,
as Gillespie, Florin & Gillam (2004) showed, lay groups tend to view
person-centredness in the context of a social or whole person model of
health that occurs at the level of people involvement in the planning and
delivery of services rather than within the individual clinical encounter,
although this perspective may vary among people (see also Box 4.1).
This broader view is more closely linked to those perspectives that
see person-centredness as a principle that guides the design of what
some have referred to as people-centred health systems (World Health
Organization, 2016; World Health Organization Regional Office for
Europe, 2015).

This chapter summarizes the key insights from individual chapters
in this book. We conclude that contemporary approaches to organizing
and governing health services and systems have largely failed to deliver
person-centred care, although some progress has been made. We note
that there is a need for policies to strengthen the capabilities for engage-
ment across all stakeholders concerned, and we discuss some of these
options, including the challenges that need to be overcome in order to
move to more person-centred health systems.

Why different understandings and interpretations
of person-centredness matter

Depending on the perspective, person-centredness will be understood
and interpreted in different ways, and the implications for the further
development of health services and systems will differ. Importantly,
those that view person-centredness as a means to inform service deliv-
ery and to enhance care quality more broadly tend to be narrower in
their approach as they rest on the assumption, or indeed postulate, that
service providers play an important role in people’s lives. Yet this is not
necessarily the case from an individual service user (or carer) perspective,
even among those who use services more frequently because of chronic
health problems. For example, Foss et al. (2016) highlighted that, among
people with type 2 diabetes, encounters with health care are often
experienced as “yet another demand in their lives” (p. 681). Indeed,
the need to navigate services and clinical appointments, interact with
different health and care professionals and engage in self-management
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and other treatment activities creates a ‘treatment burden’, as the work
of managing ill health (‘patient work’ — Shippee et al., 2012) has shifted
as part of a wider agenda of increased patient responsibility for their
own health and care (May et al., 2014). Treatment burden has been
associated with poor adherence and unfavourable outcomes. Demain
et al. (2015) also highlighted that among people with a range of con-
ditions, treatments may lead to physical symptoms and side-effects
(such as pain and nausea), yet it is often not the severity of symptoms
that people struggle with but the impacts arising from those symptoms
and side-effects, such as on identity, independence and interaction
with others. While the interaction and the nature of the relationship
with health professionals can help address and reduce these impacts
(May, Montori & Mair, 2009), much of the adaptive work people
undertake to “psychologically normalise treatments to their lives and
their lives to the treatment” (p. 11) takes place without formal care
providers’ involvement (Vassilev et al., 2016). It could thus be argued
that interpreting person-centredness in the context of the current mode
of service delivery only reinforces existing structures. A move to ‘truly’
person-centred systems requires the redesign of services and systems
more broadly.

This conclusion is corroborated throughout the individual contri-
butions to this book (see also Chapter 3). For example, Draper and
Rifkin (Chapter 5) and Beresford and Russo (Chapter 6), looking
respectively at user engagement in health service and system development
and in research, find that relevant strategies have been and appear to
remain dominated by professional and service-led motives, which might
explain the lack of measurable impact on outcomes. Similar observa-
tions are noted by Nolte and Anell (Chapter 12), citing evidence that
contemporary approaches to self-management support tend to focus
on managing people’s conditions in terms of biomedical outcomes or
disease control. This focus is driven largely by professional perceptions
of self-management when instead there is a need to support people to
manage well (or live well) with their conditions within the wider context
within which they live. The reviews by Fotaki, Van Ginneken et al. and
Verhaeghe in Chapters 8—10, which explore the role of the individual
as a consumer in making decisions about purchasers or providers of
individual care packages and services, all find that enabling people to
exercise choice requires appropriate support structures at the different
tiers of the system. Yet what is available has tended to be designed
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without user input. Indeed, as Verhaeghe argues, the nature and scope
of what people actually would want in terms of information and sup-
port remains poorly understood. Overall, there is a more general lack
of understanding of whether and how people want to be involved in
decision-making at the different tiers of the system (Box 4.1).

Box 4.1 What do we know about whether people want
to engage in health care decision-making at individual and
collective levels?

Fredriksson, Eriksson & Tritter (2017) examined preferences for
involvement in health care decisions at individual and collective
levels among adults in Sweden and the UK. Using a general popula-
tion survey (people aged 15 years and older) in 2014, they explored
(i) the extent to which individuals wanted to make the final decision
about their treatment, and (ii) whether they wished to be involved
in decision-making about local health services. They also asked
whether people believed that they can influence decisions about the
health service more broadly. The survey found that, overall, two-
thirds of respondents preferred that a health professional makes
the decision about their treatment (Sweden: 70%; UK: 66%), and
only a minority wanted to make this decision themselves (10% vs.
13%). The finding that people in both countries preferred their
health professional to make the treatment decision may perhaps seem
surprising, although it is important to note that the question was
about the final treatment decision. The authors acknowledged that
their finding did not imply that people do not wish to be involved
in the process overall. Indeed, Coulter & Jenkinson (2005), in a
2002 survey of people aged 16 and over in eight European countries
(including Sweden and the UK) about treatment decisions found
that about one-quarter of respondents wanted to make the decision
themselves (albeit after consultation with their doctor). However,
the majority favoured a shared decision-making model, in which
the doctor and patient are jointly responsible for making treatment
decisions. Predictors for desiring a shared role include familiarity
with a clinical condition, while level of trust in the physician, age and
education also influence whether individuals prefer an active over
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Box 4.1 (cont.)

a more passive role in the decision-making process (Kraetschmer
et al., 2004; Deber et al., 2007).

Concerning decisions about local health care organization and
delivery, Fredriksson, Eriksson & Tritter (2017) found that 44%
of respondents wanted to be involved, and this was more common
among people in Sweden compared to the UK (55% vs. 33%).
Respondents from Sweden were also somewhat more likely to believe
that their involvement in decision-making could improve services
(39% vs. 36%), although a considerable minority did not believe
this to be the case (30% vs. 24%). Those who wanted to be involved
in decisions about their own care were more likely to also want to
be involved in health care decision-making in either country. The
higher propensity among Swedish respondents for wanting to be
involved was explained by relative levels of dissatisfaction with the
health system overall, which was found to be higher in Sweden, and
this might prompt people to want to influence decision-making to
improve services. However, there are various reasons for people’s
willingness to actively engage (Martin, 2008), reflecting a combina-
tion of individual beliefs, interests and knowledge, as well as wider
contextual factors and norms, and effective involvement will need
to take account of this complexity.

There has been more progress in the understanding of how people
view the quality of services, with recent moves to the collection of
patient-reported experiences and outcomes measures (PREMs and
PROMs). Yet as Coulter, Paparella & McCullough note in Chapter
7, lay involvement in the development of such measures remains
inadequate, and this observation is confirmed by a scoping review of
patient involvement in the development of PROMs (Wiering, De Boer
& Delnoij, 2017). More importantly, there is very limited use of such
data and understanding of how people view the quality of services
to support redesign of services. Overall, as Légaré et al. summarize
in Chapter 11, there is a need to move to a more complex model of
engagement that systematically considers people’s values and prefer-
ences at all tiers of the system, from the individual patient—professional
relationship to the organizational, the governance and finance, and
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wider societal levels in order to systematically implement person-
centred strategies.

The question, then, is about how to get there. It is conceivable that
progress has to be thought of as incremental, considering the various
strategies that have been reviewed in this volume. Each chapter has
provided useful pointers of what is needed to move towards a more
person-centred approach in a given area. However, given the nature
and pace of challenges facing health systems today, as discussed in the
introduction to this book, and the impact this will have on people’s lives,
more fundamental and, by implication, more difficult change may be
needed. As noted, a health system that is focused on the person at the
centre is expected to address the varied challenges by ensuring accessible
health care that is of high quality, responsive, affordable and financially
sustainable. Yet the review of the evidence of a diverse range of strategies
in this book raises a number of critical questions about the readiness
of decision-makers at the various tiers of the system to truly wish to
move towards more person-centred strategies. Doing so will require
confronting established relationships and a rethink of some of the more
fundamental processes that have traditionally governed the provider-
centric and expert-based organization and financing of health services
and systems. This chapter explores some of these critical questions.
While not providing answers to how to solve these questions, it aims
to help the various stakeholders to reflect on what person-centredness
will mean in their individual system context and consider the options
that may be available to them.

Are decision-makers ready to support people to actively engage
at the different tiers of the system?

We have suggested that a continued focus on conceptualizing person-
centredness from a professional or service delivery perspective only
is likely to reinforce existing structures, thus undermining the central
idea of person-centredness as a design principle. Indeed, it could even
be argued that contemporary narrow strategies or approaches cater to
‘dysfunctional’ systems. This is exemplified by a continued focus on
the traditional approach to health care organization and financing that
emphasizes a biomedical model of service delivery that centres on man-
aging and measuring biomedical indicators, such as blood sugar levels
in people with diabetes, or intermediate indicators such as behaviour
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change that will lead to changes in the biomedical indicator. This focus
is perhaps not surprising given that much of the available literature on
person-centredness addresses the interpersonal level between the care
provider and the patient or service user more broadly, while the organ-
izational and system contexts are rarely discussed (Chapter 2). Yet, this
‘narrow’ or biomedical focus tends to be unnecessarily reinforced at
the meso and macro levels, too. Examples include contemporary pay-
for-performance schemes in primary care such as those implemented
in the UK or France, or disease-management programmes in various
European countries that incentivize control of mainly biomedical indi-
cators (Nolte, Knai & Saltman, 2014). While such vertical, disease-
oriented indicators are of course perfectly valid as a means to monitor
the progress of a given disease, complementary horizontal measures
that focus on outcomes that matter to people may be more important
at the organizational and systems level.

This discussion raises a number of more fundamental questions. One
relates to power relationships between different actors and stakeholders,
most prominently perhaps at the individual level between the service
user and the health professional (Box 4.2).

Box 4.2 The role of ‘power’ in the physician—patient
interaction

Much of the work around the doctor—patient relationship has
focused on the role of power, knowledge and status, dating to the
work of Parsons (1951) and the notion of the ‘sick role’, where
the patient is a passive recipient of care who responds to medical
authority. Freidson (1970) pointed to the principal ‘conflict’ in the
relationship, with doctors and patients having different agendas and
formal medical knowledge competing with the patient’s lay or ‘folk’
knowledge. Improvements in medical technology further reinforce
the power imbalance between physicians and patients. Parsons’
work has been challenged, inter alia, on the grounds of its medico-
centric approach and the limited applicability of the ‘sick role’ to
chronic illness. However, contemporary debate has reinterpreted
Parsons’ work as remaining fundamental to the understanding
of the interaction between the patient and the health professional
(Shilling, 2002).
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Box 4.2 (cont.)

Related work has explored the role of the physician with the
emergence of a ‘new professionalism’ against a rapidly changing
context within which health care is being provided and a changing
society more widely (Irvine, 1999). This has involved the redefinition
of what it means to be a medical professional, such as within the
US/European Charter on Medical Professionalism. This builds on
three principles: those of the primacy of patient welfare, of patient
autonomy and of social justice (Medical Professionalism Project,
2002). The Charter sets out professional responsibilities. These
include, inter alia, a commitment to honesty whereby patients
“must be empowered to decide on the course of therapy”; patient
confidentiality; maintaining appropriate relations with patients;
improving quality of and access to care; a just distribution of finite
resources; and maintaining trust by managing conflicts of interest.
This change is reflected by evidence that doctors generally seem
to support shifts away from paternalism towards a new type of
relationship with the patient that emphasizes partnership (Hilton,
2008). However, as the various contributions in this volume have
shown, it remains challenging to translate this notion into daily
practice (see also Chapters 11 and 12).

The move to more person-centred strategies is seen as a way to
overcome these challenges, with a desire to shift from a paternalistic
approach to a (more) equal partnership, but this remains difficult to
realize in practice. For example, as highlighted by Légaré et al. in their
review of shared decision-making (Chapter 11), and Nolte and Anell in
relation to self-management (Chapter 12), numerous tensions arise, for
example, where the service user wishes to pursue a course of action that
costs more or may even be harmful for patients or others. The evidence
about the extent to which this is happening in practice is, however,
largely absent. Similar challenges related to individuals’ capabilities of
making good decisions have been highlighted by van Ginneken et al.
(Chapter 9) in relation to insurance choice, pointing to instances where
individuals have made choices of insurer that may not be in their own
best interest, a challenge also highlighted by Verhaeghe in the context
of personal budgets (Chapter 10).
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Whose expertise ‘counts’?

This then raises the question about professional authority, ‘expertise’
and whose experience and knowledge counts in judging whether a
given decision is ‘good’ or appropriate. This question is not limited
to the individual service user and professional interaction (Hamilton
et al., 2017), but also extends to the organizational and macro or
system levels. While a ‘poor’ decision at the individual service user
level may impact the individual and their immediate carers, a ‘poor’
decision at the organizational or systems level may have negative
consequences for populations more widely. In the context of indi-
vidual service users, Renedo, Komporozos & Marston (2017) and
others have highlighted the role of evidence-based medicine as a
central principle of clinical practice, which can create tensions for
health professionals who are asked to tailor their practice to indi-
vidual service user’s needs and preferences. Yet individual tailoring
of services may run counter to standardized approaches, which are
underpinned by ideas about hierarchies of evidence and where sci-
entific and technical evidence is ranked above clinicians’ practical
or experiential evidence (Pope, 2003) and above patient or carer
experience (Greenhalgh et al., 2015).

Fundamental here is the role and status of lay experience and
expertise within the clinical encounter specifically and in the health
service and system more broadly. This issue comprises different layers
of complexity. These include the degree to which service user experi-
ences might be ignored or excluded, because individuals are unable
to articulate these, or health professionals are unable or unwilling to
accept the patients’ expertise as a legitimate input, as they might over-
ride the clinician’s perspective on a given issue and requires them to
reflect on their role as ‘experts’ (Carr et al., 2014). It also concerns the
systematic collection of patient experience data to evaluate the quality
of services (Chapter 7), information which, as Coulter, Paparella &
McCulloch observed, is often not acted upon to improve services. This
is despite evidence showing that among the key enablers for successful
learning from service user experience to improve care quality is their
active engagement. Renedo, Komporozos & Marston (2017) warned
about a possible ‘commodification” of patient experiences for other
commercial purposes, which in turn raises ethical questions about how
patient experiences are used and re-articulated by others. Importantly, it
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concerns questions about the nature and conceptualizations of evidence
as such, what is considered to be a legitimate source of evidence and
who decides on this in the context of participatory initiatives (see Box
4.3 for an illustrative example).

The question about what evidence counts, and whether it counts
at all, has been shown to be of particular relevance in the context of
patient and public involvement in research (Chapter 6). The research
process, infrastructure and evaluation of public involvement remain
dominated by professional expertise, and this is also reflected in research
priorities (Crowe et al., 2015). This imbalance may risk undermining
and devaluing participation and the systematic incorporation of expe-
riential knowledge generated from lived experiences of users in the
research process and it will be particularly problematic where vulnerable
populations are concerned.

Box 4.3 Whose experience counts? Patient involvement in
health technology assessment decisions in Australia

Lopes, Carter & Street (2015) examined patient involvement in
health technology assessment decisions in Australia, based on 12
semi-structured interviews with patient organization representatives
and members of Advisory Committees that provide advice to the
Australian Department of Health. This found that participants
viewed the involvement processes to be inadequate, but for different
reasons that were linked to how different stakeholders conceptual-
ized evidence. Thus, Advisory Committee members viewed evidence
as encompassing clinical outcomes and patient preferences, while
patient organizations focused on aspects not directly related to a
given health condition but instead on “the social and emotional
aspects of patients’ experiences in living with illness” (p. 84). The
study further highlighted that patient representatives reported
having interacted with other stakeholders (in particular industry)
to advocate for their conception of evidence on decision-making,
illustrating existing power differentials within the decision-making
process, an issue that would need to be addressed if the public is to
be involved meaningfully.
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The role of wider developments outside the immediate grasp of
the bealth system

A further challenge for contemporary health systems lies in the role of
new and innovative practices that are beyond the immediate control
of care providers, and that role is only beginning to be understood.
This applies in particular to the rapidly changing digital world, rang-
ing from innovative devices, e- and m-health tools and technologies
(mobile communication and network technologies) (Iribarren et al.,
2017) to social networking sites (Rozenblum, Greaves & Bates, 2017),
including online health fora and peer-to-peer support networks. These
are already reshaping the way individuals and citizens are engaging
with health care and systems more widely, with online resources now
established as a primary route to health information. For example, a
2014 Eurobarometer study found that about 60% of adult Europeans
go online when looking for health information (TNS Political & Social,
2014). Seeking health information online can improve the relationship
between service users and providers, although the degree to which this
is happening in practice will depend to a great degree on the willingness
of the health professional to engage with the patient and the nature
of their prior relationship (McMullan, 2006; O’Connor et al., 2016;
Tan & Goonawardene, 2017). Online communities have become an
increasingly important source and platform for finding and exchanging
information and experiences around health and for providing a space
for building relationships and support (Ziebland & Wyke, 2012). Social
ties established online were shown to provide people living with chronic
health problems with ready access to support to help self-manage their
conditions and address aspects of self-management that are particularly
difficult to meet offline (Allen et al., 2016). We will return to the poten-
tial of digital technology in supporting and enabling person-centred
services and systems below.

Where to go from here?

The preceding sections have highlighted how contemporary approaches
to organizing and governing health care and health systems largely fail
to deliver person-centred care at the different tiers of the system. This
is not to say that no progress has been made since the 1978 Alma Ata
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3

declaration, which advocated for the “right and duty to participate
individually and collectively in the planning and implementation of
their health care”. Indeed, as this book has illustrated, countries have
engaged and are engaging in a range of activities that aim to strengthen
person-centredness at the different tiers of the system, but approaches
tend to be disjointed, often focusing on the micro-level of the individual
service user—professional relationship while neglecting the need to embed
such approaches within the organizational and system context more
broadly. More importantly perhaps, person-centred strategies, where
implemented, often tend to take a professional, or service provider
perspective, which may take service user views into consideration, but
more often than not without involving people in the actual design of
involvement processes, support and measurement tools that are meant
to benefit the service user. Overall, such narrow approaches heavily
constrain any true development towards person-centredness. Services
are provided more or less as before, while support at organizational or
system levels tends to remain haphazard. Inconsistent or poorly aligned
policy frameworks at meso and macro levels are likely to further under-
mine the successful redesign of services that take user experiences and
preferences into account.

We have highlighted that there is a need to move to a more complex
model of engagement that considers people’s values and preferences at
each level of the system; from the individual patient-professional rela-
tionship (micro level) to the organizational (meso) and the governance,
finance and wider societal (macro) levels in order to systematically
implement person-centred strategies (Chapter 3). This means that we
have to challenge the traditional approach to organizing and governing
health care and systems by moving away from the profession- and
expert-led approach towards enabling and participatory strategies
which emphasize respectful and enabling partnership working. Thus,
if we accept this challenge and are committed to taking a broader per-
spective that recognizes people’s social context within which they live
and make decisions, we need to reconsider the ‘boundaries’ between
service providers and service users and people more broadly. This
includes giving due consideration to the experiences of (or, more spe-
cifically, experiential evidence generated by) individuals as patients,
carers, taxpayers and citizens, and ensure that these are being used
strategically to inform the redesign of services at the different tiers of
the system.
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To achieve this, there will be a need for more general policies that
seek to strengthen the capabilities for engagement across all stakehold-
ers concerned, along with a need to make better use of existing levers,
such as digital technologies. This needs to be accompanied by more
supply-side oriented strategies that include investment in education
and training along with measurement and monitoring to understand
what matters to people and how this can be used strategically in the
(re)design of service organization and delivery at the different tiers of
the system. As noted earlier, we here discuss some of these options,
highlighting the opportunities while also considering the barriers that
need to be overcome in order to move to more person-centred health
systems.

Strengthening and enabling capabilities of people at the
different tiers of the system

Making sure that people are able to access information about health
and health care that they can understand is seen to be key in sup-
porting them to be involved in decisions and to make choices that
benefit their health and well-being and the system more broadly
(Kickbusch et al., 2013; Nutbeam, 2000). The inability to do so
has been linked to poorer health outcomes among older people,
increased service use such as hospitalizations and emergency care,
and lower use of disease prevention services (Berkman et al., 2011),
and it is viewed as an important determinant of health inequalities
(Kickbusch et al., 2013).

The concept of ‘health literacy” has been gaining increasing traction
among policy-makers, practitioners and researchers alike. Better under-
standing of the potential that enhancing related skills and competencies
can have on improving the health and well-being of individuals and
populations and on reducing inequities in health has contributed to
its inclusion as an important dimension in national and international
health strategies, such as the Health 2020 health policy framework
for the World Health Organization European Region (World Health
Organization Regional Office for Europe, 2013). At the same time,
among countries in the European Union, health literacy is only begin-
ning to be addressed through relevant policies and initiatives, and the
available evidence does not yet allow drawing firm conclusions about
their impacts (Heijmans et al., 2015).

https://doi.org/10.1017/9781108855464 Published online by Cambridge University Press


https://doi.org/10.1017/9781108855464

88 Achieving Person-Centred Health Systems

Health literacy has been, and continues to be, variously defined. A
widely used understanding refers to the knowledge, motivation and
competencies of accessing, understanding, appraising and applying
health-related information within health care, disease prevention and
health promotion settings (Serensen et al., 2012), with Dodson, Good
& Osborne (2015) emphasizing the social resources needed to enable
people realizing this vision in practice. These interpretations place health
literacy in a broader public health model that highlights the complex
interdependencies between health understanding, health attitudes and
behaviours. They also consider the social determinants of health, such as
income, education, the material environment and gender, as well as the
design and delivery of health services, in turn highlighting the require-
ment for a system-wide response to meet individual needs (Greenhalgh,
2015) (see also Box 4.4). The importance of the broader context has
been conceptualized as health literacy responsiveness, which describes
“the way in which services, environments and products make health
information and support available and accessible to people with different
health literacy strengths and limitations” (Dodson, Good & Osborne,
2015, p. 12). This wider interpretation implies that interventions that
rely solely on educational programmes to advance health literacy are
likely to fail (Greenhalgh, 2015); instead a strategic response will be
needed that not only takes account of individuals’ and communities’

Box 4.4 Health literacy levels in European countries

The first European comparative survey on health literacy was
conducted in 2011 in eight European countries (Austria, Bulgaria,
Germany, Greece, Ireland, the Netherlands, Poland and Spain)
(Serensen et al., 2015). It found that across all eight countries,
almost half of all respondents showed very low (‘inadequate’) or
low (‘problematic’) levels of health literacy, ranging from just under
29% in the Netherlands to around 60% in Spain and Bulgaria.
The strongest predictor for low levels of health literacy across all
countries was financial deprivation, followed by low social status,
low educational attainment and older age. Similar findings were
reported for the adult working-age population in England, high-
lighting that people most in need for health information appear to
have least access to it (Rowlands et al., 2015).
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strengths and the constraints that influence how effectively they engage
with health information and services, but also introduces change in
ways that reduce health inequalities.

There is a persuasive argument that addressing health literacy at the
community level holds great potential for improving health knowledge,
skills and behaviours, which in turn is expected to lead to better health
outcomes (Beauchamp et al., 2017). Yet it remains unclear, for now,
what a health literate population should look like and the approaches
that would be suitable for its measurement (Guzys et al., 2015). More
importantly perhaps, it remains unclear how ‘the public’ thinks about
the idea of health literacy and there appears to be a suspicious absence
of the public voice in contemporary conceptualizations of health liter-
acy. By the same token, it is important to recognize that in order to be
effective, strategies to strengthen and further advance health literacy
should go beyond the individual as a (potential) service user and com-
munities. Effective strategies also need to incorporate professionals and
providers, as well as managers and decision-makers at organizational
and national levels. This is an emergent field although work is ongoing
that can provide useful guidance.

Rowlands et al. (2017) noted that among the health workforce,
health literacy appropriate skills, knowledge and attitudes tend to be
low, often reflecting the lack of inclusion of health literacy in education
and training (Groene et al., 2017). Initiatives to build such skills and
competencies among professionals are emerging, but more work needs
to be done to better understand the impacts of a more skilled workforce
in health literacy on quality of care and service efficiency more broadly
(Rowlands et al., 2017).

To help operationalize the shift to a systems perspective, members
of the US National Academies of Sciences, Engineering, Medicine
Roundtable on Health Literacy defined 10 attributes of a health liter-
ate health care organization (Brach et al., 2012). These recognize that
health literacy improvement is increasingly being viewed as a systems
issue and that action is required on multiple levels. While developed in
the context of the USA, the attributes have been adapted in other system
contexts, including Australia and New Zealand. Trezona, Dodson &
Osborne (2017) advanced the idea of health literate organizations fur-
ther by developing the Organisational Health Literacy Responsiveness
(Org-HLR) framework. Involving professionals from across the health
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and social services sectors in Australia using a series of workshops,
the authors identified seven domains of health literacy responsiveness:

(i) External policy and funding environment: relates to the role of
governments and other relevant bodies in providing adequate
funding for programmes, flexible services agreements, incentives
and health literacy-specific policy frameworks and standards.

(ii) Leadership and culture: describes “the necessary ethos, philosophy
and values of a health literacy responsive organisation, which
includes being inclusive, person-centred and equity driven” (p. 7)
and which recognizes health literacy as an organizational priority.

(iii) Systems, processes and policies: refers to intraorganizational
measures such as data collection and needs assessment, perfor-
mance monitoring and evaluation, service planning and quality
improvement, communication systems and processes, and internal
policies and procedures that are required to provide responsive
services.

(iv) Access to services and programmes: reflects the need for organ-
izations to ensure that services are accessible to all people, with
access defined in terms of geography, physical access, financial
access and cultural access. It incorporates the need for providing
support for people to navigate the system and outreach.

(v) Community engagement and partnerships: describes the need
for organizations to “undertake meaningful consultation” and
involve individuals and communities in all aspects of service
planning, delivery and evaluation. It further stresses the need for
organizations to engage in and develop partnerships with other
organizations across the health and social care sectors to promote
the design and delivery of coordinated services.

(vi) Communication practices and standards: refers to the range
of strategies and approaches that organizations would need to
develop and implement to ensure effective communication across
all levels of the organization. These include communication
principles, the provision of health information, use of media and
technology, and health education programmes.

(vil)  Workforce: describes the responsibility of organizations to ensure
a skilled, competent and motivated workforce through appro-
priate recruitment and retention policies and the provision of a
supportive working environment, practice resources and profes-
sional development opportunities.

The Org-HLR framework includes a range of domains that have
been identified elsewhere as characteristics of organizations with a
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reputation of improving patient experience (e.g. Luxford, Safran &
Delbanco, 2011). The key defining feature is that all domains consider
health literacy as a priority and that the framework recognizes the
role of the macro-level — that is, the external and funding environ-
ment — as a core element that can enable or constrain organizations
in their efforts to become more responsive to local population needs.
Indeed, as we have illustrated in the context of self-management
support specifically (Chapter 12) and care coordination efforts more
broadly (Nolte, Knai & Saltman, 2014), available evidence points
to the challenges organizations can face when implementing local
improvement strategies that are not appropriately resourced or that
run counter to the demands placed upon them by the wider system
context.

The Org-HLR framework may provide useful guidance for policy-
makers, managers and practitioners seeking to strategically embed
advancing the engagement of people at all levels within the system.
Examples of system-wide approaches to embedding health literacy are
provided by Austria (Box 4.5) and Scotland (NHS Scotland, 2017),
which may usefully inform policy development elsewhere.

Box 4.5 A national strategy to strengthen health literacy at
all levels in Austria

Austria included strengthening health literacy among its 2012
ten national health targets (Bundesministerium fiir Gesundheit
und Frauen, 2017) and introduced, in 2013, the ‘Osterreichische
Plattform Gesundheitskompetenz (OPG)’ (Austrian Platform Health
Literacy), which is tasked with the coordination, further develop-
ment and support of implementation of this target by means of three

strategic goals (Osterreichische Plattform Gesundheitskompetenz,
2017):

1. To strengthen the health literacy of the health system
This goal focuses mostly on (i) improving the quality of com-
munication and information on health care, prevention and
health promotion and (ii) embedding health literacy in the form
of health-in-all-policies across all organizations and institutions
that impact health.
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Box 4.5 (cont.)

2. To strengthen individual bealth literacy with particular consid-
eration of vulnerable groups
This goal includes a range of measures seeking to impact the
health literacy of individuals both directly and indirectly through
measures that aim to strengthen a health literate environment
through health-in-all-policies and equal opportunities in health.
3. To embed health literacy in service provision
Measures are yet to be defined.

An evaluation of the OPG in 2016 found that it had estab-
lished itself as a ‘learning platform’ that successfully embedded the
notion of health literacy across stakeholders, with active engage-
ment of its members (a wide range of national and state govern-
mental institutions and non-governmental organizations across
sectors) (Gutknecht-Gmeiner & Capellaro, 2016). The platform
was credited with great potential to systematically develop and
embed health literacy in Austria and to lead to lasting changes.

Digital technologies to support person-centred care: potential
and challenges

Digital health technologies have become increasingly important and they
are at times claimed to be the main route into person-centred health
services and systems through strengthening empowerment (European
Commission, 2012). The available evidence on the benefits of many inno-
vative technologies remains somewhat patchy, however (Castle-Clarke
& Imison, 2016). We have seen earlier that the majority of people in
Europe uses the internet for health-related information, but only about
one-fifth have as yet used health and care services that are provided
online, such as getting a prescription or an online consultation (TNS
Opinion & Social, 2017). In 2017 the share of those using online health
services varied substantially across EU Member States, with people in
Estonia, Finland and Denmark most likely to have done so (between
40% and 50%), compared to fewer than 10% in Malta, Germany and
Hungary. This variation is likely to reflect, at least in part, the actual
availability of online health and care services, along with knowledge
about their existence in a given setting, although there are few robust
data on this issue. The same study also showed that just over half of
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Box 4.6 Access to and use of e-health portals in Australia,
Denmark and Estonia

Nohr et al. (2017) examined access to e-health portals for residents
in Denmark, Estonia and Australia, three countries that have
implemented nationwide access to people’s health records online.
Looking at data for 2015 they found the proportion of those
actually logging into the system to be rather low, ranging from
less than 1% in Australia and 1-2% in Estonia to about 3-5% in
Denmark. Younger people were more likely to access the portal in
all countries, as were women in Denmark and Australia, but the
proportions varied. For example, in Estonia the highest usage was
among men and women aged 20—49, at around 5-7%, with the
share steadily declining as people are older. In Denmark the highest
levels of usage were seen among women aged 20-69, at around
5%, while among men the share was around 3%, and in both cases
the share fell rapidly among those aged 70 and older. Overall usage
levels tended to be low, raising questions about the degree to which
investment in e-portals that provide residents access to personal
health data alone contributes to patient empowerment.

respondents would like to have online access to their medical and health
records, with those in Estonia, Denmark and Finland most likely to
say so (72-82%), compared to respondents in Hungary, Germany and
Austria (32-38%) (but see Box 4.6).

A crucial challenge remains the continued digital divide, ranging
from principal access to the internet (primary divide) and its use (sec-
ondary divide) to comprehension of information on health (tertiary
divide) (Latulippe, Hamel & Giroux, 2017). Principal access to the
internet has increased across the EU, with, in 2014, about 70% of
homes in Member States having a fixed broadband subscription (62 %
in rural areas) (European Parliament, 2015). The share was highest in
the Netherlands and Luxembourg, at over 90%, and lowest in Bulgaria
and Romania, at under 60%. About three-quarters of the population
reported using the internet on a regular basis (43% almost daily) but
some 58 million people did not use it; these were mostly older people
and those with disabilities (see also Figure 4.1). Some 70% of those
who lack basic digital skills were over the age of 55 and the proportion
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of 55-74-year-olds who reported to have never used the internet was
highest in Bulgaria, Cyprus, Greece and Romania, at around 70%,
and lowest in Denmark, Luxembourg, the Netherlands and Sweden, at
around 10%. The latter set of countries are also those which, in 2017,
scored highest on the Digital Economy and Society Index in the EU,
while Bulgaria, Greece and Romania, along with Italy, scored lowest
(European Commission, 2017).

This matters because those who are least likely to use the internet
tend to be most vulnerable in terms of health risks and chronic illness,
and vice versa. This means that e-health strategies could exacerbate
social inequalities in health if not carefully designed (Latulippe, Hamel
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& Giroux, 2017), especially where policies envisage online communities
as one way for people to engage in self-management for example. Older
people increasingly engage in social media and networks (Anderson &
Perrin, 2017), and data from Europe suggest that this is particularly
common in the Nordic countries and the Netherlands. Some evidence
points to a positive association between use of social networking sites
and well-being among older people (Nef et al., 2013; Sims, Reed &
Carr, 2017), although others have noted that as their health declines,
older people tend to engage less with technology, especially those with
new-onset dementia, low physical performance or who have relocated to
a nursing home (Levine, Lipsitz & Linder, 2017). Better understanding
of the patterns of use may help target digital technology-based solu-
tions, although context remains important (Peek et al., 2017). Thus,
as Levine, Lipsitz & Linder (2017) cautioned, “complex everyday and
digital health technology reaches few seniors in general” (p. 4).

The implementation and scaling-up of e-health technologies remains
challenging
A 2012 review of reviews of the evidence of the implementation of
e-health systems found that the 37 included studies that had been pub-
lished between 1995 and 2009 had largely focused on organizational
factors that would enable or hinder implementation (Mair et al., 2012).
Studies neglected the wider social framework that should be consid-
ered when introducing new technologies. These include the purpose
and benefits of e-health systems, along with their anticipated value to
users; factors promoting or inhibiting engagement and participation;
the impacts of e-health technologies on roles and responsibilities; risk
management; and “ways in which implementation processes might be
reconfigured by user-produced knowledge” (Mair et al., 2012, p. 357).
Lack of attention to the wider context within which digital health
technologies are being introduced was also found to be a major impedi-
ment to the implementation of a national digital health innovation pro-
gramme in the United Kingdom (Lennon et al., 2017). The programme
aimed to stimulate a consumer market for person-centred digital tech-
nologies, which involved a wide range of products and services (apps,
personal health records, telecare, telehealth, wearable activity trackers,
etc.) to enable preventive care, self-care and independent living at scale.
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Capturing the experiences of a wide range of stakeholders and over time,
an evaluation of the programme found that while there was a general
receptiveness to digital health, there remained numerous barriers to
routinization of technologies into daily practice at all tiers of the system.
Identified barriers included lack of IT infrastructure, uncertainty around
information governance, lack of incentives to prioritize interoperability,
lack of precedence on accountability within the commercial sector, and
a market perceived as difficult to navigate by consumers. These findings
highlight a need for greater investment in national and local infrastruc-
ture, the implementation of guidelines for the safe and transparent use
and assessment of digital health, incentivization of interoperability, and
investment in training of professionals and the public.

These observations were broadly confirmed in a subsequent update
of the above-mentioned 2012 review (Ross et al., 2016). It highlighted
that successful implementation of e-health systems requires multiple
factors to be present, including the need for supportive legislation, and
recognized standards, as well as the “fit” of e-health systems with cur-
rent organizational workflow. The review further noted that although
e-health is a rapidly moving field, many factors that are relevant for
effective implementation remain fairly consistent over time. These
include the need for adequate resources, in particular financial and
policy support, as well as standards and interoperability. Based on these
findings, Ross et al. (2016) formulated a set of recommendations for the
implementation of e-health systems, which are summarized in Box 4.7.

Box 4.7 Recommendations for implementation of e-health
systems based on a systematic review of systematic reviews

Updating and re-analysing the systematic review of the e-health
implementation literature by Mair et al. (2012), Ross et al. (2016)
identified a set of recommendations to help guide more successful
implementation of e-health systems. The recommendations are:

e Select an appropriate e-health system, taking into account:
e  Complexity
e Adaptability
e Compatibility with existing systems and work practices
e Cost
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Box 4.7 (cont.)

¢ Include key stakeholders and implementation champions as early
as possible in the implementation process.

e Make available sufficient financial and legislative support to
support implementation.

e Establish standards for technology which address interop-
erability, security and privacy to improve acceptability and
implementation.

¢ Plan implementation, ensuring that organizations are in a state
of readiness.

e Provide training and education to all those involved with
implementation.

¢ Implementation does not stop with ‘go-live’: ensure ongoing
monitoring, evaluation and adaptation of systems so that
intended goals are being met and benefits realized. This also
requires ongoing identification of barriers to effective use, along
with strategies to overcome these barriers.

Strengthening and enabling the redesign of services
at the different tiers of the system

In order to move to a person-centred system that takes a broad approach
we need to better understand what matters to people and whether and
how they would like to be involved at the different tiers of decision-
making. A first step is to support the development and advancement
of health literacy responsive organizations, as discussed above, but this
needs to be informed by the systematic assessment of people’s experi-
ences, goals and preferences. We also need to better understand and
develop further how those who are meant to organize, finance, govern
and deliver services have to be supported if we want them to take peo-
ple’s views seriously and incorporate these into service (re)design and
delivery. We briefly discuss these issues in turn.

Measuring what matters to people

Arguably, the science of measuring patient-centred outcomes is growing,
g Y gp g g
yet metrics of ‘success’ continue to be defined by providers and payers
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(Batalden et al., 2016). Coulter, Paparella & McCulloch in Chapter
7 have highlighted the need, at the level of the clinical encounter, for
measurement to go beyond individual episodes or services and the
prevailing biomedical paradigm. Instead, what is required is the devel-
opment of measurement tools that reveal people’s experiences across
clinical pathways and service boundaries, as well as broader indicators
that better reflect service users’ goals and outcome preferences, along
with better measures of concepts such as empowerment, autonomy, care
coordination and self-management capabilities. In short, there is a need
for novel or adapted measures that recognize the role of the person at
the centre and reflect ‘what matters to people’. Narrative accounts that
describe encounters with clinicians in patients” own words can usefully
complement statistical reports of survey data by providing insights into
why current practices may not be working well, so informing quality
improvement strategies (Schlesinger, Grob & Shaller, 20135).

At the meso and macro levels, new social media platforms have been
proposed as a way to share information and narratives about health
experiences and public views more broadly, adapting methods used
in commercial sectors to better understand and respond to consumers
(Rozenblum, Greaves & Bates, 2017). Monitoring social media may
give providers insight into the drivers of a service user’s assessment
of their experience during an encounter with the service. Rozenblum,
Greaves & Bates (2017) further highlighted the potential of social media
to engage service users in ways that can directly impact behaviours and
promote positive health outcomes, patient satisfaction, care delivery
efficiency and improved quality of care. They also offer providers with
a ‘new set of information’ suitable to inform the design and improve
the delivery and evaluation of care. However, wider use of social media
for the purpose of monitoring people’s experiences and engaging them
in the health service needs to carefully consider population groups
that are least likely to use this format but whose voices may be most
important to be heard; thus there remains a continued bias towards the
young, wealthy and technologically savvy. There also remain concerns
regarding privacy, stigma and patient consent, along with broader
ethical concerns around online monitoring of social media platforms
by providers (Rozenblum, Greaves & Bates, 2017), requiring careful
attention to be given ways to protect privacy.

Importantly, as Coulter, Paparella & McCulloch note, if people’s
views and experiences are to be usefully incorporated into efforts to
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improve equitable and responsive delivery of health care, those meas-
uring and monitoring these perspectives will need to be clear about
the purpose of collecting related data. For example, whether data are
being used for external reasons such as the provision of information for
consumer choice, public accountability or pay-for-performance, or for
internal use by providers as part of quality improvement schemes (Box
4.8). Each goal may be legitimate but requires the design of approaches
that are appropriate for this purpose. Crucially, any such measurement
will require service user and wider public input to ensure that we capture
what matters to people. There is considerable potential for countries
to collaborate and develop and test methods for ensuring that people’s
views and experiences are taken seriously and inform the (re)design of
service organization and delivery at the different tiers of the system.

Box 4.8 Measuring and reporting the performance of
institutions and practitioners in health care

The public release of information on the quality of health (and
social) care delivered by identified providers can be seen to be
located within broader concerns about accountability of health
and social care systems. Reporting on provider performance aims
to help hold the various actors in a given system to account by
informing stakeholders and so enable them to make decisions, to
facilitate the selection and choice of providers by service users and
purchasers of care, to influence provider behaviour to enhance the
quality of care, and to strengthen transparency of the system as a
whole (Smith et al., 2009). Much of the published work on public
reporting centres on the reporting of performance data of hospitals
(Cacace et al., 2010), including, in the USA and the UK, individual
surgeons (Behrendt & Groene, 2016), and, more recently, long-term
care, while similar efforts within primary care are only emerging
(Rechel et al., 2016).

One of the key objectives of public reporting systems is to sup-
port service user choice, yet available evidence suggests that people
rarely search out information about the quality of care delivered
by providers (Hussey et al., 2015). Low uptake of published infor-
mation suggests that the available data do not sufficiently meet
patients’ information needs (Damman et al., 2009). Public reports
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Box 4.8 (cont.)

vary widely in their accessibility, data transparency, appropriate-
ness and timeliness. Variability of results can be confusing for users
searching more than one website and it provides a potential source
of bias and unfairness towards providers when used by regulators,
purchasers or, indeed, service users (Austin et al., 2015). Further,
few systems systematically involve service users or the wider public
in the design of systems, including the selection of information to
be reported on.

Lack of evidence does not imply lack of impact, however.
There remains a shortage of rigorous evaluations of many major
public reporting systems and there are also serious measurement
problems. The effects of information systems on quality of care are
difficult to isolate as these are frequently part of broader quality
initiatives. Several authors have highlighted the risk of unintended
consequences of the systematic reporting of information on quality
of care delivered by identified providers. One example includes
providers avoiding high-risk cases in an attempt to improve their
quality ranking. Also, public reporting may result in providers
focusing on improving those indicators that are reported on, such
as waiting times, while diverting attention away from other, non-
reported areas (Smith et al., 2009).

Investing in education and training

The move to person-centred care has considerable implications for
the training of health and care professionals and how this needs to be
adapted to enable professionals, organizations and systems engaging in
a true partnership with individuals as service users and the wider public
to provide the support appropriate to their preferences and needs. The
delivery of person-centred care will require a new range of knowledge,
skills and competences for professionals, managers and decision-makers
but, as we noted in the context of health literacy above, our understand-
ing of how to develop the workforce to put person-centred approaches
into practice remains patchy (Box 4.9).
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Box 4.9 Skills education and training framework for person-
centred care in England

In England the national agency responsible for coordinating edu-
cation and training within the health and public health work-
force, Health Education England, published a skills education
and training framework for person-centred care in 2017 (Health
Education England, 2017). The framework is aimed at workforce
leads to help them understand the knowledge, skills and capa-
bilities of a person-centred workforce. It places communication
and relationship-building skills at the core, setting out the under-
lying values and behaviours, juxtaposing desirable (what people
receiving care and their carers would like to see in practice) and
undesirable practices, along with learning outcomes that would be
expected from education and training for staff to realize person-
centred approaches. Importantly, the framework recognizes that
developing new skills and knowledge on their own will not be
sufficient to realize person-centred approaches and it highlights
the need for a supportive system and culture within organizations
that encourages and fosters behaviour change. It considers system
levers for embedding person-centred communication and support
in daily practice, including leaders and managers in organizations,
human resources and organizational development, commissioners
of services, education and training providers and the wider system,
including regulators and professional bodies.

Managers need to consider approaches of how to best support their
staff in implementing person-centred approaches. This will involve
making relevant activities a priority, which in turn requires the ability
of organizations to do so against the background of demands placed
upon them by the wider system context. This also highlights the need
for the wider policy framework to be alert to the potential tensions and
unintended consequences of policies, and to create a policy environment
that provides the means for those who are asked to implement change
to acquire the actual capacity and competence to do so.
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Health(care) system redesign

Our exploratory review of the evolution of person-centredness (Chapter
2) highlighted that much of the evidence on person-centredness has
tended to focus on the interpersonal level between the care pro-
vider and the individual service user, while wider contextual issues at
organizational level, let alone the systems level, have only rarely been
addressed explicitly. These are heavily influenced by the relationships
between different actors and institutions, and the wider regulatory,
economic and cultural framework within which organizations and
systems are embedded. This will make it difficult to identify specific
levers and strategies for how to support and enable redesign that will
fit all contexts. However, the available evidence does provide some
important pointers that should be useful for all stakeholders involved,
irrespective of health system characteristics. One source of evidence
is Liberati et al. (2015), who reported a narrative review of studies
examining organizational facilitators and barriers for achieving person-
centred care. We summarize the findings of selected studies included
in the review in Table 4.1. Identified levers for the implementation of
person-centred care include a committed senior leadership as well as
engagement of staff, service users and the wider community at all levels.
This requires systematic measurement and feedback to continuously
monitor people’s experiences and a culture supportive of change and
learning. Such an approach needs to be embedded in a wider policy
framework, which ensures that there are clear incentives and lines of
accountability that are supportive and aligned with the strategic vision
of person-centredness.

The organizational levers described in these and related studies
(e.g. Frampton et al., 2008) resemble in many ways the mechanisms
and processes that were identified as the key drivers of large-system
transformation in health care more broadly (Best et al., 2012)
(Box 4.10).

Similar observations were reported by Hobbs (2009) in her review
of concepts of patient-centred care. This highlighted the importance of
the organizational and institutional context, with the distribution of
authority and interaction of systems found to be of particular relevance.
Thus, organizations that relied primarily on a command-and-control
style of leadership were less likely to provide person-centred care com-
pared to those with shared governance.
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Table 4.1 Levers for the implementation of person-centred care innovations in health care organizations

Luxford, Sanfran & Delbanco

Shaller (2007) (2011) Hernandez et al. (2013)
Levers —senior leadership, sufficiently committed —strong, committed senior leadership — effective leadership, with
identified and engaged to unify and sustain the — clear communication of strategic the necessary technical and
organization in a common mission vision professional expertise and creative
— strategic vision that is clearly and — active engagement of patient and skills
constantly communicated to every families throughout the institution ~ — strong internal and external
member of the organization — sustained focus on staff satisfaction motivation to change
— involvement of patients and families — active measurement and feedback — clear and internally consistent
throughout the organization reporting of patient experiences organizational mission
— supportive and respectful work —adequate resourcing of care delivery — aligned organizational strategy
environment that engages employees in redesign — robust organizational capability
all aspects of process design — staff capacity building — continuous feedback and
— systematic measurement and feedback — accountability and incentives organizational learning
to continuously monitor the impact — a culture strongly supportive of
of specific interventions and change change and learning
strategies

— built environment providing supportive
and nurturing physical space and design
for patients, families and employees
alike

— supportive technology that facilitates
information access and communication

between patients and caregivers
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Box 4.10 Key factors that are likely to enhance the success
of large-system transformation initiatives in health care

Best et al. (2012), in a realist review of examples of successful and
less successful large-system transformations initiatives in health care,
identified five factors or ‘simple rules’ that are likely to enhance the
success of large-system transformation initiatives in health care:

e Engage individuals at all levels in leading the change effort
through an explicit alignment of the formal vision and goals by
top and middle-managers; an active management of the change
strategy; small-scale pilot projects (to demonstrate to actors
that change is worthwhile and possible); and assurance that
people will not be penalized for taking actions that are part of
the transformation.

o Establish feedback loops through active participation of all rel-
evant stakeholder groups to determine the nature and range of
measures to be used; ensuring actors’ confidence in the validity of
the measures, their understanding of what these mean and their
ability to influence and revise the measures; and the inclusion
of incentives (or penalties) for (not) acting upon feedback from
reported measures.

® Attend to history through educating the leadership throughout
the system about previous change efforts and their outcomes,
along with factors that influenced outcomes in those efforts; and
building on familiar and valued ideas and activities.

* Engage physicians through the alignment of professional and
regulatory drivers; of the incentive structure; facilitation and
guidance through the process; and professional examples through
engaging physician leaders.

* [nvolve patients and families through increasing awareness
among policy-makers and change agents of people’s perspec-
tives and priorities; increasing awareness that metrics reflect
users’ priorities; and increasing sense of equity that changes are
inclusive and equitable.

Hernandez et al. (2013), in their assessment of person-centred
innovation in health care organizations, highlighted the role of internal
hierarchies in shaping person-centred care. They drew attention to the
importance of external financial incentives and government regulations.
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The role of incentive schemes in driving more person-centred care has
been emphasized by a number of commentators. It has been argued
that incentive schemes that focus on vertical, disease-specific biomedi-
cal outcome measures are likely to hinder the implementation of more
horizontal and person-centred strategies that take account of the wider
context within which people live (Heath et al., 2009) and which, as
we have shown, will be important to support people living with their
conditions (Reidy et al., 2016). Furthermore, as Schlesinger, Grob &
Shaller (2015) have pointed out, strong financial incentives for biomed-
ical or clinical outcomes risk undermining valued aspects of the service
user—provider relationship. This implies that unless public policies, which
have historically undervalued service user experience, are attentive to
people’s views more broadly, strong financial incentives for clinicians
can threaten aspects of care that users most value. This in turn suggests
that integrating user feedback with financial incentives and implementing
these in ways that recognize the importance of non-financial incentives
for quality improvement may help protect and promote user-valued
outcomes. As with any scheme that involves financial incentives, the
development and implementation would require a coherent strategic
vision (Schlesinger, Grob & Shaller, 2015).

We have also noted earlier that person-centred approaches inevitably
challenge standardization, with the latter having played an important
role in reducing unintended variation in health services and contributed
to improved quality and safety (Batalden et al., 2016). This too would
caution any financial incentives linked directly to treatment measures.
What is needed is flexibility to allow for ‘intended’ variation, with ser-
vice providers responding to the needs and preferences of individuals
and communities through active engagement and partnership while
also offering the option of not being involved or not needing to choose
if people prefer not to. As mentioned by Luxford, Safran & Delbanco
(2011), such flexibility also stresses the importance of time needed for
transforming service delivery towards person-centred care.

While financial and non-financial incentives that incorporate
person-centredness may support incremental change, more efforts by
those who organize, finance and govern health care are likely needed
to support more fundamental redesign of service delivery. This view
was recognized by Luxford, Safran & Delbanco (2011), who iden-
tified adequate resourcing of care delivery redesign as a lever for
implementation of person-centred care. More fundamental or radical
changes will likely need to be developed separately and tested against
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regular care before they are implemented more generally. Although
such steps and practices are perhaps novel at the organizational and
systems levels, they are fully accepted at the clinical level. This also
suggests that adoption of similar steps and a systematic approach
of exploration, evaluation and organizational learning may be an
important lever towards real change. However, core to any of these
moves will be the systematic and serious inclusion of the perspective
of ‘the public’, as service user, carer, community, taxpayer or citizen,
in the redesign of services at the different tiers. While it is encouraging
to see that person-centredness has become a key priority for policy-
makers nationally and internationally, those involved in service and
system design would do well to recognize that the public voice still
remains pretty much absent in many of the local strategies that are
being considered to achieve this. This is a fundamental shortcoming
and should be addressed by leaders at the organizational and system
levels as a matter of priority. We hope that this book will help to
support this process.
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5 Community participation in health
systems development

ALIZON K. DRAPER, SUSAN B. RIFKIN

Introduction

Much of the global dialogue around policies for health today focuses
on the need for community participation in health systems to ultimately
improve health among populations. Participation is not only promoted
in the context of provision and utilization of health services but also as
a key factor in the wider context of social determinants of health and
health as a human right (World Health Organization, 2008a). Despite
the growing interest in the role of participation, the evidence that links
participation directly to better health remains weak (Rifkin, 2014),
which creates barriers to gaining full support of governments, funding
agencies and health professionals to promote this concept (Atkinson
etal., 2011).

This chapter suggests important lessons for policy-makers, planners,
managers and service providers who wish to enhance and promote
community participation in health systems. It examines important
underlying assumptions and different theoretical perspectives that
provide the foundation to advocate for the benefits of community par-
ticipation in health systems. Furthermore, it presents empirical evidence
from a series of recent reviews and studies and identifies challenges to
assessing the contribution of community participation to health systems
and people’s health.

The evolution of community participation in health systems

Early experiences of community participation in health systems can be
traced to the early 20th century, with experiments in China using local
lay people to help provide health services in poor rural areas. Local
residents were trained to provide basic health care to their communities
and this experiment expanded in countries in Asia and Africa under the
banner of the International Institute of Rural Reconstruction (Taylor-Ide
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& Taylor, 2002). Other examples include experiences in Africa, with
King (1966) describing the involvement of local people assisting doctors
in surgery and other interventions as part of their missionary work. The
value of these approaches was seen in not merely having ‘another pair
of hands’ but also of bringing skills and awareness to communities of
the contribution of modern medicine to open their understanding of the
link between science and behaviour for health improvements.

However, it was only the Alma Ata Declaration of 1978 that placed
community participation on the global health agenda as part of a com-
mitment to primary health care for World Health Organization member
countries. The declaration identified health as a fundamental human
right and stated that inequalities in health are “politically, socially
and economically unacceptable” and that health care must be made
“universally accessible to individuals and families in the community
through their full participation” (World Health Organization, 1978,
p. 1). The document highlighted equity and participation as key prin-
ciples of national health policy, noting that “the people have the right
and duty to participate individually and collectively in the planning and
implementation of their health care”. However, while the evidence to
support policies addressing equity successively strengthened, gaining
momentum with the World Health Organization’s publication on the
social determinants of health (World Health Organization, 2008a),
policies to promote community participation have struggled to find
strong evidence and direction.

Alma Ata helped to promote the creation of a core of community
health workers inspired by the ‘barefoot doctor’ scheme in China that
scaled up earlier experiments of the 1920s. Like their predecessors,
barefoot doctors (subsequently village doctors) were local people who
received medical training to provide first-line medical care and public
health services to mobilize communities to focus on sanitation and the
eradication of infectious disease (Cui, 2008). They were considered
‘change agents’ and seen to play an important part in modernizing health
care in rural China. Elsewhere, similar national experiments in coun-
tries such as Columbia, Botswana and Sri Lanka were less successful,
however, mainly because of conceptual and implementation problems,
which failed to reap the wider benefits to be gained by developing
community workers as change agents (Walt, 1990).
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A different form of community participation in the health system was
promoted by the Bamako Initiative, a joint WHO/UNICEEF initiative that
was implemented to varying degrees in countries in sub-Saharan Africa
from the late 1980s (Mehrotra & Jarrett, 2002). The Initiative sought to
decentralize health decision-making to the district level, and to involve
the community by contributing financial resources and giving them a
‘voice’ in the management of the services. While seen to be successful
in terms of community action as such, it was noted that community
participation had not been as well-defined as originally thought; also,
there was a lack of significant community empowerment. The overall
acceptance of the Initiative was found to have been less than hoped for,
because of poor local infrastructure, corruption and variable government
support (McPake, Hanson & Mills, 1993).

Decentralization of decision-making to promote community par-
ticipation gained wider traction during the 1990s, with the creation of
committees composed of local people to make decisions about financial
allocations to health, education and community development (Zakus
& Lysack, 1998). Still, this approach to governance failed to gain uni-
versal acceptance. Challenges have been contextual, with for example
resistance of governments to allow central authority to be reduced
(Bossert & Beauvais, 2002). And although there have been examples
of positive impacts, such as participatory budgeting as a format for
community participation in countries such as Brazil, securing govern-
ment support has not been always possible, especially in low resource
settings (Boulding & Wampler, 2010).

The policy push for promoting community participation was further
strengthened in the context of the Millennium Development Goals
(UN General Assembly, 2001), along with subsequent calls for people-
centred health systems (World Health Organization, 2008b) and the
concurrent report on the social determinants of health (World Health
Organization, 2008a). These documents promote an active role for
individuals, families and communities as the intended beneficiaries of
health systems in decision-making about planning and implementing
health services and policies. Most recently, the Sustainable Development
Goals highlight the importance of responsive, inclusive, participa-
tory and representative decision-making at all levels (UN Sustainable
Development Goals, 2015).
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What we know about the contribution of community
participation in health systems

The understanding and value of involving communities in health ser-
vices and systems has greatly increased (World Health Organization,
2008b). In countries at all levels of development, governments, non-
governmental organizations and private groups are recognizing the
importance of including those who need and demand their services in
decisions about how those services are delivered. However, it remains
challenging for policy-makers, planners, managers and service provid-
ers to define outcomes and the factors that influence these outcomes
(Milton et al., 2012; Popay, 2006; Preston et al., 2010; Rifkin, 2014;
Wallerstein, 2006). This challenge is not restricted to the health field.

Reviewing the evidence of the value of community participation in
development programmes, Mansuri & Rao (2013) found that com-
munity participation had made beneficial contributions to improving
people’s lives, but impacts varied by the nature of programmes. For
example, they found that community-based development efforts have
had limited impacts on income poverty, while participation in health
service and education showed modestly positive results overall. However,
at the same time it showed that people who benefit (most) tend to be the
most literate, the least geographically isolated, and the most connected
to wealthy and powerful people. The authors concluded that the overall
evidence base remains thin, highlighting concerns about lack of effective
systems of monitoring and evaluation and of attention to context in
programme design. As a result, they argued, participatory development
projects are likely to continue to be “driven more by ideology and
optimism than by systematic analysis, either theoretical or empirical”
(p. 3) and struggle to make a difference.

Assumptions underlying the contribution of community
participation in health

One major reason for the relative lack of robust evidence around the
contribution of community participation to health improvements is that
relevant strategies tend to rest on a number of assumptions regarding
the nature, role and outcomes of community participation. Rifkin
(2012), in a review of community participation in health policy, found
that these assumptions are rarely formally articulated or considered in
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the design and evaluation of initiatives to involve local people who are
the intended beneficiaries in health services and systems. Yet despite the
growing interest in community participation there has been little attempt
to validate these assumptions. Rifkin (2009; 2012) has identified four
key assumptions, which we discuss in the form of key lessons that have
been learned so far.

There is a need to define ‘community participation’
at the outset of an intervention

Preston et al. (2010) carried out a research synthesis of empirical studies
that sought to link rural community participation and outcomes. They
found that only a few studies presented robust evidence of the benefit
of community participation in terms of health outcomes. They noted
that programmes had frequently failed to formulate realistic outcomes
of what could be achieved and that without such clarity it would be
challenging to measure whether they had met their goals. They further
showed that even in those cases where the terms had been clarified at the
beginning of an intervention, the outcomes tended to be context specific
and not generalizable. There have been many different approaches to
involving communities and the term community participation has been
defined and theorized in many different ways (Kenny et al., 2013); we
will come back to this issue below.

It cannot be assumed that people have the desire to be involved
in decisions about their own health care

One driving force behind the Alma Ata Declaration was the assumption
that people have the desire to be involved in decisions about the planning
and implementation of their health care. Yet available evidence sug-
gests that people, individuals and communities do not prioritize health
care unless they have health problems. For example, McCoy, Hall &
Ridge (2012), in a systematic review of health facility committees with
community representation in low- and middle-income countries, con-
cluded that members of the community did not want to be involved in
decision-making about health care as such but rather they wanted access
to care when they needed it. Priorities may be on more immediate needs
such as food production, education or income generation, especially
in low-resource settings, and there are often unrealistic expectations
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about the ability of the poor and marginalized to participate (Rifkin,
1985; Brett, 2003). Encouraging people to get involved in the planning
or oversight of the delivery of services that are outside their personal
health concerns has been shown to be difficult in both low- and middle-
income countries (McCoy, Hall & Ridge, 2012; Rifkin, 2012) as well
as in high-income settings (Carter, Tregear & Lachance, 2015; Farmer
et al., 2015). For example, a recent cross-sectional study of the general
population’s desire to be involved in health care decisions in Sweden
and England found that among those surveyed, only 44% reported
wanting to be involved in local decisions about the organization and
provision of services (Fredricksson & Tritter, 2017). Importantly,
the study also found that individuals who wanted to make their own
treatment decisions were also more likely to want to be involved in
organizational decision-making. Available evidence has also highlighted
the complexity of involving community people in activities dominated
by health professionals. These complexities most often include dealing
with local politics and ultimately power relationships.

It cannot be assumed that providing information to people
about how to improve their health will result in positive
behaviour change

There has been a long-standing assumption that providing health edu-
cation and information will help people to change behaviour towards
improved health. Examples include mass campaigns that historically
were often focused on the control of disease and led by health profes-
sionals with little or no contribution from the intended beneficiaries
(Gonzales, 1965). Mobilization efforts expanded following the 1978
Alma Ata Declaration, promoting ‘community participation’ in, for
example, immunization uptake and acceptance of family planning.
This largely profession-led approach was, however, challenged by the
1986 Ottawa Declaration (World Health Organization, 1986), which
recognized that to ensure sustainable change, people needed to be
empowered to engage in critical thinking and gain confidence through
making their own decisions on actions and commitment. Defined as
‘providing opportunities for those without power to gain knowledge,
skills and confidence to make choices about their own lives’ (Rifkin &
Pridmore, 2001), the term ‘empowerment’ has come to replace ‘par-
ticipation’, drawing attention to the need for active participation and
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transformation of thinking in order to create sustainable health changes
(DeVos et al., 2009)

It cannot be assumed that once empowered, people will act the
way professionals think they should

Experience not only in the field of health suggests that although empow-
erment is recognized as important, once communities are empowered
they do not necessarily follow the expectations of those who facilitated
this process. Whether the expected results are achieved depends on a
number of factors, including leadership, trust, bonding with facilitators,
compassion and building of partnerships (Rifkin, 2009), among others.
This can be illustrated by the example of village health (or development)
committees in low-income countries (McCoy, Hall & Ridge, 2012).
There is an assumption that these committees would give the local
population a ‘voice’ in decisions about health care delivery. However,
available evidence suggests that these committees have had difficulty
in fulfilling this role. For example, analysing community participation
through facility boards and committees in the development and imple-
mentation of council health plans in Tanzania, Kilewo & Frumence
(2015) identified several challenges, including lack of experience of
committee members, lack of awareness about the role of the committee
in the wider population, poor communication among committee mem-
bers and officials, and lack of finances to carry out chosen projects. This
highlights that it can be difficult to ensure that the desired results of
empowerment actually lead to the expected outcomes. Power is about
control and it is challenging in all circumstances.

Table 5.1 summarizes the key assumptions underlying the contri-
bution of community participation in health as identified by Rifkin
(2012). Taken together, this points to an overarching assumption about
the nature of human agency, which conceives of human action to be
uniform and predictable and that the provision of information will lead
to behaviour change. Commonly referred to as the ‘rational choice’
model, this understanding of human action has, however, been shown
not to be very effective in achieving sustained behaviour change (see, for
example, National Institute for Health and Care Excellence, 2007). A
large body of social science literature attests to the complexity of human
actions and the ways in which not only agency, but also community
participation and decision-making are embedded in particular social
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Table 5.1 Assumptions underlying the contribution of community
participation in health: a summary

Assumption

Experiences

Communities

It is not necessary to

define ‘community’ and/

or ‘participation’ before a
participation process begins

Motivation

People want to be involved
in decisions relating to their
health care

Behaviour
Giving people information
will change their actions

Empowerment

Without clarification of underlying concepts
and expectations, programmes will have
difficulty in clearly stating objectives and

thus have been unable to make rigorous
evaluations.

There have been many different approaches to
involving communities and the term has been
defined and theorized in many different ways.

People’s motivations are complex and often
context specific.

Available evidence shows that the provision
of information alone has limited impact and
that any change achieved is rarely sustained
over time.

Once given a role in decision-making about
health care, people often do not act the way
professionals think they should.

Source: based on Rifkin, 2012

and political contexts. Even apparently small differences in local con-
texts can influence both the process and the outcomes of participatory
interventions (Derges et al., 2014). In the following section we discuss
examples that illustrate the complexity and unpredictability of public
participation in health systems development.

Constructs and rationales for community participation

“Community engagement [aka participation] is an umbrella term that
encompasses a range of different approaches to involving communities
of place and/or interest in activities aiming to improve health and/or
reduce health inequalities. It therefore refers to an eclectic arena of
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activity with no single defining value base and no specific formal qual-
ifications for practitioners.”
(Popay, 2006, p. 2)

There are no standard definitions of ‘community’ or ‘participation’.
While in health promotion there is a broad acceptance that commu-
nities often constitute groups of people with common interests and/or
identities, such as people with disabilities or the LGBT (lesbian, gay,
bisexual and transgender) community, elsewhere community is most
often defined in terms of people living within a given geographic area
(MacQueen et al., 2001). Participation too has many definitions and
as Popay (2006) stresses, it is important to recognize that the broad
rubric of ‘community participation’ covers many different ways in which
communities can be involved in health systems development, which are
underpinned by differing sets of values and theoretical constructs. There
is a vast literature on community participation, with contributions from
many different academic disciplines including political science, sociology,
anthropology development studies, psychology, public administration,
communication studies and so forth, each of which conceptualizes
participation in a different way.

Rifkin (1985), in an early analysis of community participation models
in South-East Asia, and taking the perspective of planners, described
different approaches to help understand how community participation
has been implemented (Table 5.2). Importantly, her work highlighted
early on that community participation is a process and not an interven-
tion (Rifkin, 1996), which is core to identifying the challenges related to
establishing a direct link between community participation and improved
health outcomes. These challenges have been theorized in a number of
ways. For example, Marent, Forster & Nowak (2012), in a review of
community participation in the field of health promotion, identified
seven social theories that have been used in the literature to articulate
the function and process of community participation (critical theory,
critical pedagogy, post-structuralism, social theory, political philosophy,
critiques of modernity, and actor network theory). They found that the
different theories provide different answers to and perspectives on key
questions of participation in terms of the function of participation within
specific social and political contexts, how lay actors are constituted as
agents, and how the process of participation itself is understood.
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Table 5.2 Conceptual approaches to community participation in health

Approach Interpretation Underlying rationale
Medical Defines health as the absence of Utilitarian
approach disease and participation as ‘having

people do what professionals ask’;
often referred to as community
mobilization

Health service  Defines health as “the physical, Combination
approach mental and social well-being of of utilitarian
the individual” (World Health and normative/

Organization, 1948) and participation empowerment
as community contribution in the

form of time, materials and money to

a project as defined by professionals

Community Defines health as a human condition ~ Normative/
development  and participation as the planning empowerment
approach and managing of activities by the

community with professionals
providing resources and facilitation

Source: Rifkin, 1985

Embedded within these different theoretical constructs of commu-
nity participation are also differing rationales in terms of what are seen
as the reasons for and benefits of community participation. Morgan
(2001) identified two dominant rationales, the utilitarian model and
the empowerment model. The utilitarian model argues that the reason
for involving communities in the design of health services is that there
is some demonstrable gain in efficiency and/or cost reduction. Others
have referred to this as the substantive rationale, that is, participation
will lead to better decision-making and to more effective health services
by incorporating public or community views, and the instrumental
rationale, namely people are more likely to accept decisions if they
have had a role in making them (Fiorino, 1990). Alternatively, the
empowerment rationale is based on the normative assumption that
people and communities have the right to be involved in those decisions
that affect them and their lives irrespective of demonstrable gains, and
further that this process will empower them. It broadly equates to the
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democratic rationale that emphasizes the importance of equity and
empowerment and their value in society (Wait & Nolte, 2006). There
is also a consumerist perspective, which draws upon economic theory
and the importance of consumer choice in enhancing not only markets,
but service provision (Wait & Nolte, 2006). It is not possible to rec-
oncile these different models of participation because they are based
on different sets of values, but it illustrates the complex and contested
nature of participation.

Most policy documents advocating community participation con-
tain a mix of these different rationales, but differing approaches to and
rationales for participation can give rise to tensions. These tensions in
part derive from contrasting ideological and political values and also
from concepts of citizenship (Martin, 2008). For instance, is the purpose
and value of community participation only to improve the efficiency of
service delivery by improving uptake of interventions, or should it be
linked with broader concerns, such as equity, the reduction of health
inequalities, governance and citizenship (Cornwall & Gaventa, 2001;
Rifkin, 2003; Sen, 1999)? Another recurring source of tension is the issue
of power, and specifically the extent to which it is or should be devolved
to community members (Morgan, 2001; Nelson & Wright, 1995). This
issue has been the focus of much critical commentary, particularly the
backlash against participatory development as promoted by agencies
such as the World Bank, in which, it was argued, participation had
been co-opted as a technocratic solution that excluded the wider issues
of poverty and inequality (see, for example, Cooke & Kothari, 2001).
Others also point to unrealistic expectations regarding the ability of
the poor and socially marginalized to participate in such programmes
(Brett, 2003).

However, there is not merely the challenge of providing a stand-
ard definition of community participation and a standard theoretical
approach within the context of health systems. Members of the public
(community) may occupy very different roles, possibly simultaneously,
as users, patients, consumers or citizens including community leaders
and professionals themselves. Each of these roles carries with it differ-
ent reasons for involvement, with implications for the mechanisms of
involvement and their impact on decision-making (Callaghan & Wistow,
2006; Fredricksson & Tritter, 2017). We have highlighted earlier the
common assumption that there is a desire among people to get involved
in decision-making, but this cannot be taken for granted. Motives for
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wanting to be involved are also complex and can be conceptualized in
different ways.

Experiences of community participation in health system
design and development

As we have noted in earlier sections of this chapter, there is renewed
interest in community participation internationally and within Europe.
The World Health Organization has placed community participation
as central to the improvement of primary health care (World Health
Organization, 2008b) and integrated health services (World Health
Organization, 2015), as well as to reducing inequalities in health (World
Health Organization, 2008a). Within the context of Europe, the Council
of Europe (2000) recommended that all member states should ensure
citizen participation in all aspects of the health care systems from local
to national levels and create structures to ensure this goal is achieved.
To facilitate this, World Health Organization Europe has also produced
a number of manuals on how to achieve community participation in
health services (see, for example, World Health Organization Europe,
2002; Ferrer, 2015).

In this section, we explore a range of experiences in European
settings that illustrate the different conceptualizations and rationales
for community participation in health system design and development
as described above. It is beyond the scope of this chapter to provide
a comprehensive overview of the entire spectrum of experiences of
community participation in health service design across European
countries. Many experiences, particularly those at local level, are not
formally documented and/or available in languages other than English.
For these reasons, we mainly draw upon a number of recent system-
atic reviews of participation and related concepts: Conklin, Morris &
Nolte (2015); Crawford et al. (2002); Dalton et al. (2016); Milton et al.
(2012); Mockford et al. (2012); Ocloo & Matthews (2016); Tempfer &
Nowak (2011). We also consider comparative overviews of approaches
from a range of European countries as for example provided by the
World Health Organization (World Health Organization Europe, 2006;
World Health Organization, 2015) and the European Institute for Public
Participation (European Institute for Public Participation, 2009).

It should be noted that within the published literature of studies on
European experiences, examples from the United Kingdom dominate,
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perhaps reflecting the policy emphasis on public involvement in service
delivery especially under the Labour government of 1997-2010 and its
programme of public sector reform, which is perhaps best typified by
the 2002 Wanless Report on the NHS that stressed the importance of
increasing public engagement (Wanless, 2002). In addition, as indicated,
there is a bias towards English-speaking countries generally, including
the United States, Canada and Australia.

At the outset it is important to note that community participation
in the context of health service design and delivery is very variable in
terms of who is engaged, for what, how and why, and we examine
these issues in turn.

Who is involved?

The majority of approaches to community participation that are doc-
umented in the literature focus on groups with shared health concerns.
Groups whose participation has been sought include patients’ groups
who share a common illness (for instance, those with cancer or those
who are HIV positive), users of specific services (for instance, primary
care and maternity services), social groups who are seen as vulnerable
(for instance, older people and those with mental illnesses), and hard-
to-reach or disenfranchised groups (for instance, the LGBT community
and the Roma). Participants are variously described as users, clients,
consumers, citizens, patients, lay and/or community members, and
these terms are often used interchangeably. The reasons for which
involvement is sought are similarly varied and range from the narrow
(for instance, how to improve the access to particular services) through
to involvement in wider decision-making (for instance, regarding service
reorganizations, budget allocations and possible hospital closures).

Why are people involved?

A wide range of methods or activities is used to involve people: focus
groups, interviews, consultation meetings and workshops, citizens’ juries/
panels, and membership of boards or committees. Running through
these experiences is a mix of the differing rationales that were described
above. The utilitarian rationale appears to dominate, with the expec-
tation that community participation will make things ‘work better’ in
some way, but also the normative rationale that people have a right to
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be involved and the instrumental rationale that communities are more
likely to accept decisions they have been involved in. In contrast, the
empowerment rationale is less often mentioned, although in England
patient empowerment has been a key element of the NHS Realising the
Value Programme launched in 2014 (Wood et al., 2016).

What approaches are being used to involve communities?

The reviews considered in this chapter also show a mix of the approaches
as defined by Rifkin (1985) (Table 5.2), and we illustrate these with
three examples. Box 5.1 describes a community mobilization programme
for mental health promotion among Cape Verdean immigrants in the
Netherlands. This example can be seen to represent a medical approach
to community participation (see Table 5.2), as it set out to mobilize the
Cape Verdean community to engage with services as thought appropri-
ate, but it also incorporated elements of the health service and commu-
nity development approach as community members became involved
in decision-making.

Box 5.2 describes a general approach to citizen participation in the
Italian health care system, which illustrates a form of health services
approach to community participation in which community members,
as representatives of service users, were consulted and to some extent
engaged as collaborators in local decision-making processes.

Box 5.1 The medical approach: community mobilization for
mental health promotion among Cape Verdean immigrants in
the Netherlands

Project Apoio was established in Rotterdam in 2000 to address the
high rate of psychosocial problems among the small Cape Verdean
community, who, while reporting a high rate of problems, were
not utilizing the mental health care services available to them. The
aim of the project was to engage this minority group and gain
their views and insights in defining problems, designing solutions
and also in decision-making. To this end, a user committee was
established that included both community members and experts.
The committee planned and executed various activities, such as
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Box 5.1 (cont.)

home visits, radio programmes and organizing events to disseminate
information. The project commenced as a form of mobilization
in seeking the Cape Verdean community to engage with services
as thought appropriate, but it also incorporated elements of the
health service and community development approach as community
members became involved in decision-making.

The project was deemed very successful and one of the outcomes
was the creation of a therapeutic group in mental health care services
designed specifically for the Cape Verdeans. Community members of
the user committee also described the experience as empowering in
that they felt more confident to act to improve their own lives and
those of other community members. However, the project ended
in 2009 due to lack of continued funding.

Source: De Freitas et al., 2014

Box 5.2 The health service approach: citizen participation
in the Italian health care system

In 1994 the northern Italian region of Emilia-Romagna established
mixed advisory committees in order to monitor and improve the
quality of health care delivery by incorporating user perspectives.
The principal membership of the committees included representatives
of patients and service user associations, who were also responsible
for coordinating the committees. The committees also included a
minority membership of service delivery representatives (managers
and health professionals). The purpose of the committees was to
monitor and assess the quality of existing services from a user
perspective. This approach can be considered as a health service
approach in which community members, in this case representatives
of service users, were consulted and to some extent engaged as
collaborators.

An evaluation of the advisory committees used interviews and
observations to examine the experiences of committee members
and the impact of the committees in influencing the decisions of
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Box 5.2 (cont.)

the health professionals. It found that in terms of providing a
decision-space that brought together different actors, the committees
were seen as successful in achieving participation and bringing
together different perspectives and cultures and some successes
in service delivery were achieved (e.g. reduction in waiting lists,
better organization). Overall, however, most of the user and patient
representatives felt that their influence on decision-making was
limited. A number of constraints were identified including the
unwillingness of health services managers to cede control and
the commitments required of the user representatives, whose
participation decreased over time.

Source: Serapioni & Duxbury, 2014

Box 5.3 illustrates what Rifkin (1985) (Table 5.2) described as the
community development approach, using the example of community
participation in the design of rural primary care services in Scotland, in
which the responsibility for decisions regarding new service plans was
delegated to the community members themselves.

Box 5.3 The community development approach: community
participation in the design of rural primary care services in
Scotland

This study examined a community participation process in four
rural Scottish communities, the Remote Services Futures, conducted
in 2008-2010 to identify local health needs and to plan new
services to meet these needs. A participatory action research
approach was explicitly used with the aim of not only consulting
but also empowering community members. In each community,
four workshops were held that moved from examining what the
community considered their current and future health needs to the
identification of priorities and services to meet these needs within
a designated budget. Health professionals also attended some of
the workshops to share information with community members,
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Box 5.3 (cont.)

but the responsibility for decisions regarding new service plans
was delegated to the community members themselves as in the
community development or empowerment model of participation.
While the health delivery priorities in the early stages of the
consultation process were very similar across all four communities,
the communities engaged very differently and this led to different
outcomes. Thus, one community decided to replicate their existing
service as it met their needs, while two other communities developed
new service plans to meet their local needs. The fourth community,
however, withdrew from the final part of the process in which
the new service models were designed and failed to develop a
plan. The precise reasons for the withdrawal were unclear, with
various external factors such as the weather and venue given as
explanations, but it was also suggested that community members
felt that participation represented a form of compliance or collusion
with the health authority and the imposition of top-down changes.
This example illustrates the need to understand local contexts and
the complex reasons community members have to engage or to
choose to not engage. It also shows that the process of community
participation can be ‘messy’ and the outcomes unpredictable.

Source: Farmer & Nimegeer, 2014

How do different European countries approach ‘community
participation’?

The European Institute for Public Participation presented, in 2009, a
review of European experiences in public participation with a focus on
Germany, Italy and the UK. It found that while there were mechanisms
for public participation in all countries and across a number of different
sectors, including health system governance, the experiences and expec-
tations varied greatly, reflecting different cultural contexts and political
structures. This, and similar reviews, such as that by the Ninth Futures
Forum (World Health Organization Europe, 2006), show that public par-
ticipation, as it is practised, can be very variable in terms of the rationales
and the approaches taken. For instance, in the UK many public policies
relating to health care now set out a formal and legal requirement for
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people (described variously as patients, citizens, users, consumers and
communities) to be involved and consulted in various aspects of health
care delivery from all levels from national to local (Martin, Carter &
Dent, 2018; NHS England, 2015). In comparison, public participation
in the health system in France can be seen to be more limited, although
patients and their representatives may participate in regional health
conferences in defining public health priorities at the regional level,
including development of the regional strategic health plan. The 2016
Health Reform Law has put in place mechanisms to further strengthen
public involvement in health systems development (Chevreul et al., 2015).

As noted earlier in this chapter, the perceived value of community
participation in health systems development is based on a series of
assumptions, including an assumed desire of community members to
be involved and how they will respond once engaged (Wait & Nolte,
2006). The process by which individuals participate, their motives and
any benefits that may accrue to them remain largely unexamined!,
although a small number of empirical studies points to the complexity
of people’s reasons and subjective benefits gained. Fienig et al. (2012),
in a study of citizen participation in the Netherlands, found that par-
ticipants had multiple motives to take part in a health promotion pro-
gramme, some of which related to personal benefits (achieving a sense
of purposeful action, self-development and enhanced sense of status)
and others that were more altruistic (making a contribution to others).
In another European study, Van Eijk & Steen (2016) explored citizen
participation in a number of different public service projects, including
health service delivery, which comprised client councils in health care
for older people in the Netherlands, and user councils for the health care
of people with disabilities in Belgium. The authors found that people’s
reasons for participating combined a mix of self-interest and altruism.
They argued for the need to understand the interplay between personal
characteristics, including feelings of self-efficacy, and characteristics
of the wider community, such as social capital, with high levels of
social connectedness providing both opportunities and constraints to

1 There is a large body of literature on volunteerism, however, which shows the com-
plexity of people’s reasons for volunteering, the benefits that accrue to people from
volunteering and factors that might influence this. See for example, Haddad (2004),
Jenkinson et al. (2013) and Weng & Lee (2016).
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participation. While positive benefits may be gained for individuals, a
rapid review by Attree et al. (2011) of the experiences of community
participation for individuals found that there were also some unintended
negative consequences, such as stress and tiredness caused by demands
placed upon people. These findings echo the argument of Brett (2003)
that some community participation programmes fail because of unre-
alistic and sometimes excessive demands on the ability of the poor and
marginalized in particular to participate.

The multiple definitions of and differing approaches to community
participation make it challenging to draw any robust conclusions on
the outcomes of community participation. A major reason is that most
examples do not clearly specify the type of participation achieved and
who participated (e.g. representatives of health care users or ordinary
citizens), which makes it difficult to link participation with the intended
outcomes (Conklin, Morris & Nolte, 2015). Also, few experiences
are formally evaluated and documented. That said, one broad finding
which is consistent across all of the reviews cited here is that community
participation can make a difference, but not always. Findings are not
sufficiently consistent to suggest that any particular approach is more or
less successful. Indeed, Milton et al. (2012) concluded that while some
studies show positive impacts on some elements of service delivery, such
as planning, the evidence is not conclusive, in part due to the multiple
influences on service delivery. Tempfer & Nowak (2011) also advised
caution, but they identified a number of factors that can be associated
with positive outcomes, including appropriate financing of the initiative,
logistics, and systems of communication, and partnerships with relevant
organizations. Importantly, while there is lack of clear empirical evidence
on the outcomes of participation, as Conklin, Morris & Nolte (2015)
pointed out, we must not lose sight of the other reasons for public
participation, namely the democratic, empowerment and normative
rationales that people have a right to be involved and that the process
of participation can have its own benefits and intrinsic value.

Lessons from experiences of community participation in health
systems development

Experiences of community participation in health systems development
as described in the preceding sections mirror the observations discussed
in earlier parts of this chapter, which are relevant to policy-makers,

https://doi.org/10.1017/9781108855464 Published online by Cambridge University Press


https://doi.org/10.1017/9781108855464

134 Achieving Person-Centred Health Systems

planners, managers and service providers who wish to strengthen com-
munity participation in health systems.

First, community participation in health systems development has
been interpreted differently in different system contexts. Much of the
early work around community participation originates from low- and
middle-income countries as we have highlighted in earlier sections of
this chapter, whereas in high-income settings the discussion has focused
more on the involvement of people in the decision-making processes at
levels ranging from the local to the national depending on the national
context. There are a number of rationales behind pursuing participa-
tion as noted, but it is not always recognized that differing rationales
have consequences for how a participation process might be designed
and implemented and how the outcomes (if any) are used (or not).
Similarly, the terms patient, user, consumer, citizen, community and
public are often used interchangeably without recognizing that each of
these framings implies different roles and reasons for their engagement
(see also Chapter 3). Especially in the context of low-resource settings,
much emphasis for participation is seen in specific health service pro-
grammes, such as universal health care, although there is also concern
on the broader issue of health as a human right (DeVos et al., 2009).

Second, viewing community participation as a process rather
than an intervention demands a better understanding of this process.
Understanding community participation as a means to move from infor-
mation sharing to empowerment needs to be documented in specific
situations and on a national scale. At present, much of the literature
focuses on the success of programmes and does not document failures.
As a result, important lessons about the process and its challenges are
missing.

Third, the utilitarian rationale to community participation is pro-
moted by the neo-liberal environment that has dominated many coun-
tries over recent decades. It is based on the assumption that enhancing
participation will lead to more (cost-)effective services and systems. Yet
as we have seen, the evidence that community participation will lead
to, say, more effective service delivery remains, at best, patchy. There
is thus a need to be explicit, from the outset, as to what a given strat-
egy is seeking to achieve and, importantly, the approach that will be
most suited to achieve the objectives. We have found that the medical
approach and health service approach tend to dominate practice while
the community development approach often dominates the rhetoric. As
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a result, not only is the process top-down rather than bottom-up but it
is also controlled by professionals rather than communities challenging
empowerment goals.

Fourth, a continued lack of conceptual clarity regarding both the
nature and the purpose of community participation makes it hard to
draw any firm conclusions regarding its role in achieving improved
health outcomes or in improving health service design and development.
Much of the writing on the contribution of community participation
in low- and middle-income countries has sought to use the randomized
controlled trial design as the evaluation framework (Rifkin, 2014). This
approach has been criticized because it is difficult to meet the criteria
of reliability and replicability of outcomes as standard definitions of
‘community’ and ‘participation’ do not exist. It remains difficult to rec-
oncile the demands of scientific rigour with evidence from case studies
and systematic reviews. There is the tension between documenting a
process that is context specific and one which is seeking to identify
generalizations that can be used to scale up programmes. This dilemma
is one which is found in complex interventions in health.

A way forward

As this chapter shows, identifying, understanding and replicating the
outcomes of community participation in health systems development
are not simple. Mansuri & Rao (2013) noted, in the context of low- and
middle-income countries, that the evidence for benefits of participation in
public service programmes are mainly based on optimism and ideology,
and they highlighted the need for more robust evidence on the outcomes
and impacts of participation. The reviewed experiences provide pointers
to ways to evaluate and implement the loosely documented but clearly
perceived benefits of community participation for improved outcomes
in people’s health. The following suggests a way forward.

First, there is a need to understand the context, history and cul-
ture of those who are meant to benefit from participation. Available
evidence does not allow for generalizations about the contribution of
community participation to health improvements particularly in service
development, design, implementation and evaluation. There is a need for
policy-makers, programme managers and community people to agree on
a definition of community and participation and on theoretical concepts
and approaches to inform the design and implementation of community
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participation in health programmes. Because of the difficulty in pro-
viding a standard definition of these terms and a common theoretical
context, this agreement might be best done in the context of a specific
programme. While there is no blueprint to ensure that community par-
ticipation will produce predictable and positive successes, it is possible
to learn from the various experiences that we have illustrated here to
create a programme-specific definition of terms to identify programme
objectives, processes and outcomes.

Second, there is a need to promote empowerment by involving people
and to recognize the role of power and control. An often not stated but
implicit goal of participation is to ensure changes are sustainable. This
requires ownership of the intervention by the community (targeted or
inclusive) rather than imposition by policy-makers or professionals.
For this reason, it is imperative to examine questions about power and
control to ensure that participatory interventions do not unintention-
ally reinforce potentially harmful social structures and actions that are
inherent in community participation (George et al., 2015). Marston et
al. (2016) explicitly identified power-sharing as key to enable a trans-
formation of community action to foster new relationships and systems
capable of identifying, acting upon and sustaining health improvements
envisioned by those promoting community participation. There is thus
a need for better documentation of successes and failures of community
participation in health systems development to help inform the design
and implementation of community participation approaches.

Third, there is a need to view participation as a process and not as
an intervention. The medical approach to community participation as
discussed in this chapter is largely rooted in the biomedical model and
tends to view community participation as an intervention. This is prob-
lematic because if community participation is aimed at truly empowering
the community through community development, there is a need to
consider the wider context beyond the medical model to understand
community dynamics. Otherwise there is a risk that approaches to
participation continue to reproduce unsuccessful experiences that view
communities as a single entity that acts in accordance and consents to
health inventions proposed by professionals.

Fourth, there is a need to use evaluation procedures that examine
the process and identify both intended and unintended outcomes.
Existing evaluations rarely identify the importance of context, history,
and intended and unintended outcomes of community participation
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in programmes. This has changed more recently, with approaches
increasingly using realist-approaches in order to assess the outcomes
of health interventions in community-based services (Greenhalgh et
al., 2015; Prashanth et al., 2012; Vareilles et al., 2015). However, such
approaches have rarely been applied to assessing the role of community
participation in health systems development.

Conclusion

This chapter has examined some of the key underlying assumptions of
and different theoretical perspectives for the benefits of community par-
ticipation in health systems, reviewed empirical evidence and identified
challenges to assessing the contribution of community participation to
health systems and people’s health. It found that there is some evidence
to suggest that community participation in health systems develop-
ment in different settings can make beneficial contributions to health
improvements (Mansuri & Rao, 2013; World Health Organization,
2015). However, there is no linear association between community
participation and sustained improved health of local people and we
have described a number of reasons for this.

We have shown that there is a need now to more systematically
address the underlying definitional, conceptual and methodological
challenges and to use frameworks that are more suited to explore
participation as a complex and dynamic process and that considers
the ‘community’ as a complex and dynamic process in itself while also
taking full account of the intended beneficiaries’ (i.e. the community’s)
ideas and preferences, including a potential choice of not wanting to
be involved. The Alma Ata Declaration highlighted that the purpose of
involving communities in health care and health systems development is
to improve the lives of people, particularly those who have been margin-
alized by existing social developments. Health policy-makers, planners,
managers and service providers who seek generalizable approaches can
easily overlook this aim and fail to respond to the basic goals of equity
and participation.
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6 Patient and public involvement
in research

PETER BERESFORD, JASNA RUSSO

Contextualizing patient and public involvement in research

The increased interest internationally in patient and public involvement
(PPI) in health and social care research cannot adequately be under-
stood in isolation. It needs to be seen in the context of broader social
and political developments. Emergence of PPI in research reflects major
changes in both national and supranational politics and in grassroots
social movements. Putting it in context allows us to move on from the
tendency to treat participation at all levels in warm terms as like ‘mom
and apple pie’ (Beresford & Croft, 1993). However, the complexity and
ambiguity of both the practice and the conceptualization of participation
also make it essential to problematize it.

This is reflected in the most recent expression of participatory democ-
racy at the time of writing this chapter: the public referendum decision
for the United Kingdom to leave the European Union. It is difficult to see
how this outcome of public participation is likely to serve the economic,
political or social interests of most of those who voted for this option. We
perceive PPl in research as inseparable from the larger societal context in
which it emerges. PPI is closely inter-related with and no less problematic
than participatory democracy, or as Madden & Speed (2017) put it:

“The normative shift toward PPI has taken place within a neoliberal
policy context, the implications of which need to be explicitly con-
sidered, particularly after the Brexit referendum which has left policy
makers and researchers wondering how to better appeal to a distrustful
public subjected to ‘post-truth’ and ‘dog whistle’ politics.”

It is important to note that there has not been one single driving
force behind PPI in research. Instead at least two key sources of interest
can be identified: the state and its policy-makers on one side and service
users and their organizations on the other. These have emerged at dif-
ferent times and with different underpinning ideologies and principles.

145

https://doi.org/10.1017/9781108855464 Published online by Cambridge University Press


https://doi.org/10.1017/9781108855464

146 Achieving Person-Centred Health Systems

One of the obstacles to the development and implementation of PPI in
research has been the tendency to confuse and conflate these main two
drivers, which can be seen to have different aims and processes. Both
are critically linked with political changes taking place in the latter part
of the 20th century, that is, the shift away from post-war policies of
state intervention, welfarism, statist service provision and aspirations
to reduce social and economic inequality, towards a more neoliberal,
market-driven, globalized and individualistic politics (Beresford, 2016).

It is impossible to approach the topic of PPI in research from any
neutral perspective and one can only make one’s own standpoint
transparent. Our approach is greatly informed and influenced by our
long-term engagement in the disabled people’s movement including
federal and international organizations of patients, mental health ser-
vice users and psychiatric system survivors. Our efforts to understand
and advance PPI in research originate much more from the experi-
ences and lessons learned from being involved than from involving.
We hope that our critical approach towards various activities termed
as PPI will foster further analysis, rethinking and strengthening of
PPI initiatives.

Competing approaches to involvement in research

The UK has played an important pioneering role in the development
of both the democratic (Beresford, 2002) or rights-based (Madden &
Speed, 2017) and the consumerist (Beresford, 2002) or pragmatic and
outcome-oriented PPI (Madden & Speed, 2017). However this is not
to say that these two developments have not blossomed much more
internationally or indeed globally.

The first of these developments was the emergence in the UK during
the 1970s of emancipatory disability research (Hunt, 1981; Campbell
& Oliver, 1996; Barnes & Mercer, 1997). This grew out of disabled
people’s dissatisfaction with their treatment at the hands of state welfare
policy; their rejection of their inferior status in society; and the barriers
and discrimination they faced. It resulted in the creation of the disabled
people’s and then other welfare service users movements (Campbell &
Oliver, 1996). It was also associated with their distrust of conventional
research which they saw as on the side of service providers, advancing
the existing research agendas, rather than service users being able to
articulate and follow their own research priorities. This model was first
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advanced by the disabled people’s movement and relates to feminist and
community education models of research (Reason & Rowan, 1981;

Roberts, 1981; Oliver, 1983; Maguire, 1987; Oliver, 1990). It has had
three key concerns:

® to equalize the relationships of research production between
researcher and researched;

® to support the empowerment of research ‘subjects’ shifting their role
to that of participants; and

® to achieve broader social and political change in line with the rights,
demands and interests of such groups and constituencies.

The second driver of public and patient involvement in health and social
care research came much later, from mainstream researchers and the
service system. A significant indicator of the emergence of this interest
was the establishment in 1996 of the governmental National Institute for
Health Research body INVOLVE, committed to this goal (INVOLVE,
2015). Originally it was called Consumers In NHS Research, a title
that reflects the prevailing ideological origins of such state or service
system interest in public involvement in research. This approach and its
ideological basis have predominated in state- and service-led approaches
to user involvement in research and other aspects of social work and
social policies. It is not difficult to see also how this can be consistent
with market-led and even neoliberal ideological approaches to politics
and policy, with both sharing consumerist values.

The first ideological approach to user involvement in research can
helpfully be described as an empowerment or democratic one, where the
aim is the redistribution of power and authority, away from researchers
and research funders, to serve a liberatory purpose for research par-
ticipants. The second is appropriately understood as a consumerist/
managerialist one (Beresford, 2002). It tends to be based on the argu-
ment that it is important to include the perspectives of people on the
receiving end of research to ensure that the consumer voice is included
to ensure greater research efficiency and effectiveness and to gain the
benefit of user views. So here the service user and their opinions serve as
an additional helpful data source for shaping and undertaking research.

If the first approach is essentially about empowerment, the second
is more concerned with extraction. But confusingly, both approaches
use the same language, the same terminology, the same rhetoric. This
may help explain why there are so many misunderstandings, damaged
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hopes and unfulfilled expectations in relation to PPI in research. The
reality is that it is a very different matter to be involved in research in an
advisory or consultative role than it is in a controlling one and betokens
very different research ends and means.

Thus PPI may be seen to serve both regressive and progressive roles
in population health improvement. So, for instance, pharmaceutical
companies use individual patient testimonies to maintain a narrow
emphasis on treatment with medication, while user-led organizations
have highlighted holistic and social approaches. How these roles of
PPI are understood is also conditional on the ideological and political
perspective adopted. Consumerist user involvement research, with its
emphasis on consultation, market research and intelligence gathering,
readily serves the purposes of outsourcing, privatizing and choice
agendas, with their commitment to audit, satisfaction surveys, outcome
measures and regulatory frameworks (Simmons, Powell & Greener,
2009). The same is not necessarily true for user-controlled research.
Its democratizing impulse and commitment to redistribute power can
lead to conflict with prevailing policy and research agendas and a sense
among its advocates of being tokenized rather than truly involved. This
happens when service users are expected to serve pre-defined research
purposes and acquire smaller technical roles within traditional research
scenarios (Russo & Stastny, 2009). We will consider these issues in more
depth when discussing different forms of PPI and efforts to understand
and measure its impact.

Note on terminology

Public and patient involvement is an umbrella term for activities and
efforts taking place under different frameworks such as civil society
and service user/consumer involvement or participation in research.
The term ‘patient’ is often not a term of preference among those
attempting to acquire other roles in research than that of the research
subject. Furthermore, different understandings and practices of PPI
often find their expression in the terms used. In order to present and
discuss those different approaches we decided to keep those different
terms throughout this chapter rather than impose consistency. The
terms involvement and participation are used interchangeably in this
chapter to mean the same.
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PPI initiatives in research: a summary overview of selected
examples

The World Health Organization’s Declaration of Alma Ata from 1978
appears to be one of the first international policy documents with an
explicit statement that “[t]he people have the right and duty to partic-
ipate individually and collectively in the planning and implementation
of their health care” (World Health Organization, 1978). As described
in Chapter 5 of this volume, the uptake of this idea has been very
uneven across different countries and regions, not least because of the
lack of service users’ and patients’ organizations in many parts of the
world. In those countries where such representative organizations exist,
the development of PPI can primarily be traced in the implementation
and evaluation of health care and is far less present in research and
knowledge production (World Health Organization, 2006). The degree
of inclusion of civil society and in particular patient representatives in
research also varies. While in some countries PPI remains a foreign
concept, in others we can already talk in terms of the ‘mainstreaming’
or even ‘institutionalizing’ of PPl in research, and we illustrate this with
selected examples below in order to provide a sense of how different
structures or initiatives to foster PPI emerge and what their work can
look like. We choose to describe briefly two national organizations, one
international, academic initiative, one international research project
led by a patient organization, and one value framework developed by
a national service user organization. Later on we will refer to these
examples and their different purposes and origins when discussing the
overall impact and future of PPL

NIHR INVOLVE, UK

The already mentioned organization NIHR INVOLVE is a national advi-
sory body based in the UK (INVOLVE, 2015), although its future is uncer-
tain. Funded by the National Institute for Health Research (NIHR), this
governmental initiative is unique not only because it is almost certainly
the longest-established organization of its kind (founded in 1996) but also
because of its international visibility, expertise and number of resources
produced over the years. INVOLVE’s main goal is to “support active public
involvement in social care and health research” (INVOLVE, 2015) and
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its webpages include a rich collection of publications, webinars and
clips that speak to different audiences including researchers, research
funders and commissioners as well as those interested to influence
research as public or patient representatives. These various resources
cover a broad spectrum of topics such as guidance on how to start PPI
in research and how to create training and support packages, advice on
payment and recognition of public involvement, debates on assessing
the impact of PPI, and others. Use of accessible language and their
free availability make INVOLVE materials a helpful starting point for
individuals and organizations interested in PPI in the UK and beyond.
The materials include briefings for researchers about how to work in
participatory ways, a toolkit for planning the cost of involvement,
issues around including black and minority service users in research,
a jargon buster, explanations of user-controlled research and other
resources. Additionally, INVOLVE provides a directory of organizations
interested in PPI, including some based outside the UK; it organizes
regular conferences and provides advice. The very existence of this
unique organization continues to impact internationally. INVOLVE
has, for example, had an important role in developing the framework
for user involvement in research in Denmark (Herder, 2012), where
the Knowledge Center for User Involvement (ViBIS) was established
in 2011. Materials produced by INVOLVE also supported and under-
pinned early claims of mental health service users in Germany for their
involvement in research (Russo, 2004).

The Patient-Centered Outcomes Research Institute
(PCORI), USA

The US-based Patient-Centered Outcomes Research Institute (PCORI,
2011-2017) is a federal, non-governmental initiative. Unlike NIHR
INVOLVE, it has the aims of funding health research projects that are
relevant to patients in terms of the initial research questions, engaging
with public and patient representatives throughout the research process,
and also ensuring that the relevant outcomes will be accessible to patients
to help inform their decisions. Patient and carer representatives are
involved in the studies’ review process together with other experts; the
funding decisions are made by the organization itself with limited patient
involvement. PCORI supports patient-centred outcomes research and
comparative clinical effectiveness research. The research studies within
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these two categories tend to be conventional in their methodology. They
include randomized controlled trials, pragmatic clinical studies, and
observational and methodology studies. Participatory approaches, com-
munity action and collaborative research are not explicitly mentioned.
PCORI started funding research in 2012 and the full list of 570 projects
that this Institute had funded by the end of 2016 can be found on their
website (Patient-Centered Outcomes Research Institute, 2011-2017).
One investigation of the projects that PCORI funded in its early years
(2011-2014) has opened up significant dilemmas about whether the
scope and the mission of this organization are actually reflected in its
allocation of grants (Mazur, Bazemore & Merenstein, 2016).

PCORI has also provided funding to the US Cochrane Center’s
initiative, Consumers United for Evidence-Based Healthcare (CUE),
to help building the PCORI community among other aims (Box 6.1)
(CUE, 2017).

The Governer Board of PCORI is in part appointed directly by
the Comptroller General of the United States. It has a total of 21
members, three of whom have to be patient/consumer representa-
tives. Additionally, PCORI has a number of committees including, for
example, the Methodology Committee which “defines methodological

Box 6.1 Consumers United for Evidence-Based Healthcare
(CUE)

CUE is a national coalition of health and consumer advocacy
organizations, which was established in 2003 on the initiative of the
US Cochrane Center. It comprises about 40 member organizations,
which are not supposed to be dominated by pharmaceutical companies
or any other commercial interest. CUE seeks to promote the health
of populations and the quality of health care through “empowering
consumers, public health policy makers, and healthcare providers to
make informed decisions” (CUE, 2017), based on the best available
evidence through research, education and advocacy.

CUE focuses on training and empowering patients and their
organizations in order to foster their partnerships with policy-
makers. They offer a number of useful online resources such as free
online courses, webinars, lectures, video summaries of Cochrane
reviews, etc.
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standards for PCORI-funded research and guides healthcare stakehold-
ers towards the best methods for patient-centered outcomes research”.
We were not able to identify any patient representatives on this or any
other committees, nor any related rule.

International Collaboration for Participatory Health Research
(ICPHR)

The International Collaboration for Participatory Health Research
(ICPHR) started in 2009 with the goal of strengthening participatory
approaches to health research in terms of its definition, enhancing its
quality and reinforcing its impact (International Collaboration for
Participatory Health Research, 2014). Besides members from Europe,
Australia, Canada, New Zealand and the USA, it brings together aca-
demic researchers also from Bangladesh, Brazil, Ghana, Mexico, Peru
and Thailand. They all address health inequalities in their work, focus
on voicing the needs of disadvantaged communities, and work in a par-
ticipatory manner. ICPHR has its head office in Berlin, Germany, and
holds annual working meetings and scientific seminars. Additionally,
it provides training in participatory health research. ICPHR collabora-
tively issues position papers on topics relating to defining participatory
research, its main ethical principles, and so on. The network is coor-
dinated by a consortium of nine academics, none of whom represents
the marginalized communities that are its main concern.

Value+. Promoting Patients’ Involvement in EU-supported
Health-related Projects

Funded by the European Commission’s Public Health Programme, this
two-year inquiry (2008-2010) coordinated by the European Patients’
Forum (2017) aimed to enhance understanding of what constitutes
meaningful involvement of patients’ organizations in European Union-
supported health projects at EU and national levels. It started with the
mapping of patient involvement in such projects, but then evolved into a
broad consultation exercise with a variety of stakeholders that led to the
production of comprehensive resources specifically tailored to different
audiences, including patient organizations, health project leaders and
policy-makers (European Patients’ Forum, 2010a; 2010b; 2010c). What
was unusual about this project, in relation to other EU-funded actions, was
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the leadership of patient organizations, both in its consortium and among
its various partners. The outputs of Value+ not only make a strong case
for patient involvement but also explain all the requirements and steps in
such processes. This project produced a range of documents including a
handbook for project leaders (European Patients’ Forum, 2010a), a toolkit
for patient organizations (European Patients’ Forum, 2010c) and policy
recommendations (European Patients’ Forum, 2010b). It is unclear whether
and how the main messages from this unique project have been followed
up in the practice or distribution of European health research funds.

4PI National Involvement Standards, UK

This framework addresses different areas of user involvement in health
and social care including research and evaluation. It was developed by
a group of UK mental health service users and carers (Faulkner et al.,
2015a; Faulkner et al., 2015b) as a part of the National Involvement
Partnership project (NSUN). Funded by the Department of Health, this
three-year project (2012-20135) also promotes the adoption of 4PI stand-
ards by a wide range of organizations as “a means to enable services,
organisations and individuals to think about how to make involvement
work well” (p. 5). Based on the vision ‘Nothing about us without us’,
this simple five-point framework easily translates across disciplines and
geographic areas while addressing core issues of involvement (Box 6.2).
By 2017 more than 60 UK organizations had endorsed the standards
(National Survivor User Network, 2017).

Concluding observations about reviewed PPI initiatives in
research

As the initiatives described above illustrate, PPI in research can be
based on different points of departure and have different scopes. A
top-down character is typical for the largest and most influential of
such initiatives, such as PCORI in the USA. Notably, despite their best
intentions, the described initiatives sometimes fail to ensure sufficient
inclusion in their own work of the voices and perspectives that they
seek to strengthen. This is probably most obvious in purely academic
efforts such as ICPHR. On the other hand, the rare PPI projects ini-
tiated by patient organizations themselves, such as Value+, tend to
lack the means to formally influence the decision-making processes of
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Box 6.2 4PI Involvement Standards (NSUN)

PRINCIPLES: Meaningful and inclusive involvement depends on a
commitment to shared principles and values. This includes valuing
the contribution of service users and carers equally to those of
professionals.

PURPOSE: The purpose of involvement should be clear and clearly
communicated to everyone involved in the activity as well as the
wider organization.

PRESENCE: A diversity of service users and carers should be
involved at all levels and all stages of an organization or project. The
people who are involved should reflect the nature and purpose of the
involvement. Service users and carers should have the opportunity
to be involved separately as they may have different priorities.

PROCESS: The process of involvement needs to be carefully planned
in terms of issues like recruitment, communications, being offered
appropriate support and training and payment, so that service users
and carers, including those from marginalized communities, can get
involved easily and make the best possible contribution.

IMPACT: For involvement to be meaningful, it needs to make a
difference to the lives or the experiences of service users and carers.

mainstream research (Beresford & Croft, 2012; ENUSP, 2009). The 4PI
standards of involvement provide an example of a bottom-up approach
to conceptualizing involvement, which demonstrates the relevance and
the potential influence of user-led involvement projects when they are
adequately supported. The differences in actual power to initiate and
influence changes need to be considered when assessing the impact of
PPIin research because regardless of the quality of the PPI process itself,
not everybody is in a position to make a real impact.

Levels of PPI in research

NIHR INVOLVE has identified three levels of PPI in health and social
care research, based on the formal role of service users/patients in the
research process (Royle et al., 2001). These are:
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e consultation, where the input of service users is optionally added to
the existing structures of research;

e collaboration, where service users and their representative organi-
zations jointly undertake research with researchers and their organ-
izations; and

e control, where service users design and undertake research and it is
under their control throughout the entire process.

These levels have often been seen as forming a continuum from less
to total user control. However, this is open to question, given the dif-
ferent, conflicting values that can underpin each of these approaches
to PPI. Sweeney & Morgan (2009) have highlighted the shortcomings
of these categories in real collaborative scenarios and include ‘con-
tribution’ as an additional category, which refers to “research where
service users/survivors make a significant and meaningful contribu-
tion to research but with power and decision making still residing
with traditional researchers” (p. 29). Their analysis was offered in
the context of mental health research, but the unequal value and
status of different sources of knowledge and the resulting hierarchies
in research conduct are demonstrated in all health and social care
research (Glasby & Beresford, 2006). The dominance of professional
expertise is an important part of the dynamics of involvement at all
these levels. This dominance also extends to user-controlled research,
which was historically the first way in which former research ‘subjects’
started taking an active part in knowledge production (Russo, 2012).
Even though consultation and collaboration emerged later on, user-
controlled research projects are the most difficult to find because what
started as user control was often subsequently channelled into lower
degrees of involvement.

The different modalities of participatory health and social care
research continue to be judged against traditional criteria of what
constitutes good (natural) science (Rose, 2008). Within such a working
context, which extends from applications for funding to academic dis-
semination of findings, the greater levels of participation are frequently
granted less scientific value (Beresford, 2003; Rose, 2009).

Co-production has recently been introduced as an additional con-
cept in the development of health and social care services in order to
address the power imbalances of collaboration. Adopting principles
of co-production is among the explicit recommendations from the
independent strategic review of public involvement in the National
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Institute for Health Research (National Institute for Health Research,
2015). Advocates say:

“Co-production is not determined by what the professional or service
wants but focuses on the equal contribution of service users and com-
munities. To ensure full collaboration, the co-production process should
be about achieving equality and parity between all those involved”
(National Development Team for Inclusion, 2016, p. 1).

Co-production is a concept which is applicable to research, especially
regarding its main principles, including a commitment to equality, diversity,
accessibility and reciprocity, as for instance elaborated by the Social Care
Institute of Excellence in the UK (2013/2015). At the time of writing this
chapter, INVOLVE led a project that aims to “identify how the discourse, ele-
ments and principles of co-production could be used to evolve and improve
patient and public involvement in research” (INVOLVE, 2016, p. 4).

PPI at different research stages and in research structures

We have seen that PPI can be of different intensity in terms of the level
of involvement. In this section we look at PPI in different phases of the
research process and in related structures. The potential reach of PPI
is broad; it can extend through the whole process of research, from its
initiation to the dissemination of its outcomes and beyond, including;:

Identifying the topic of research and research questions
Commissioning research

Seeking, obtaining and managing research funding
Undertaking the research

Organizing and managing the research

Collating and analysing data

Reporting findings

Producing publications and other outputs

Developing and carrying out dissemination activities
Prioritizing the outcomes and undertaking follow-up actions.

There may be PPI in none, some, or all of these stages. There may also
be different degrees of such involvement, ranging from low to high.
Sweeney & Morgan (2009) developed a two-dimensional illustration
of the different levels of involvement at particular research stages,
which offers a comprehensive overview of how user involvement can
be implemented in practice. Figure 6.1 shows an abbreviated version
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of this model. The combinations between stages of research (vertical
axis) and the intensity of user involvement (horizontal axis) may result
in a multitude of research scenarios.

Public and patient involvement may not only take place in research
projects, but also in the structures and institutions of research. Arguably,
ensuring more of the latter is a key way of advancing the former. This
can include ensuring PPI in the following research-related activities
and structures:
¢ Identifying and setting research agendas and research priorities
¢ Developing research methods and methodologies
e Research funding organizations and funding decision-making
processes
Research organizations’ governance
Research training and education
Recruitment, supervision and promotion of researchers
Academic institutions’ research strategy and research assessment
Peer review and other selection processes for research publications/
outputs
Editorial roles in research journals and other publications
¢ Organization of research events and conferences
e Speaking on research platforms.

Although examples of each of the above can be found, their occurrence
is uneven. A 2015 study from England and Wales investigating PPI in
different parts of the research process reported that the ‘most common
PPI activities’ that were undertaken were being a member of the research
project’s advisory or steering committee and involvement in developing
or reviewing patient information leaflets (Wilson et al., 2015). This
suggests that PPI in research is still some distance away from being
comprehensively and systematically in place, or that it represents an
accepted feature of the research landscape.

With regard to different levels and stages of PPI, we wish to emphasize
that none of these is more or less important than the others. If undertaken
with due consideration and commitment, each of these PPI activities
can significantly shift the overall quality of research both in terms of its
process and its outcomes. Or as Staniszewska & Denegri (2013) put it:

“It may be that real progress will only be marked when poor PPI is
seen as a fatal flaw in a research study, something which fundamentally
undermines research quality, as opposed to an optional extra” (p. 69).
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Understanding the impact of patient and public involvement in
research

Research impact ideally relates to changes perceived as positive in health
or social care that result from research and it is usually understood
as something that occurs (or does not occur) after a research project
has been completed. In participatory research, impact additionally
includes the impact of the overall process on those involved or as
Wadsworth (1998) noted: “Change does not happen ‘at the end’ — it
happens throughout”. Generally, there is much more emphasis on
positive impacts although it is known that some research can impact
negatively or lead to retrograde developments in health and social care
policies (Cotterell et al., 2011). The decisive question in the assessment
of research, including the assessment of PP, is about who defines the
desirable impact of research. Another important aspect is the actual
formal power of those in charge of research to inform and influence the
practice of service delivery and enact change. Researchers frequently
have little say or control in such areas.

There are opposing views on the overall impact of PPI in research.
When articulated as a question whether PPI impacts the research process,
the assessments are more positive. For example, the RAPPORT study of
PPl in research identified “PPI related outcomes” in all of its eight case
studies in different health fields, such as defining the research question,
changes to study design, improvements to recruitment materials, and
dissemination (Wilson et al., 2015). However, when placed in a broader
context of growing health and other inequalities, the overall role and
purpose of PPI is subject to growing criticism. Thus, commenting on
recent developments in PPI in research in the UK, Madden & Speed
(2017) noted that the range of PPI activities can be seen “as a form
of busywork in which the politics of social movements are entirely
displaced by technocratic discourses of managerialism” (p. 5). They
concluded that PPI formed “part of a wider politics of knowledge in
which patient groups, clinicians and universities are co-opted into a
corporatized health research agenda [...]” (p. 3).

Different perspectives on the impact of PPl in research and its assess-
ment are closely related to the overall approaches to participation and
understanding of its scope. Perspectives range from equating impact
with the number of publications in scientific journals to the issue of
how empowering and transformative the overall process has been for all
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involved (Staley, 2009). Box 6.3 provides two examples that illustrate
differences in understanding of what constitutes a good outcome of
participation and collaborative research work.

Participation can be positioned within the conventional understand-
ing of research as a primarily clinical enterprise and applied as a tool to
improve specific aspects of conventional research conduct. Conversely,
Oliver (1992) emphasized the social relations of research production
and that these can have lasting transformative effects on everybody
involved. It points to the understanding of impact as a less measurable
phenomenon that can question and alter the entire research process.

Existing systematic reviews of the impact of participation in research
are largely based on academic papers focusing on discussions of the
impact of PPL. Although such systematic reviews can include service users
in advisory roles (Brett et al., 2014b), the perspectives of those actually
involved in studies within the review remain largely absent. This high-
lights that assessments of PPT impact tend to remain expert-dominated.

Box 6.3 Understanding the impact of research participation

Based on an analysis of patient involvement in 374 studies in mental
health research in England, Ennis & Wykes (2013) highlighted
the utility of patient involvement for the successful undertaking of
research, noting that “[s]tudies that involved patients to a greater
extent were more likely to have achieved recruitment targets
(x* = 4.58, P < 0.05), defined as reaching at least 90% of the
target” (p. 1).

In comparison, the disability theorist, activist and researcher
Oliver (1997) emphasized the experiences of all participants as well
as the broader social relations of research. His discussion of the
emancipatory potential of research reminds us that impact is not
a matter of easily identifiable aspects nor that there can be ready-
made recipes of how to achieve research impact:

“[...] the question of doing emancipatory research is a false one,
rather the issue is the role of research in the process of emancipation.
Inevitably this means that research can only be judged emancipatory
after the event; one cannot ‘do’ emancipatory research (nor write
methodology cookbooks on how to do it), one can only engage as
a researcher with those seeking to emancipate themselves” (p. 25).
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The systematic review of PPI impact undertaken by Brett et al. (2014a)
provided clear evidence that PPI impacts on all stages of the research
process, from its initial stages all the way through to the implemen-
tation and dissemination stages. However, the review identified both
‘beneficial’ and ‘challenging’ impacts at all stages. In light of the above
discussion about different perspectives on impact it seems notable that
the review interpreted the finding that PPI “led to research findings
being disseminated before the academic papers are published, thereby
jeopardizing academic publication” (p. 644) as having a ‘challenging’
rather than a ‘beneficial’ impact. This takes us back to the question of
whose perspective and ultimately whose interests are prioritized when
assessing the impact of research. Judgements of the impact of PPI on a
research process are normative.

A subsequent international systematic review of the impact of PPI
focused for the first time on people involved in the research process
(Brett et al., 2014b). It demonstrated that in reporting the impact of
participatory research there was notably more emphasis on the personal
benefits to service users directly involved in the research process than
reports about how PPI might affect the larger communities that the
research is about. The review highlighted the importance of both the
process and the context within which PPI takes place, which may lead
to positive as well as to negative impacts on people involved. These
include the planning, training and adequate funding of PPL

In this context, we wish to come back to the aforementioned frame-
work for user involvement in health and social care including research
and evaluation, the 4PI National Involvement Standards (Faulkner et al.,
2015). We find this framework helpful for the discussion of the impact
of PPI not only because it centres on the perspectives of those involved
but because it regards impact as part of involvement standards. As
noted in Box 6.2, the framework comprises five elements or principles
on which to “base standards for good practice, and to measure, monitor
and evaluate involvement” (p. 8), which comprise shared values and
principles; a clear purpose; the presence of service users from different
backgrounds at all levels and in all aspects of the activity; carefully
planned involvement process; and impact. With regard to the latter,
the authors emphasize: “We are not interested in involvement for its
own sake; for involvement to be meaningful, it must make a difference”
(p. 11). Furthermore, the framework suggests that the impact of involve-
ment can be continuously monitored throughout a given project, as
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well as assessed at the end. The framework can also helpfully be read
in association with the findings on enabling fully inclusive and diverse
involvement (both in research and in evaluating impact) offered by the
UK Shaping Our Lives, Beyond the Usual Suspects, user-controlled
research and development project (Beresford, 2013).

At the end of this brief overview of different understandings of
PPI impact and its assessments, we wish to stress the importance of
centring on the perspectives of those actually involved in the research
and disrupting the dominance of solely academic and researchers’ dis-
courses on impact. The question of whether PPI will have impact or
not is inseparable from the timely assessment of the entire approach to
the research process, in regard to its structures and its context and the
degree to which these can enable or inhibit such impact.

Methodological challenges posed by PPI in research

Neither user-controlled research nor other participatory approaches to
research are narrowly associated with any particular research method.
The position of the International Collaboration for Participatory Health
Research (2013) is that “participatory health research is a research
approach, not a research method” (emphasis in original). Participatory
approaches are much better understood through their specific values
and principles, which in consequence do have implications for research
methods and guide the whole research process. These values and princi-
ples refer to transparency, democratizing research, equalizing research
relationships and supporting change and empowerment.

As noted earlier, PPI in research has become more established in
recent years. For example, in the UK many statutory and independent
funders require evidence of PPI in grant proposals and research pro-
jects they support. However, there still seem to be unresolved tensions
between conventional research values on one side and the idea inherent
in all forms of user involvement in research on the other, namely that it
is important to engage with service users’/research subjects’ experience
and knowledge. Traditionally research has been understood as the most
systematic, rigorous, indeed scientific way of generating knowledge. It
has been conceived of as an activity exclusively undertaken by people
with professional expertise in the methods and methodology of research.
Such research has been particularly associated with the values of neu-
trality, objectivity and distance from its subject (Beresford, 2003).
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The ‘unbiased value-free’ position, based on the professional exper-
tise of the researcher, is seen as a central tenet of such research. By
claiming to eliminate the subjectivity of the researcher, the credibility of
the research, and the rigour, reliability and replicability of its findings
are seen to be maximized. The introduction of experiential knowledge
into research that came about with PPI, to which traditional research
principles grant less value and credibility, can be seen to be at odds
with such thinking. Experiential knowledge is understood as knowl-
edge that comes from lived experience rather than from professional
training or research and experiment. This type of knowledge can take
individual and collective forms. Its inclusion in research continues to
be a major challenge to the acceptance of PPI in research, particularly
user-controlled research, with its overtly political purposes of bringing
about change in line with the rights and needs of research participants
as law and the participants themselves define them.

At the same time, the devaluing of experiential knowledge in much
traditional research has increasingly come to be seen as problematic.
This issue of marginalizing the knowledge of particular vulnerable
groups has begun to be talked about in terms of ‘epistemic violence’
(Liegghio, 2013) or ‘epistemic injustice’ (Fricker, 2010), meaning
devaluing and marginalizing the knowledge of people who suffer
abuse, discrimination and oppression. PPI in research thus raises the
uncomfortable issue of including experiential knowledge centrally
and on equal terms with other kinds of knowledge. It means working
towards achieving epistemic justice and ensuring that everybody can
contribute to creating a general knowledge base and that perspectives
of entire social groups are no longer excluded from that process. We are
beginning to see the real involvement of ordinary and disadvantaged
people in research, for example people with learning difficulties, who
communicate differently or experience dementia (Faulkner, 2004). There
is also a growing body of, and discussion about, user-controlled research
where people who have traditionally been the objects of research are
now carrying out their own research and so restoring their epistemic
existence (Beresford & Croft, 2012).

However, if PPI in research is to develop effectively as part of the
mainstream, then it will need to be evaluated carefully and thoroughly
and from different perspectives. It is only in this way that we are likely
to receive a reliable picture of its strengths and weaknesses and poten-
tial impact. This needs to be a process of evaluation in which service
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users, their organizations, research participants and user researchers,
alongside other stakeholders, are involved fully and equally drawing
on their plural criteria. Such comprehensive assessment of participation
should extend to exploring developments internationally, considering
specific political, economic and cultural contexts.

Ensuring diverse involvement in research

One reason for the development of schemes for participation has been the
realization that less powerful groups and groups facing discrimination
are often excluded from conventional arrangements for political and
policy decision-making. However, the evidence indicates that the same
problem arises with arrangements for involvement. The aforementioned
UK Shaping Our Lives project (Beresford, 2013) has highlighted just
how many groups tend to remain excluded from participatory initiatives.
Five key groups of service users were identified, excluded on the basis of:

® equality issues, for example, in relation to ethnicity, gender, age,
sexuality, disability, culture, class or faith;

* where they live, for example, if homeless, in the penal system, without
citizenship rights or in residential institutions;

* communicating differently, for example, non-verbally, through sign
language or where the national language is not their first language;

® the nature of their impairments, if these are complex, multiple or
seen as costly to ensure access; and

® being seen as unwanted voices, who may express critical or negative
opinions.

In the context of research, there still seem to be major barriers in the
way of some groups of service users undertaking or being involved in
research, reflecting broader problems in user involvement. At the same
time the argument that service users are not a homogeneous group and
the issue of representativeness (Crepaz-Keay, 1996) continues to be used
by critics of PPI research.

There is particularly a need for work on improving access to under-
take such research with older people, ethnic service users from racialized
groups, and refugees and asylum seekers. These are important gaps, first
because older people are the largest and fastest growing group of health
and social care service users and second, because people from black
and minority ethnic communities are known to have poorer access to
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health and social care support and to be more likely to receive devalued
and compulsory services than valued and highly regarded ones (Care
Quality Commission, 2010; Centre for Social Justice, 2011). The use of
the term ‘hard to reach’ has been thoroughly criticized in this context
and in relation to public involvement more generally (Brackertz, 2007;
Kalathil, 2013). Rather than focusing on factors that foster or inhibit
involvement, identifying certain groups and communities as ‘hard to
reach’ locates the problem within those groups and communities. Kalathil
(2013) analyses such an approach and its ultimate implication that “they
are the problem and not the ways in which the involvement is defined or
undertaken” (p. 123). We agree with this author in her conclusion that

“No communities are, by definition, ‘hard to reach’. However, [...]
there are practices, prejudices, belief systems and experiences that
collude to create exclusion of some communities from involvement
initiatives [...]” (p. 131).

Shifting the culture of participation — always thinking in terms of
whose voices are absent or treated as if they are ‘hard to hear’, and
what needs to be done in order to reach and include them on equal
terms — remains one of the central tasks for the future of public and
patient involvement in research.

Next steps for PPI in research

Public and patient involvement in research has emerged as a significant
new research approach internationally in a relatively short time. It has
pioneered research in new areas and resulted in a very diverse range
of research projects, involving a wide range of citizen and service user
groups (Faulkner, 2010). At the same time, it continues to face major
practical, theoretical and philosophical challenges. Serious questions are
still raised about both its quality and sustainability. Strategies will need to
be developed to address issues of its current limited credibility, its inade-
quate and inferior funding and what have been described as ‘incidents of
direct discrimination during the course’ of research projects (Beresford &
Croft, 2012). A series of steps can be identified for placing PPI research
on a firmer, better established and better evidenced basis. These include:

o strengthening the theoretical basis of research with PPI to better
address criticisms of its principles and approach;
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*  building research education and training, both to support the devel-
opment of PPI and user-controlled research and to help those likely
to be affected by research more generally gain a better understanding
of such participatory approaches;

* rationalizing welfare benefits. Although involvement in research
can offer some service users routes into paid and unpaid work, the
direction of travel of the benefits systems currently increasingly
obstructs rather than supports this and requires reform;

® cqualizing access to funding. At present, PPI research, particularly
user-controlled research, receives a disproportionately low level of
funding and this needs to be reviewed in the light of what it may
have to offer;

o comprebensively evaluating PPI in research and especially user-
controlled research, involving service users and their organizations
in the process to gain a better understanding of these approaches,
including in an international context;

® addressing diversity. There still seem to be barriers in the way of
many groups of people becoming involved in research, reflecting
broader problems in participation work. More needs to be done
to improve access to undertake such research for older people,
black and minority ethnic service users, and refugees and asylum
seekers;

e fostering user-controlled organizations. User-controlled organiza-
tions provide a particularly supportive home for user-controlled
research. At present they are under-developed, under-resourced and
insecure. Creating policy to strengthen their position is key to secur-
ing the development and future of PPI and user-controlled research;

o ensuring greater PPI in research structures. Its proponents need to
be ensured equal access to research publications, peer review pro-
cesses, grant funding systems, and identifying barriers and ways of
overcoming them; and

*  building alliances and sharing knowledge. There is a need to improve
the sharing of learning from PPI and user-controlled research.
Building new networks and relationships and enhancing means of
exchange across countries is likely to help with this.

Taken together, these proposals offer a set of building blocks for devel-
oping a strategy for critiquing, evaluating and advancing patient and
user involvement in research, a strategy which must itself be fully and
equally participatory.
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7 Listening to people: measuring views,
experiences and perceptions

ANGELA COULTER, GIUSEPPE PAPARELLA, ANDREW
MCCULLOCH

Introduction

The universal challenge facing health policy-makers is how to ensure
the delivery of high-quality health care to a given population with a
defined level of resource. While there is often disagreement on how to
achieve this goal, most agree that health care should aim to be clinically
effective, safe, equitable, efficient and responsive to those it aims to
serve. The concept of responsiveness is often equated with the notion
of person-centredness. Person-centred care means ensuring that care
delivery responds to people’s physical, emotional, social and cultural
needs, that interactions with staff are informative, empathetic and
empowering, and that patients’ values and preferences are taken into
account. This is important, not just because people want it, but also
because their health care experiences can influence the effectiveness of
their treatment and ultimately their state of health.

The best way to check whether services are meeting these person-
centred standards is to ask the users themselves. This chapter looks at
why patients’ perceptions on the quality of care are viewed as a key
indicator and how people’s views and experiences can be measured.
In thinking about the scope of measurement we include all aspects of
care that are important to patients and observable by them, either as a
result of their direct experience or through their perceptions and beliefs
about health systems.

Why patients’ perspectives matter

Patients’ experiences of health care are important for both intrinsic and
extrinsic reasons. Numerous studies have looked at what people value
when using health services and what they prefer to avoid. While there
are demographic, cultural, socioeconomic and health status variations
in people’s values and priorities, there is a great deal of agreement on
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what matters to us when we are patients. We all hope to be treated with
dignity, kindness, compassion, courtesy, respect, understanding and
honesty when using public services and we expect our rights to infor-
mation and privacy to be respected. We want the security of knowing
that appropriate health services will be readily accessible when we need
them, that our physical and emotional needs will be carefully assessed
by competent staff, that our rights to information and involvement
will be acknowledged and acted upon, that we will be listened to and
treated with empathy and understanding, and that our treatment and
care will be well coordinated and speedily delivered.

Various conceptual frameworks have been developed to categorize
these issues into distinct domains to enhance understanding and facilitate
measurement. Starting with the Picker/Commonwealth Dimensions of
Patient-Centred Care, the first of the international efforts to categorize
and measure issues of importance to patients (Gerteis et al., 1993)
and their incorporation into the Institute of Medicine’s Six Aims for
Improvement (Institute of Medicine, 2001), the field was later strength-
ened by the World Health Organization’s work on system responsiveness
(Murray, Kawabata & Valentine, 2001) and many subsequent academic
and policy initiatives (see Chapter 2). These frameworks view patient
experience, or responsiveness, as a unique dimension of health care
quality, to be used alongside more traditional indicators of clinical effec-
tiveness, equity and efficiency. Many countries have introduced systems
for monitoring performance against these or similar frameworks. For
example, in England the focus on measuring and improving patients’
experience of care is underpinned by the publication of quality statements
outlining specific criteria against which performance can be monitored
and evaluated (National Institute for Health and Care Excellence, 2012).

Person-centred care incorporates functional aspects — access arrange-
ments, organizational issues, physical environment and amenities —and
interpersonal or relational aspects, especially communications between
patients and professional staff. Both are very important but relational
aspects, while more complex and difficult to change, probably have
the greatest influence on the way patients evaluate the care they receive
(Entwistle et al., 2012). The subjective features of care are important
at a basic human level but also because there is evidence that those
who report better experiences tend to have better health outcomes.
Clinical care that is technically correct is crucial, but if this is delivered
in a brusque manner without demonstrating empathy or respect for
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individual autonomy, then the results are likely to be less than optimal.
For example, studies have found that more positive experiences are
associated with better clinical indicators such as blood glucose levels,
fewer complications or side-effects, better functional ability and quality
of life, greater adherence to treatment recommendations, lower resource
use, and less likelihood of premature death (Doyle, Lennox & Bell,
2013; Price et al., 2014).

The precise mechanisms underlying the positive associations between
experience and health outcomes are not well understood. While it may
appear intuitively obvious that patients who trust and respect their
physicians are more likely to follow their advice, leading to improved
adherence and better self-care, the connections are not always straight-
forward and may not be directly causal (Price et al., 2014). There is
some evidence that hospitals with better work environments (as reported
by nurses) and lower nurse-to-patient ratios are more highly rated by
patients (Aiken et al., 2012). Perhaps those hospitals or departments
that attract high ratings from patients are better resourced or better
managed, or maybe clinicians in these facilities are more likely to follow
evidence-based guidelines, leading to safer or higher quality care.

Critics have sometimes argued that patients’ judgements are too
subjective to be useful, but these objections miss the point. Measurement
of patients’ experience is not intended as a substitute for more objec-
tive clinical measures (Manary et al., 2013; Anhang Price et al., 2015).
Instead it taps into an important dimension of health care not represented
by more traditional indicators.

Purpose, methods and scope of measurement

The main reasons for adopting a systematic approach to the elicitation
of patients’ views are to inform quality improvement policy and practice
and to hold providers to account for maintaining quality standards.
Specific goals may include the following:

® to track public attitudes to the health system;

* to identify and monitor problems in care delivery;

e to facilitate performance assessment and benchmarking between
services or organizations;

e to help professionals reflect on their own, their team’s or their
organization’s performance;
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¢ to inform service redesign and monitor the impact of any changes;

e to promote informed choice of provider by patients and/or clini-
cians; and

¢ to enable public accountability and transparency (Coulter, Fitzpatrick
& Cornwell, 2009).

There are many ways to collect data for these purposes, including
qualitative methods (such as focus groups or in-depth interviews) and
analysis of administrative data or written complaints. Quantitative
surveys using structured self-completion questionnaires are the most
commonly used type of patient-based measure. Structured surveys are
popular because they can be analysed statistically and used to compare
results for whole populations or sub-groups. Data can be collected
by mail, telephone or electronic means, as well as by more expensive
face-to-face surveys. Questionnaires that are well designed, tested with
patients to ensure salience and comprehensibility, checked for validity
and reliability using appropriate psychometric methods, and rigorously
implemented to achieve adequate response rates and minimize bias can
yield useful information (Beattie et al., 2015).

Surveys do have important limitations, however. Questions are usu-
ally “closed’, offering a specific set of pre-coded response options. This
necessarily imposes restrictions, so awareness of the design process is
crucial for interpreting the findings and identifying potential sources of
bias. Response rates are sometimes low, raising the risk of systematic
error if certain groups in the population are less likely to respond. For
example, it is known that responses to postal surveys tend to be lower
among males, younger adults, the very old, people in poorer health,
and those in socioeconomically deprived groups (Zaslavsky, Zaborski
& Cleary, 2002). Systematic biases can also affect surveys with high
response rates; for example, ‘acquiescence bias’ when respondents tend
to answer ‘yes’ to questions instead of other response options, or ‘social
desirability bias’ when respondents choose options that they think are
socially desirable but may not be accurate indications of their behaviour
or beliefs. The likelihood of responding positively to questions about
health experiences tends to vary by health status too (Hewitson et al.,
2014; Paddison et al., 2015). These issues can be handled statistically
through adjustment if enough is known about the factors influencing
specific responses, but users of survey data should always interpret the
results cautiously (Raleigh et al., 2015).
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Qualitative, unstructured feedback methods also have an important
part to play. These may include in-depth face-to-face interviews, focus
groups, patient stories, web-based free-text comments, suggestion
boxes, video boxes, direct observations and shadowing, or mystery
shopping (Ziebland et al., 2013). These methods usually yield a deeper
understanding of the meanings that people attribute to their health care
experiences, but they are generally unsuitable for use as performance
indicators.

Routine health data can be used to assess certain elements of patients’
experience, for example waiting times, lengths of stay, place of death,
etc. There is also scope for more systematic use of complaints, looking
for patterns and trends instead of just treating each complaint as an
isolated event. No single method is ideal for every purpose and each of
the approaches has strengths and weaknesses (Coulter, Fitzpatrick &
Cornwell, 2009). It is often a good idea to use multiple sources to gain
the fullest picture. For example, qualitative data from interviews, focus
groups or observations can be used to inform the scope and wording of
structured surveys; conversely, survey results may be used to identify
issues requiring more in-depth investigation using qualitative methods.

Patient experience and satisfaction

Quantitative patient or public surveys are used to inform health policy
in three main ways: monitoring patients’, service users’ or carers’
experience of, and satisfaction with, care; measuring health outcomes
from the patients’ point of view; and assessing public attitudes, health
beliefs and behaviours. Selected examples of how this is being tackled
in various European countries are illustrated below.

Most people working in health care are familiar with the notion of
patient satisfaction, but there is often confusion between this and the
related notion of patient experience. Satisfaction is a broad and often
ill-defined concept that has been measured in many different ways.
Derived from marketing theory, it looks at the extent to which health
care fulfils people’s expectations (Batbaatar et al., 2015). Satisfaction
surveys ask patients to evaluate the quality of care they have received,
often using pre-defined response categories. A typical question might
be: ‘Please rate the care you received at this hospital’ — ‘excellent/very
good/good/fair/poor.’
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Patient satisfaction is sometimes treated as an outcome measure
(satisfaction with health status following treatment) and sometimes as
a process measure (satisfaction with the way in which care is delivered).
It is generally recognized as multi-dimensional in nature, and there is
no consensus on what domains should be included, nor which are most
important. The best questionnaires are developed with patient involve-
ment, covering topics that are known to be important to patients. Very
general questions are often less informative than more specific, detailed
ones. While it can be useful to know how satisfied people are with
the process and outcomes of care, satisfaction ratings can be hard to
interpret because they may be influenced by individual expectations and
preferences, health status, personal characteristics or cultural norms, as
well as the actual quality and outcomes of care received. Nevertheless,
there is continuing interest in gauging people’s satisfaction with services,
and newer methods include inviting unstructured feedback via websites
and brief ‘exit’ surveys designed to produce rapid results.

Many researchers now believe that the complexities of modern
health care and the diversity of patients’ expectations and experiences
cannot be reliably evaluated by asking general satisfaction-style rating
questions such as ‘How satisfied were you with your care in hospital x?’
or, as is sometimes the case, by focusing solely on food and amenities
while ignoring people’s concerns about their clinical care or the way
staff dealt with them. More recently, therefore, the focus has shifted
to asking people to give factual reports on what actually happened to
them during an episode of care, instead of evaluative ratings. This style
of questionnaire is known as a patient experience survey, sometimes
referred to as Patient Reported Experience Measures (PREMs).

PREMs questionnaires are designed to elicit responses to specific
questions about people’s experiences of a particular service, hospital
episode, general practice or clinician, or in other words to provide fac-
tual information instead of evaluations. Experience surveys are often
quite lengthy, posing detailed questions about a specific episode or
time period. For example, a typical experience question about a recent
hospital episode might be: “When you had important questions to ask
a doctor, did you get answers you could understand?’ — ‘Yes always/
yes sometimes/no.” This type of question tends to be easier to interpret
and respond to than responses to more general questions about levels
of satisfaction, and hence it is more actionable. Patient experience ques-
tionnaires form the basis of the national patient survey programme in
England and several other countries (Box 7.1).
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Box 7.1 Measurement of patients’ experience in England

The promotion of person-centred care has been a key policy goal for
the British NHS for more than twenty years since the publication
of the original Patients’ Charter in 1991, later reconstituted as the
NHS Constitution (Department of Health, 2015). To monitor this
policy national patient experience surveys have been conducted
in England since 2002 under the auspices of the Care Quality
Commission.

The national patient experience surveys, which are mostly
carried out on an annual basis, are specially designed for each of
the following services: inpatient, outpatient, emergency hospital
care, maternity, and community mental health services (http://www
.cqc.org.uk/content/surveys). Questionnaires and sampling strategies
are designed and tested by a national survey coordination centre
run by Picker Institute Europe, but individual health care facilities
are responsible for implementation, with most employing external
survey companies to carry them out. Results are fed back to staff and
made available to the public via a national website (www.nhs.uk).

A large survey of general practice patients is also carried out on
behalf of NHS England (https://gp-patient.co.uk/), together with a
cancer patient experience survey (https://www.quality-health.co.uk/
surveys/national-cancer-patient-experience-survey) and a national
staff survey (http://www.nhsstaffsurveys.com/).

Other countries collecting patient experience data at a national
level include France, the Netherlands, Norway, Sweden, Switzerland
and the United States (Rechel et al., 2016). Elsewhere a combination of
approaches is used, including satisfaction surveys and household health
surveys. For example, in Poland a set of standardized questionnaires
on patient satisfaction, called PASAT, was developed by the Centre
for Quality Monitoring in Health Care, a World Health Organization
Collaborating Centre. Separate questionnaires were distributed to
hospital patients (PASAT HOSPIT), parents of treated children (PASAT
PEDIATRIA) and users of primary health care (PASAT PHC). In addi-
tion, a household health survey conducted by the Chief Statistical
Office was recently expanded to include a set of questions on health
care quality (Boulhol et al., 2012).
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In countries with devolved responsibility for health care, Germany
(Box 7.2), Italy (Box 7.3) and Spain for example, data collection tends
to be coordinated at regional level.

Box 7.2 Measurement of patients’ experience in Germany

Responsibility for the health care system in Germany is shared
between the 16 Lander (states), the federal government and civil
society organizations, while health insurance is provided by
competing, not-for-profit, non-governmental ‘sickness’ funds and
private agencies. This devolved system of care has led to multiple
initiatives for gathering data on patients’ experiences rather than a
single national approach, and quality assurance is the responsibility
of a number of agencies.

Germany does not currently run a systematic national survey of
patients’ experience, but this situation has changed following the
establishment of a new federal institute. The Institute for Quality
Assurance and Transparency in Health Care (IQTIG) was established
in 2016 to monitor quality across the German health care system,
with a particular focus on hospitals (IHS Markit, 2015). It is charged
with developing quality indicators and measurement instruments,
including patient surveys.

Patient satisfaction surveys in ambulatory and hospital
care are also undertaken by sickness funds in cooperation with
the Bertelsmann Foundation twice a year, and by professional
stakeholders, such as the National Association of Statutory Health
Insurance Physicians.

Box 7.3 Measurement of patients’ experience in Italy

Since 1980 ISTAT (the Italian National Institute of Statistics) has
conducted a five-yearly Health Conditions and Use of Medical
Services Survey which includes some aspects of patients’ experience,
in particular questions about access to care. The questionnaire is

comprised of more than 70 pages, with the most recent publication
in 2013 (ILO, 2013).
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Box 7.3 (cont.)

National legislation requires the Ministry of Health, in
collaboration with patients’ and citizens’ associations, to establish
a set of indicators to systematically measure the quality of health
services from the patient’s point of view. The indicators cover four
areas: personalizing and humanizing care, citizens’ information
rights, quality of hospital accommodation services, and disease
prevention policies. A Ministerial Decree published on 15 October
1996 identified 79 patient satisfaction indicators in these areas.
Topics under ‘personalized and humanized care’ include the ability
to book appointments by telephone and the percentage of general
practitioners who set up out-of-hours services. The implementation
of this national framework on patients’ rights and empowerment
has not been uniform: regions such as Emilia-Romagna, Tuscany
and Veneto have given systematic attention to this issue, while
others have not. Since each region has adopted distinctive and
different solutions to seeking patients’ views, there is a lack of
comparability across the country about this aspect of person-centred
care (Paparella, 2016).

At regional level data on Italian citizens’ satisfaction compiled
by ISTAT show that satisfaction varies across the north-south
divide, with the northern and central regions consistently obtaining
above average results, whereas all southern regions score below
average.

The turnaround time between data collection and publication of
results of patient experience surveys can sometimes be lengthy due to
the number of health care organizations involved, the need to check
sampling and mailing procedures (an initial mailing plus up to two
reminders is usually required to secure a good response), the quantity of
data obtained, analytical complexities and other bureaucratic reasons.
Frustration with this lack of timeliness has led to a search for briefer,
easy-to-implement measures.

The introduction of a new type of national patient survey
for England, the Friends and Family Test (FFT), was an attempt
to deal with this problem. Based on the Net Promoter Score
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(www.netpromotersystem.com), a marketing concept used extensively
by retail companies, the FFT is an on-site or exit survey that asks people
to evaluate their experiences using a single question: ‘How likely are
you to recommend our [hospital/ward/maternity service/GP practice]
to friends and family if they needed similar care or treatment?’, fol-
lowed by an invitation to provide free text comments. It was hoped
that use of this simple form of ‘real-time’ feedback would provide
relevant and timely data to inform quality improvement efforts. This
approach has certainly succeeded in amassing a great deal of data,
some of which has been used to stimulate quality improvements, but
problems of interpretation due to unsystematic approaches to data
collection hamper its reliability as a performance measure (Coulter,
2016; Sizmur, Graham & Walsh, 2015).

Social media is an important source of data on people’s experiences
of health care and independent websites gathering unstructured feed-
back are becoming popular. Examples include Patient Opinion in the
UK (https://www.careopinion.org.uk/), iWantGreatCare (https://www.
iwantgreatcare.org/), and PatientsLikeMe (https://www.patientslikeme.
com/). Their primary purpose is to collect feedback on people’s expe-
riences to improve quality, but people’s accounts of their care are also
used to inform other patients and to stimulate research.

There is considerable interest in using patient experience indicators
to compare performance between countries. This is the purpose of the
US-based Commonwealth Fund’s international health policy surveys
(www.commonwealthfund.org) (Box 7.4).

Box 7.4 Commonwealth Fund international surveys

The Commonwealth Fund’s international surveys have been
conducted on a regular basis since 2000. Now (2018) covering eleven
countries (Australia, Canada, France, Germany, the Netherlands,
New Zealand, Norway, Sweden, Switzerland, the UK and the
USA), these telephone surveys include questions both about recent
experience of using health care and about people’s opinions of their
local systems. The surveys target nationally representative random
samples using common questionnaires that are translated and
adjusted for country-specific wording. The published comparisons,
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Box 7.4 (cont.)

which are weighted to reflect the demographic characteristics of
the adult population in each country, tend to attract considerable
interest among governments and the media in the various countries.

Inter-country comparisons face considerable methodological prob-

lems, especially if there is a lack of consistency in what is being measured
and how the measurement is carried out. The Organisation for Economic
Cooperation and Development’s (OECD) Health Care Quality Indicators
project is an attempt to encourage greater international coordination
of patient experience surveys to facilitate inter-country comparisons
(Fujisawa & Klazinga, 2016) (Box 7.5).

Box 7.5 OECD Health Care Quality Indicators

The OECD Health Care Quality Indicators project (HCQI),
working in conjunction with the Directorate General for Health
and Consumers of the European Commission, has been striving
since 2006 to develop better methods for comparing the quality
of health service provision in different countries on a routine
basis, including measurement of patients’ experiences (Fujisawa
& Klazinga, 2016).

field OECD-proposed questions in their national surveys to stimulate
cross-national learning, including Belgium, Estonia, Italy, Poland
and Spain. The agreed list of indicator questions about patients’
experience of ambulatory care covers the following topics:

As part of this programme a number of countries have agreed to

costs to the patient of medical consultations;

costs to the patient of medical tests, treatment or follow-up;
costs to the patient of prescribed medicines;

waiting times to get an appointment with a specialist;

doctor spending enough time with patient during the consultation;
doctor providing easy-to-understand explanations;

doctor giving opportunity to ask questions or raise concerns; and
doctor involving patient in decisions about care and treatment.
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Patient-reported outcomes

While patient experience surveys ask respondents to report on the
process of care, patient-reported outcome measures (referred to as
PROs or PROMs) ask them to report on their health state following
a clinical intervention, the outcome of care. PROMs are standard-
ized questionnaires that are designed to elicit subjective reports of
the personal impact (outcomes) of illness and treatment, focusing on
physical functioning (ability to maintain daily activities) and emotional
well-being, often referred to more generally as health-related quality
of life. The aim is to obtain important information that is not reflected
in traditional clinical measures. This is done by asking respondents
to describe their current state, by means of a structured interview or
self-completion questionnaire, either paper-based or electronic. The
resulting reports can then be compared to previous measurements from
the same individual or group (to measure change over time) or to those
from a reference group or sub-groups (to compare against an external
norm or standard).

PROMSs must be carefully developed and tested to conform to
accepted statistical and psychometric standards, including evidence
of validity, reliability and sensitivity to change. The best PROM:s are
developed with extensive input from patients, ensuring that they cover
topics that are salient and meaningful from the patient’s perspective.
While they are intended primarily for use at two or more time points to
measure health gain (or loss), for example before and after treatment,
or at various time points during a period of illness or recovery, they
can also be used to obtain a single snapshot of the prevalence of quality
of life problems.

PROMs fall into three distinct types (Table 7.1). Some measure
general health status regardless of the clinical diagnosis (generic
PROMs), while others ask about health perceptions in relation
to specific conditions (condition-specific PROMs). A third type is
patient-generated measures, where respondents are asked to define
their own outcome goals and achievement of these is then assessed
after a period of time.

Most PROMs cover a number of quality of life dimensions or
domains. For example, the widely used EuroQol measure (EQ-5D)
(EuroQol Group, 1990) includes five domains (mobility, self-care, usual
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Table 7.1 Types of PROM

Type Examples

Generic Medical Outcomes Study: SF-36 (Ware & Sherbourne,
1992); EuroQol: EQ-5D (EuroQol Group, 1990)

Condition-specific  Osteoarthritis of the hip: Oxford Hip Score (Dawson
et al., 1996); Depression: PHQ-9 (Kroenke, Spitzer &
Williams, 2001)

Patient-generated  Measure Yourself Medical Outcome Profile: MYMOP
(Paterson, 1996); Schedule for Evaluation of Individual
Quality of Life: SEIQol (Joyce et al., 2003)

activities, pain/discomfort, anxiety/depression) and an overall rating of
the respondent’s health state. The results can be scored separately for
each domain or summarized in a single index score to monitor varia-
tions and time trends or for ranking providers. The EQ-5D has been
adopted by the Department of Health in England for inclusion in its
national PROMs programme (Box 7.6) and is also included in NHS
England’s large general practice patient survey mentioned earlier, giving
population data that can be used as a ‘normal population’ reference
for comparison purposes.

Condition-specific PROMs ask about issues relating to the spe-
cific problem (for example, ‘Have you had trouble washing or drying
yourself because of your knee?’). Like EQ-5D, the results can be used
descriptively or summed to produce a single score. Condition-specific
measures tend to be more responsive to change than generic measures,
but both types can be used to describe pre- and post-treatment health
status and health gain.

Patient-generated measures are intuitively appealing, but they are
not often used for large-scale data collection because it is harder to
score and summarize the results. Their primary use is for facilitating the
exchange of information in clinical consultations and in care planning
for long-term conditions.

PROMs are currently being collected on a routine basis in Denmark,
England, Estonia, the Netherlands and Sweden, as well as in numerous
individual studies of treatment effects.
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Box 7.6 National PROMs programme in England

Since 2009 the Department of Health in England has funded a
programme of work to measure patient-reported outcomes of
elective surgery. The aim of the national PROMs programme is to
measure and describe outcomes in a meaningful way in the hope
that patients, GPs and health care commissioners would use the
data to seek out those hospitals and clinicians that achieve the best
outcomes, thereby driving up standards. Alongside this experiment
in routine data collection from elective surgery patients, a research
programme was launched to pilot the use of PROMs for patients
with other conditions, including long-term conditions, mental
health, coronary revascularization and cancer care.

The national surgical PROMs programme, also launched in
2009, monitors outcomes of care for patients undergoing hip
replacement, knee replacement, hernia repair and varicose veins
surgery. Everyone undergoing these procedures (i.e. a census, not a
sample) is invited to complete a questionnaire before their operation.
Those who complete the pre-surgery questionnaire are then sent
a postal questionnaire three to six months after their operation to
measure changes in their health status. A single generic standardized
PROM (EQ-5D) is included in all questionnaires, together with
condition-specific PROMs for three of the four diagnostic groups.
Results from this continuous survey are collated, linked with
data from the Hospital Episode Statistics, case-mix adjusted, and
published at regular intervals by the NHS.

Response rates to individual surveys have been good to date —
during 2016-2017, response rates were 86% for the pre-operative
hip questionnaires and 76% for the post-operative ones — but the
final response rate is subject to some attrition when before-surgery
and after-surgery surveys are matched up. Not surprisingly, the
results show that most patients experience improvements in their
health-related quality of life, especially those undergoing hip or
knee surgery where more than 80% of patients report better
health six months after undergoing the procedure. Factors external
to the health system, such as socioeconomic and environmental
influences, do seem to make a difference to how quickly people are
treated and how well they recover (Soljak et al., 2009; Neuburger
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Box 7.6 (cont.)

et al., 2013), but somewhat surprisingly these and other studies
(Varagunam, Hutchings & Black, 2014; Varagunam et al., 2014;
Black, Varagunam & Hutchings, 2014; Appleby et al., 2013) suggest
that there is in fact a great deal of uniformity across England in
quality of life outcomes after these surgical procedures. Instead of
the expected variations in quality of care, all providers appear to
be performing at similar levels of competence, producing similar
results.

It is important to consider carefully how the outputs will be used
before planning PROMs data collection. Decisions about where and
in what way the information will be gathered, when and from whom,
are likely to vary according to its intended purpose. In theory, PROMs
can be used for a variety of purposes, the most common of which is as
an outcome measure in clinical trials to evaluate medical interventions
and technologies. They can also be used to monitor performance across
specialties, organizations, departments or whole systems, and in clini-
cal care to inform diagnosis, treatment and provider choice (Devlin &
Appleby, 2010) (Table 7.2).

Table 7.2 Potential uses of PROMs

Level of
. Purpose Relevance

aggregation

Health system  System-wide To monitor variations in health
performance outcomes between population
assessment sub-groups and provider organizations
Determining value To determine the extent to which the
for money current pattern of service provision is

delivering good value for money
Commissioners/ Procurement/ To encourage providers to monitor
payers contracting health outcomes and to incentivize

better care

Monitoring To use as a key performance indicator
quality to monitor health outcomes and value
for money
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Table 7.2 (cont.)

Level of
aggregation

Purpose

Relevance

Provider
organization/
specialty

Clinical trials

Clinical care

Clinical audit

Quality
improvement

Trial recruitment

Trial outcomes

Screening and
diagnosis

Health needs
assessment and
monitoring

Choosing
providers

Choosing
treatments and
self-management
support

To better understand patients’ needs
and assess how well these are being met
by the organization

To help plan innovations, monitor
progress and incentivize staff

To screen for eligibility for
participation in trials and for use as a
baseline measure

To measure outcomes in intervention
and control groups

To help make a diagnosis, including
co-morbidities and impact on quality

of life

To improve communication, identify
needs for self-management support and
monitor how the patient is getting on

To select ‘the best’ provider for an
individual patient

To inform patients to facilitate shared
decision-making and personalized care
planning

Population surveys

People’s views on the general functioning of a health system and their
opinions on the efficiency of its administration are of considerable
interest to policy-makers, so a number of countries have invested in
regular opinion surveys. These usually target general population sam-
ples instead of just health service users. For example, the British Social
Attitudes survey regularly includes the following question: ‘All in all,
how satisfied or dissatisfied would you say you are with the way in which
the National Health Service runs nowadays?’ (Appleby & Robertson,
2016). Such questions enable comparison of attitudes and perceptions
between different population groups and, if repeated at regular intervals,
can throw light on trends over time.
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Estonia has been monitoring public views on its health care system since
the late 1990s (Lai et al., 2013). Annual population surveys measure public
perceptions of health care quality, access to, and satisfaction with, family
doctors, specialists, dentists and hospitals. Since 2003 there has been a
steady improvement in perceptions of care quality and in 2012, 79% of the
Estonian population expressed their satisfaction with the quality of care.

In Poland research on public attitudes to the health care system is
regularly carried out by the Public Opinion Research Centre (Centrum
Badania Opinii Spotecznej — CBOS). While access to primary care doc-
tors and availability of health information received positive reports, in
the most recent survey conducted in July 2014, two-thirds (68%) of
respondents were dissatisfied with waiting times and the overall effi-
ciency of the system (CBOS Public Opinion Research Centre, 2014).

Comparison across countries can also be informative, so national
efforts have been complemented by the European Commission’s
Eurobarometer surveys, some of which have focused on attitudes to
health care across countries (Box 7.7).

Box 7.7 Eurobarometer surveys

The European Commission’s series of Eurobarometer surveys has
provided a useful source of comparison of public attitudes to health
systems in all 28 Member States. The surveys elicit responses from
people aged 15 years and over, resident in each of the countries, and
the results are weighted to be representative of the local populations.
Interviews are conducted face-to-face in people’s homes in the
appropriate local language.

The most recent health survey, which focused on people’s
perceptions of the safety and quality of health care in their country,
was carried out in 2013 and repeated questions first used in 2009
(European Commission, 2014).

A majority of EU citizens (71%) felt that the overall quality of
health care in their country was good, but there were considerable
differences between countries. Respondents in western and northern
areas tended to give more positive responses than those in the south
and east of Europe. People’s main priorities were well-trained staff
and effective treatment. Awareness of patient safety issues was fairly
high, at over 50%, but this varied between countries from 82% of
respondents in Cyprus to 21% of those in Austria.
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Interpretation of the results of opinion surveys must take account
of the local context. People’s attitudes are influenced by many factors,
including personal experiences and those of family and friends, media
reports, commercial and lobby groups, and political affiliations. For
example, the question about satisfaction with the NHS tends to produce
more positive responses from people with recent experience of health
care than from those who have not used it recently, and from supporters
of the government in power than from supporters of opposition parties
(Appleby & Robertson, 2016). People’s expectations are also likely
to influence their experiences. For example, those who believe their
local health system is deteriorating may be pleasantly surprised if they
receive acceptable care, whereas those who expect a prompt service at
all times may be disappointed if they have to wait. For these reasons,
such surveys should not be seen as definitive measures of performance.

Population surveys are also used to gather epidemiological data
and explore health needs. For example, the Spanish Institute of
Statistics organizes a national health survey at periodic intervals to
gather data on the population’s state of health and social determi-
nants, broken down by autonomous region (Instituto Nacional de
Estadistica, 2013). In Germany the Robert Koch Institute, an agency
subordinate to the Federal Ministry of Health and responsible for
the control of infectious diseases and health reporting, conducts the
German Health Interview and Examination Survey for Adults every
two or three years (Robert Koch Institute, 2013). While primarily a
face-to-face epidemiological survey, this also includes some questions
about patients’ experience and subjective health status. Similarly,
the Health Survey for England, a regularly conducted face-to-face
household survey, includes questions about people’s needs for health
and social care and the support needs of family carers. Health needs
surveys may also include questions about health behaviours and atti-
tudes to lifestyle change, for example smoking cessation or dietary
modification. These are used to monitor the impact of public health
programmes and to identify sub-groups where more precise targeting
of health education may be required.

Using the data

Capturing public and patients’ perspectives on health care is becoming
increasingly important as systems strive to be more responsive to the
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needs of those using their services. As outlined above, many European
countries now have programmes of work that include national or
regional surveys undertaken at regular intervals, either as a component
of household-based epidemiological health surveys or as patient expe-
rience or outcome surveys focused on health care facilities. Countries
where these are in place include Austria, Belgium, the Czech Republic,
Denmark, Estonia, Finland, France, Germany, Iceland, Ireland, Italy,
Luxembourg, the Netherlands, Norway, Poland, Portugal, Spain,
Sweden and the UK (Fujisawa & Klazinga, 2016).

Publication of PREMs and PROM s is seen as an important mech-
anism for holding providers to account for the quality of care (‘voice’)
and for empowering patients to act as discerning consumers (‘choice’)
(Coulter, 2010). Policy-makers hope that giving people (providers,
patients and public) access to comparative information on performance
will stimulate improvements. There is evidence that some providers do
take note of published survey results leading to improvements (Hafner
et al., 2011), but change is often hard to discern at a national level
and public disclosure does not seem to have made much impact on the
behaviour of patients as yet (Ketelaar et al., 2014). While better per-
forming organizations will often act on the results of patient surveys,
those at the lower end of the rankings probably need stronger stimuli to
provoke action, for example financial incentives (Raleigh et al., 2012).
Patients do make choices about their care, but their choice of provider
is often based on informal information from family and friends rather
than statistical information (Coulter, 2010).

It is self-defeating, and arguably unethical, to ask patients to take time
to report on their health care experiences if the results are not used to make
improvements. It is therefore discouraging to note that after more than
ten years of gathering patient experience data in England, only a minority
of hospital providers had taken effective action leading to demonstrable
change (DeCourcy, West & Barron, 2012). Similar disappointing results
have been reported in other countries, despite the presence of incentives
such as public disclosure, pay-for-performance and encouragement to
patients to exercise choice of provider. While many policy-makers are
convinced of the usefulness of patient and public survey data, clinicians
are often more sceptical. Lack of clinical engagement is a significant
barrier to improvement (Asprey et al., 2013; Rozenblum et al., 2013).

Identifying the reasons for the failure to act is not straightfor-
ward. Lack of understanding of the issues is unlikely to be sufficient
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explanation — a considerable amount is known about which aspects of
care matter to patients (Robert & Cornwell, 2011). A recent systematic
review identified several barriers to improvement, including lack of time
or resources to collect, analyse and act on the data; competing priorities,
including workload and financial pressures; survey results that were
insufficiently timely or too general to be relevant at the provider level;
and a lack of effective leadership (Gleeson et al., 2016).

The good news is that change is possible, as evidenced by many
successful local initiatives (Haugum et al., 2014). The challenge is to
mainstream this learning across whole health systems. This requires
committed leadership, clear goals, active engagement of patients and
families, human resources policies that embed quality improvement skills
in training and staff development, adequate resourcing and effective
institutional support, and effective dissemination of the results (Coulter
et al., 2014). There is considerable scope for cross-country learning in
this field. The OECD initiative to develop a common set of principles
and indicators is of major importance, offering a real opportunity to
raise standards and ensure that patients’ views really count in health
policy development (Fujisawa & Klazinga, 2016). A similar effort may
be needed to share best practice in using the data to improve the quality
of patient care.

Future developments

This field is likely to develop in various directions over the next few
years, leading to greater diversity of methods for obtaining feedback
from patients and the public. Electronic data collection is becoming
more prevalent and the days of paper-based surveys must be numbered.
Online surveys that can provide automated data collection, instant
analysis and feedback in a well-presented comprehensible format could
provide a much more efficient and effective means of generating valuable
information.

As the focus of policy interest turns increasingly towards integrated
care, methods that focus on single episodes, institutions, services or
conditions may become less relevant. The development of survey tools
or sets of indicators that adequately reflect people’s experiences across
clinical pathways and service boundaries will be challenging, but work
is currently under way to develop such measures (Strandberg-Larsen
& Krasnik, 2009; Graham et al., 2013). There is great interest in the
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development of more broad-based indicators that better reflect service
users’ goals and outcome preferences (Hunter et al., 2015; Peters et al.,
2016). Better measures are needed of concepts such as empowerment,
autonomy, care coordination and self-management capabilities.

Public use of web-based ratings and social media to share informa-
tion about health experiences is growing apace (Rozenblum & Bates,
2013). Historically, use of unstructured comments has been restricted
to local quality initiatives, but new methods of data analysis offer the
potential to gain generalizable insights from these types of data. There
may be scope to collate this information electronically to supplement
or even replace traditional surveys (Greaves et al., 2012; Bardach et al.,
2013). Techniques such as ‘sentiment analysis’ could be used to pro-
duce overviews of patients’ experiences as expressed on social media,
for example (Greaves et al., 2013). Patient narratives are often more
interesting to staff than statistics, and the availability of collections
of video interviews of patients talking about their experiences may
prove to be a useful adjunct to statistical reports of survey data. These
videos are already being used in quality improvement initiatives such
as experience-based co-design (Locock et al., 2014).

More work is needed to develop efficient means of combining patient
narratives and PROMs data into user-friendly decision aids to support
shared decision-making (Coulter et al., 2013). These tools can help
patients understand treatment choices and participate in decisions about
their care, but they are time-consuming to produce, and dissemination
and uptake have proved challenging (Stiggelbout et al., 2012).

Use of electronic data collection to incorporate patient feedback
directly into clinical record systems is attracting considerable interest
at present (Kotronoulas et al., 2014; Etkind et al., 2014). Many experts
are convinced that incorporation of PROM:s into regular patient care is
the way forward, recognizing that a number of challenges will need to
be overcome (Gilbert et al., 2015). For example, the use of e-PROMs
in routine primary care to monitor the impact of long-term conditions
and multi-morbidities on people’s physical and emotional health over
time could transform the management of these conditions. Personalized
care planning, in which patients and clinicians work together to agree
goals and develop proactive action plans, reviewing these at regular
intervals, could be facilitated by the use of these instruments, enabling
clinicians and patients to better understand symptom fluctuations and
identify effective self-management strategies.
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The establishment of ‘virtual’ clinics using e-PROMs has also
been mooted, enabling remote monitoring to avoid unnecessary post-
treatment appointments (Gilbert et al., 20135). Patients could be called up
only when their PROMs scores indicate unmet needs for specialist help,
potentially leading to more efficient use of resources and a reduction in
the ‘treatment burden’ for patients. Trials are under way to evaluate this
type of system for use by cancer patients, but it may have the potential
for wider application (Absolom et al., 2017).

Maintaining clarity of purpose will be essential if patients’ perspec-
tives are to be usefully incorporated into efforts to improve equitable
and responsive delivery of health care. Governments, health authorities
or health care organizations may be primarily concerned to gauge public
views on the adequacy of arrangements made for health care delivery,
the quality of care processes or the effectiveness of treatments. Each
of these goals requires a thoughtful and well-designed approach to
measurement. The seven principles for establishing national systems of
patient experience measurement proposed by an OECD expert group
should be given serious consideration:

1. Patient measurement should be patient-based, using survey instru-
ments formulated with patient input.

2. The goal of patient measurement should be clear, whether for exter-
nal reasons such as provision of information for consumer choice,
public accountability or pay-for-performance, or for internal use by
providers as part of quality improvement schemes.

3. Patient measurement tools should undergo cognitive testing by
patients and their psychometric properties should be known.

4. The actual measurement and analyses of patient experiences should
be standardized and reproducible.

5. Reporting methods should be carefully designed and tested.

6. International comparability should be enhanced with the develop-
ment of agreed indicator questions.

7. National systems for the measurement of patient experiences should
be sustainable, supported by appropriate infrastructure (OECD,
2010).

We would propose the addition of one further principle — that countries
should work together to develop and test methods for ensuring that
the results of these types of surveys are taken seriously and incorpo-
rated into quality improvement initiatives, leading to real, measurable
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improvements in the quality of health care. This will require the estab-
lishment of appropriate structures and mechanisms to facilitate sharing
and learning.

Ultimately, the success or failure of the initiatives described in this
chapter will rest on the extent to which the information generated
stimulates real improvements in our health systems.

Note

We are most grateful to Niek Klazinga for allowing us to see a pre-
publication copy of the recent OECD report on measuring patient
experiences (Fujisawa & Klazinga, 2016).
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MARIANNA FOTAKI

Introduction

Choice of health care provider has become an increasingly important
feature of health care policy in many countries (Thomson & Dixon,
2006; Bevan & Helderman, 2010; Or et al., 2010), particularly in
countries where choice had been previously unavailable. It was intro-
duced as a means to generate competition among providers, thereby
improving quality, efficiency and responsiveness, while in some cases
choice was also meant to improve equity of access (Reid, 2003; Ringard
et al., 2013). Moreover, giving patients and users choice of who, when
and what forms of care will be available to them is in keeping with the
political declarations and policy commitments towards more person-
centred health services (Cacace & Nolte, 2011). Increasingly, individual
patients and users are being thought of as consumers and expected to
play a key role in their own care, while helping to shape the health system
that serves them. Yet the market-type patient choice has not worked as
intended, producing little benefit under specific conditions, which limits
its usefulness as a policy tool in public health systems.

The types of choice introduced in European health systems reflect
their structural and institutional requirements and the wider policy
environment in which they operate. Understanding what motivates
the adoption of certain policies can help to predict and evaluate the
effects of choice on the intended objectives (e.g. efficiency, quality,
responsiveness, equity and personalization). This chapter seeks to sys-
tematically explore the different types of choice of provider in primary
and specialist care implemented in selected European health systems. It
considers policy drivers behind expanding (or in some cases restricting)
provider choice in an attempt to better understand the potential benefits
and limitations. In examining the rationale for introducing patient and
user choice, it critically appraises evidence of how choosing primary
and specialist care providers works in a small number of single-payer
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health systems, where such options were previously limited. It does not
consider insurance-based systems, where choice and competition among
insurers operate simultaneously, although these could increase or limit
patient choice of provider; this is discussed in greater detail in Chapter
9 on choice of health insurer.

The chapter draws on the theories of choice and empirical evidence
to analyse the impact by considering the following;:

e To what values, besides ‘choice’, does the theory explicitly or implic-
itly appeal? In other words, is choice a means to achieve other goals
such as equity or efficiency or is it a value of its own?

e At what point do conflicts arise (i.e. ‘tensions’, ‘trade-offs’, ‘contra-
dictions’, ‘inconsistency’) between choice and these other values?

e What practical constraints on the exercise of choice are implied
(e.g. limits on the amount of complex technical knowledge patients
can be expected to process, financial and structural constraints, or
asymmetries of power and unwillingness of professionals to enable
choice)?

It reviews the evidence of the impact of choice on care outcomes, effi-
ciency, equity and patient empowerment and it puts forward proposals
for empirical evaluation of choice in different settings and for models
of choice that are closer to the reality of patient care. The institutional
conditions necessary to realize effective patient choice are also discussed.
The final section argues for recognizing the value and importance of
the variety of aspects involved in patient choice, to propose a more
balanced framework of choice taking account of users’ diverse needs
and the resources they can realistically draw on when making their care-
related decisions. The chapter concludes by assessing whether choice
in its present forms has contributed to person-centred health systems
or can support this objective in the future.

The concept of choice: origin, logic and rationale

The literature on choice is wide-ranging and closely associated with
the concepts of freedom, autonomy and democracy (Fotaki, 2006).
Normative theories assert that people would exercise choice if they
chose ‘rationally’. Policy-makers often rely on these theories to identify
the possible outcomes resulting from policies promoting patient choice,
the mechanisms which would produce such outcomes, and the required
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conditions for these mechanisms to work effectively (Fotaki et al., 2006).
Additionally, descriptive theories have been used to explain how people
actually exercise choice.

Larkin & Mitchell (2016) have argued that choice supported by
competition in care services can be seen to be intrinsically a ‘good
thing’. It can help in achieving desirable policy goals such as improving
efficiency and quality of care by allowing patients and users of services
to decide which services best meet their needs, and it provides the
means for individuals to acquire a greater sense of control (Iyengar &
DeVoe, 2003) and intrinsic motivation. Research from the adjacent
fields of social care and elderly care points to the potential positive psy-
chological effects that choice has on increasing one’s sense of personal
independence (Arksey & Glendinning, 2007; Sandman & Munthe,
2010), as well as individual physical and mental well-being (Morris,
2006; Rabiee & Glendinning, 2010), which are also relevant in the
context of health and long-term care. Moreover, choice is frequently
associated with principles of citizenship (Markus & Schwartz, 2010).
In short, choice has intrinsic value to patients; it feels good to be able
to choose as it enables each person to pursue precisely those objectives
and activities that best satisfy their own preferences within the limits
of their resources (Saltman, 1994). Choice of provider in primary care
settings could promote continuity of care while fostering a trusting
relationship between doctor and patient, and contribute to positive
health outcomes (Starfield, 1994; Goold, 1999). However, choice can
also lead to anxiety, stress and regret (Loomes & Sugden, 1982; Daly,
2012; Baxter & Glendinning, 2013). Patients and service users may
avoid exercising choice due to fears of potential or anticipated negative
consequences (Ryan, 1994; Goold, 1999; Fotaki, 2014). This raises
the issue of the patient’s right to refuse treatment from providers that
they did not choose, the option of a second opinion, and the option
not to choose.

Choice in the policy context: motivation, drivers
and expectations

In health policy, choice was influenced by the neoclassic economics and
neoliberal ideology developed throughout the 1970s, now permeating all
aspects of society (Chang, 2014). At the same time, choice can also be
seen as a response to long-standing demands by patient and user groups
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for autonomy and for greater control over the health care resources
available to them (Barnes, 1999; Fotaki, 2011), enabling them to better
manage their own conditions.

The following sections provide a brief overview of choice policies
in selected European countries. The focus here is on countries where
patient choice of provider was introduced from the 1990s and include
Denmark, England, Norway and Sweden.

Denmark

In 2007 Denmark embarked on the most radical reform of the political
administrative system since the first democratic constitution in 1849 with
the thirteen counties merging into five regions and the 271 municipalities
being amalgamated into 98 (Andersen & Jensen, 2010). Denmark has a
decentralized system with regions having relative freedom to choose the
volume of hospital activity allocated to different specialisms but central
government is responsible for legislating these regional initiatives and
their financing (Vrangbaek et al., 2012).This semi-decentralized model
of health care was expected to stimulate active participation by local
people in their own health care and to ensure the responsiveness of the
system to the specific needs in each local area (Stubbs, 2015).

In a move to improve the efficiency of the health care system, in
1993 the government in Denmark introduced user choice of hospi-
tal. In 2002 the government introduced a waiting time guarantee
(‘extended free choice’) of two months from referral, subsequently
reduced to one month (Larsen & Stone, 2015). The 2007 reform
also gave patients the option of choosing a specialist provider from
outside their region if they were unhappy with the treatment offered
or if waiting times were too long. However, primary care doctors
continue to be responsible for referrals, acting as gatekeepers to the
system; for example, in 2011 GPs chose the hospital on behalf of 76 %
of their patients (Pedersen, Bech & Vrangbak, 2011). At the same
time, introducing patient choice of hospital has led to each region in
Denmark offering hospital services according to demand (Vrangbaek
et al., 2007). Early evaluations of choice reforms in Denmark (as well
as in Sweden and Norway) found limited use of choice by patients
due to their lack of knowledge regarding reforms, insufficient support
from GPs and limited information, although there was an upward
trend in the uptake of choice (Vrangbzk et al., 2007).
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England

In England a series of legislative changes have introduced increased
levels of choice in all aspects of patient care in the National Health
Service (NHS) over the last decades. The first attempts to introduce
elements of choice date to experiments with quasi-market reforms
aiming to introduce competitive mechanisms in health care services in
the early 1990s, the so-called internal market (Le Grand, 2003). The
policy sought to make services more responsive to users’ needs by giving
health authorities a budget to contract services from hospitals, which
had to compete for contracts. At the same time, general practitioners’
practices were encouraged to take up a portion of the budget to purchase
some services for patients on their own lists, again requiring providers
to compete (GP Fundholding). This enabled the referral of patients to
a hospital of their own or their GP’s choice. However, in practice this
kind of choice was not vigorously pursued, resulting in half-hearted
and isolated responses rather than a choice revolution (Tuohy, 1999).
If anything, choice of provider is likely to have diminished during this
time, because the internal market set up contracts with specific hospitals,
so that GPs and patients could only choose from among these options
(Robinson & Le Grand, 1994; Fotaki, 1999).

In 2003, under the New Labour government, patients in England
(Scotland, Wales and Northern Ireland have followed different non-
market approaches since devolution) were offered a choice of five
providers for elective treatments, such as hip or cataract surgery; this
was expanded to about 150 approved providers from public, private or
not-for-profit sectors in 2006 and took the form of an ‘extended choice
network’ in 2008. Although there was no evidence of strong public
demand for choice of hospital as such, there was considerable public
concern about waiting times, and the newly introduced choice options
particularly benefited patients in areas where existing services were
poor and had long waiting times (Coulter, Le Maistre & Henderson,
2005; Dawson et al., 2004). In addition to improving quality and
efficiency, the policy of offering choice to all was intended to extend
the opportunity to choose different providers beyond the articulate
and those who could afford to access private health care (Department
of Health, 2003). This second attempt at creating a market within
a single payer system was justified on the basis of having to keep up
with the presumed demands of patients who were increasingly thought
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of as consumers and who were expected to ‘reveal their preferences’
through choice (Le Grand, 2007). There was, however, little evidence
of whether market-based choice could work in publicly funded health
services.

The 2012 Health and Social Care Act further expanded the com-
mitment to provider choice. From 2015 patients may choose to register
with a GP practice outside the GP-practice’s catchment area, although
this scheme is voluntary for GP practices. In addition, patients, along
with their GPs, have been given the possibility to choose the best services
for their needs from an NHS, third sector or independent private sector
provider as long as these are approved by the commissioners.

Norway

In Norway the structural reform of 2001 divided the responsibility for
health care between the state, the four regions and the 428 municipali-
ties (Lian, 2003). The reform also introduced choice of GP to improve
accessibility, continuity and quality of primary health care (Ringard
etal., 2013), especially for older people and those with chronic health
problems, while addressing the problem of low recruitment of GPs
(Holte et al., 2015). It introduced free registration with any physician
licensed by municipalities, including those in private practice, to work
in primary care (capacity permitting) as it was expected that this would
strengthen the physician’s personal responsibility for continuity of
care and availability (Grasdal & Monstad, 2011). In parallel with the
reform, the capacity of primary care doctors increased by about 10%
(Iversen & Lurds, 2011). Evaluations found that the reform has been
popular among doctors and that the population has become more
satisfied with access to care. There are also indications of improved
equity in access to specialist services (Grasdal & Monstad, 2011).
However, while mostly beneficial for improving equity of access, conti-
nuity of care and patient satisfaction, it is difficult to disentangle these
outcomes from the increases in capacity in primary care. Also, chal-
lenges remain regarding the integration between independent private
primary care doctors’ services, in particular for those working mostly
in small practices, and other primary and specialist care activities.
Finally, there is recognition of a need for more patient orientation,
and more decentralized services close to where patients live to reduce
costs (Rartveit, 2015).
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Sweden

The Swedish health system is similar to those in other Nordic countries
in that it shares the same commitment to universal access and equality,
and it is characterized by a decentralized structure. It differs, however,
with regard to primary care, with an overall lower investment and
fewer providers; also, GPs do not act as gatekeepers (Anell, 2015).
Choice of health care provider has been introduced gradually since
the 1990s (Fotaki & Boyd, 2005). The 1994 national family physician
reform introduced an element of choice in primary care but this was
discontinued the following year when the government changed from
conservative to social-democrat over a dispute about extending choice
to private providers in primary care.

Beginning in January 2010 the government made it compulsory
for county councils to provide patients with a choice of primary care
provider and freedom of establishment for those private units that did
accept requirements and payment principles determined by county
councils (Anell, 2015). Patients had to be given the option of a public
or private provider, with county council funding allocated according
to the individual patient’s choice. In keeping with the decentralized
model of the Swedish health system, ten out of the 21 counties already
had some arrangements in place at that time (Anell, 2011). In 2015
the government introduced unrestricted choice of provider in primary
care and outpatient specialist care. These latest reforms led to the
establishment of over 270 new private primary care practices operating
for profit throughout the country, with some researchers foreseeing
potentially negative impact on equity (Burstrom, 2002), which will be
discussed below.

In specialist care, most county councils have adopted some form of
public competition since the mid-1990s, particularly in Stockholm and
other urban areas (Winblad, 2008), offering increased choice of hospital.
However, only a minority of patients (who in many cases could self-refer
themselves) and physicians exercised their right to choose a hospital
at this point. Research has found that referrals are mostly based on
medical grounds while the patient’s wish to choose a specific provider
is considered less important (Burstrom et al., 2017). The 2015 health
reform supports choice in outpatient specialist services and choice related
to second opinion for treatment of life-threatening diseases nationally;
there is no national policy related to choice of inpatient care in general.
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However, choice in primary care remains a controversial issue in the
Swedish debate, although much of the criticism does not revolve around
choice as such but rather concerns the free establishment of private
providers, which has found increasing support over time.

In summary, policies introducing patient choice of provider in vari-
ous countries differed in content and context, and reform agendas have
changed over time. For instance, in Norway and Sweden the emphasis
was on improving access to primary care, while choice policies in
Denmark and England were driven, at least initially, by policy concerns
about waiting times, although in England the focus progressively shifted
towards introducing competition in specialist services. A common feature
for all systems described was the growing importance of individualized
market-based forms of choice, although this may now be changing
with the shift towards person-centred care as will be discussed in the
concluding section of this chapter.

Implementation and the evidence of impact: how far has
provider choice delivered on its promises?

Do patients want choice and feel empowered by it?

Choice has been used not only as a policy instrument for achieving the
policy goals of efficiency, quality and equity, but also to promote service
user empowerment and autonomy (Fotaki, 2011). The development of
the active, critical consumer is considered an important end in itself,
even if people cannot always act as a perfectly informed agent.

A 2012 survey of patients’ involvement in health across the EU found
that some expressed a desire for a more balanced relationship with
their doctors, which would allow patients to participate more actively
in their care. This finding was particularly strong for younger and
well-educated people, those with chronic conditions, and those living
in western Europe (Eurobarometer, 2012). However, these observations
do not necessarily imply a demand for more choice. At the same time,
a review of how people use choice in public services in England found
that ‘having choice’ was seen to be important by the vast majority of
respondents (Boyle, 2013). Those with lower education were more likely
than those with at least a degree to respond positively to having this
opportunity, although people from disadvantaged backgrounds may be
less able to exercise choice and are therefore less likely to benefit from it.
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The individual characteristics and circumstances of patients and
users of health services are likely not only to influence their choices,
but also to determine whether they exercise choice at all. For exam-
ple, an evaluation of the London Patient Choice Project, which was
established to offer NHS patients in England more choice over where
and when they receive treatment, found that old age, low educational
attainment, family commitments or low income all had an impact on
patients’ choice of a non-local hospital, meaning that they were less
likely to travel to a non-local hospital if they were offered the choice
(Burge et al., 2004). Distance remains an issue for many people and a
lack of public transport can make choice difficult for people who are
unable to afford a car (Dixon et al., 2010).

The London Patient Choice Project also found that differential access
to information for people with low educational attainment and those
for whom English is not their first language could lead to variations
in uptake of choice (Dixon et al., 2010). A related empirical study
concluded that patients in England who are not highly numerate and
health-literate were less able to use the available information to make
complex decisions about hospital choice without some expert support
(Boyce et al., 2010). Comprehending the options and making trade-offs
between quality, safety, patient experience and location posed difficulties,
and the way information was presented made a difference to how patients
used it. Similar difficulties were observed in other health systems such as
in Sweden regarding accessibility (Anell, 2015; Victoor et al., 2012) and
the role of information when choosing hospitals in Denmark (Birk &
Henriksen, 2012; Pedersen, Bech & Vrangbaek, 2011). This highlights
the need for adequate support structures to be put in place if choice is
meant to work for all. Evidence from shared decision-making suggests
that structured support may help reduce health inequalities when the
intervention is adapted to disadvantaged groups’ needs (Durand et al.,
2014) (see also Chapter 11).

The type and degree of choice patients want and value is not self-
evident either. Research by the UK-based consumers’ association Which?
in 2005 found that choice was seen to be of relatively low priority for
many people compared with other aspects of service delivery in the
NHS. The majority of respondents were more concerned with having
safe, good quality services provided locally, and not so much about
having diverse providers to choose from (Which¢, 2005). Patients
tend to favour a provider they know and trust and opt for choice only

https://doi.org/10.1017/9781108855464 Published online by Cambridge University Press


https://doi.org/10.1017/9781108855464

210 Achieving Person-Centred Health Systems

when no such provider is available (Taylor-Gooby & Wallace, 2009).
The evidence from across Europe further suggests that in addition to
satisfaction with the health system (Eurobarometer, 2012), perceptions
of choice are influenced by an individual’s personal health situation,
age and gender. For instance, early studies from Sweden found that
older patients appeared to be both interested in choice of primary care
doctor and happy about the amount of choice offered, while highly
educated young people, and women in particular, were found to both
exercise and favour choice more when compared to other population
groups (Rosén, Anell & Hjortsberg, 2001; Anell, Rosén & Hjortsberg,
1997). These age and gender factors were also confirmed for England.
Overall, evidence suggests that patients appear to be more interested
in choosing treatments especially when they are chronically ill and
have knowledge about their disease (Coulter, 2010). The willingness
to engage in treatment decisions is, however, often influenced by the
severity of the medical condition and the complexity of the procedure
involved: the more life-threatening the disease and technologically
advanced the treatment, the lower tends to be the patient’s desire for
choice (Fotaki et al., 2008). Patients’ preference for choice might also
be different in primary care as opposed to specialist services but there
is little comparative research on these issues.

It is important to note that, for example, in England retaining the
public and universal aspects of the health system has tended to be of
greater concern than demands for choice, and the marketization of public
services has been considered as a threat to universal and free provision
of health services provided by the NHS. When ranked on a scale of one
to five in a 2010 MORI survey, fairness in public services came first,
while choice and the personalization of services was last for the major-
ity (63%) of the British population (2020 Public Services Trust, 2010).
Similar public concerns about the impact of recent privatization have
been noted for Sweden, with evidence suggesting that while the public
may be in favour of provider choice, they were sceptical about profit
incentives in tax-funded markets and about the payment of dividends
by health care providers to their owners (Anell, 2015).

In summary, patients’ willingness to exercise, and demand for, choice
differs by age, gender, social characteristics and personal circumstances.
Although service users might be attracted to the idea of having a choice
in general, research shows that not all populations are equally able to
exercise choice, as will be discussed next.
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What are the impacts of choice on equity?

As noted earlier, one aim of individual patient choice of provider is to
improve equity by removing barriers to access, although there are other
important equity considerations such as improving health outcomes for
those in greater need (Fotaki, 2010). Thus, the introduction of choice
of primary care provider in Norway and Sweden was, at least initially,
intended to improve access to primary care, while elsewhere relevant
policies served to provide greater choice of specialist care, such as in
Denmark and England. In England the introduction of choice of elective
treatment in 2003 described earlier was specifically intended to enhance
equity of access by permitting those unable to afford private health care
a choice of provider already enjoyed by those who could afford to pay
for it (Reid, 2003).

In Sweden some population groups in urban areas enjoyed improved
access to primary care because of the increased number of private pro-
viders entering the market following the choice reforms (Anell, 2015;
Dietrichson, Ellegard & Kjellson, 2016). However, the higher number
of new primary care providers in densely populated urban areas might
have negatively affected equality of access for patients outside urban
areas (Burstrom et al., 2017). Also, evidence from some county coun-
cils from the 1990s suggested that relatively healthy people benefited
more following the choice reforms than did others in terms of access
to primary care (Saltman, 1994). This risk of inequality might be
higher for specialist services (Devaux, 2015) as they generally tend to
favour the better off while primary care is more pro-poor (Grasdal &
Monstad, 2011). However, in the case of Norway, introducing choice
and contracting of a higher number of primary care doctors operating
in the private sector improved patient access to specialist services as
well as decreasing the marginal effect of income on utilization (Grasdal
& Monstad, 2011).

Evaluations of pilots introducing choice of hospital in various regions
in England in 2002-2003 found that age, class, income and family
obligations affected patients’ ability to travel to a non-local provider,
and therefore their choices (Burge et al., 2004). Other studies reported
no evidence of inequalities of access for patients participating in the
same projects but these studies did not consider patients who were
not offered choice (Coulter, Le Maistre & Henderson, 2005; Dawson
et al., 2004). In many cases choice was only offered to a minority of
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patients, for example excluding older and sicker patients (Appleby,
Harrison & Devlin, 2005).

Empirical research on the effects of reforms introduced into the
English NHS during the 1990s suggest that socioeconomic differences
that lead to variations in health care utilization are deeply ingrained,
and that in the context of universal and comprehensive health systems
small doses of ‘quasi market’ competition (with a few providers com-
peting) modifies providers’ behaviour while having little or no effect
on socioeconomic inequalities in health care (Cookson et al., 2010).
Nevertheless, there is a risk of creating new inequalities over and above
those that already exist and this might differ by the type of service and
setting (primary or specialist care). This is because some patients receive
preferential access and treatment under certain schemes, as was the case
with the patients of GP fundholders in the UK (Manion, 2005).

There is also evidence that physicians are likely to change their
behaviour to fit the market, which could benefit some patients more
than others. For example, following the introduction of competition
and choice in Sweden, GPs and specialists reported that these changes
had enhanced their autonomy, income and employment prospects, while
at the same time they could reduce their commitment to the normative
foundation of the system, that is ensuring equal access according to
clinical need (Bergmark, 2008). Thus, although choice and privatiza-
tion might have improved access to primary care in Sweden in general,
the reforms have also raised serious questions regarding their impact
on equity, leading to calls for future regulation of providers (Anell,
2016). The full impact of choice on equity cannot be assessed without
suitable data on quality or outcomes of care, which is currently lack-
ing in the Swedish context. A study from the Netherlands found that
surgeons felt they had to ‘sell themselves’ by advertising or marketing
their performance when patients had the option to choose between
them (Dwarswaard, Hilhorst & Trappenburg, 2011). It was noted that
better performance would be easier to demonstrate for relatively minor
routine conditions, such as varicose veins and hernia, which represented
a significant source of income for hospitals; therefore, surgeons began
to pay more attention to patients with such conditions, following
patients’ preferences rather than medical need. Recent work by Visser
et al. (2018), also in the Netherlands, noted that the introduction of
consumerist communication technology in health care would assume
a ‘universal individual’, creating tensions for health care professionals
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who aim for equal treatment of all patients, and which has paradoxi-
cally led to new inequalities among patients with differential abilities
to access technology.

In summary, countries differed in their objectives by which introduc-
ing choice of provider should improve equity. There is evidence of choice
leading to improved access to certain services, for some populations,
and in some settings. Yet there might also be different and potentially
negative consequences for equity where there is little additional support
offered to those who are less able to exercise the option of choice. Indeed,
patient choice of provider might exacerbate inequities in access due to
pre-existing inequalities in income, class and individual circumstances,
with the additional risk of individual choice leading to new inequalities.

Does choice improve the quality of care?

Quality is an intrinsically difficult concept to define, with definitions
including a wide range of dimensions and indicators of process, such as
waiting times, as well as the outcome of care, such as patient experience
(Berwick, 2002). The economic assumptions driving choice policies
in public systems where prices are fixed, such as the National Health
Service in the UK, is that providers will strive to attract patients by
improving quality if the market contains a sufficient number of com-
petitors: hospitals in these instances will compete in terms of quality
and not price (Gaynor, Morreno-Serra & Propper, 2012). Empirical
studies measuring the relationship between competition and quality of
care suggest that there are positive as well as negative consequences, and
sometimes neither. For example, in the Netherlands there were reports of
perceived decreases in quality of care after the introduction of regulated
competition (Dwarswaard, Hilhorst & Trappenburg, 2011; Victoor et
al., 2012; see also Chapter 9). The estimated impact of competition on
quality of care has been considered to be small in other health systems
such as in England (Dixon et al., 2010) and Sweden (Anell, 2015).
For example, empirical evidence from England found an associa-
tion between the introduction of choice policies and improvements in
the quality of care. For example, Cooper et al. (2011) demonstrated
that death rates from acute myocardial infarction were slightly lower
in geographical areas where there was greater potential competition
between hospitals facing fixed prices. These competitive pressures were
attributed to the effects of patient choice initiatives, although patients

https://doi.org/10.1017/9781108855464 Published online by Cambridge University Press


https://doi.org/10.1017/9781108855464

214 Achieving Person-Centred Health Systems

exercised choice mainly in relation to elective treatment, which was
not the subject of the evaluation in this specific study (Pollock et al.,
2011). Conversely, an evaluation of the impact of the internal market
in England in the 1990s using negotiable prices found that greater com-
petition was associated with higher mortality among patients with acute
myocardial infarction (Propper & Burgess, 2004). However, as many
other factors besides competition influence the quality of hospital ser-
vices, including price structure, payment methods, internal organization
and pre-existing culture, in addition to quality regulation systems and
protocols, it remains difficult to clearly attribute observed outcomes to
choice policies per se (Sutton et al., 2012; Ferlie et al., 2004).

There is also evidence from market-based systems such as that in
the USA of providers tending to compete on quality by introducing
expensive technology (particularly when they do not face hard budget
constraints) that can lead to higher costs and squeeze out cost-effective
care (Pauly, 2005). This appeals mainly to doctors but it also aims to
attract patients by offering novel and usually more expensive treatments
and diagnostic procedures.

Overall, most research on the impact of choice and competition in
relation to quality is conducted in the context of specialist care. The
available evidence of the impact of choice in terms of improved outcomes
remains inconclusive. Alongside methodological weaknesses, reported
improvements tend to be small or were derived from a very narrowly
defined set of clinical indicators. Moreover, studies are often conducted
under specific conditions that may not be universally applicable.

There is a lack of comparable studies in primary care, along with
a lack of suitable data on quality of care besides patient satisfaction
surveys. There is some, albeit limited, evidence for Sweden, and studies
have failed to find a substantial impact on the quality of care following
the introduction of patient choice in primary care (Dietrichson, Ellegard
& Kjellsson, 2016; Fogelberg, 2014) and few patients compare provid-
ers before making their choice (Glenngard, Anell & Beckman, 2011;
Swedish Agency for Health and Care Services Analysis, 2013; Wahlstedt
& Ekman, 2016). There is some indication of improved patient satisfac-
tion (in areas with alternative providers) but there is no general trend
suggesting that satisfaction or quality of care has improved overall and
as a consequence of the choice reforms alone (Gaynor, Morreno-Sella
& Propper, 2013; Gaynor, Propper & Seiler, 2016; Gravelle et al.,
2014; Moscelli, Gravelle & Siciliani, 2016) as these will often depend
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on precise institutional arrangements (Cellini, Pignataro & Rizzo,
2000). Population surveys show that trust in primary care has increased
between 2009 and 2012 (Anell, Glenngdrd & Merkur, 2012) but this
trend reversed after 2013. In Norway there have been improvements
in patient satisfaction in most aspects since the 2001 reform, but it is
not clear to what extent this can be explained by the parallel capacity
increase in the number of primary care doctors (Iversen & Lurés, 2011).

On the whole, there is little robust empirical evidence that choice of
provider leads to substantial quality improvements. Studies on increased
patient choice of hospitals have shown mixed effects on health outcomes.

Does choice improve the efficiency of bealth care?

We noted in the introduction to this chapter that competition between
health care providers has been considered central to improving the effi-
ciency of publicly funded health systems. Efficiency in this context can be
defined as the optimal allocation of scarce resources and providing the
best value for money (Palmer, 1999). It is seen by some as a solution to
rising costs and demand (Le Grand, 2007). Choice, then, can — at least
in theory — enhance efficiency by favouring providers who offer better
services at lower cost (Bartlett, Roberts & Le Grand, 1998). However,
the principles of the commercial sector do not readily apply in health
care. This is because service users often have to base their choices on
insufficient information (Arrow, 1963) or they may be induced to make
choices that suit providers, especially when there is a financial incentive
to do so (Rice, 2002).

The evidence of whether patient choice of provider does positively
impact efficiency remains mixed. For instance, one review of the impact
of choice in England concluded that any increases in efficiency that were
observed after the introduction of related policies (as measured by, for
example, an increase in the number of elective surgery patients treated
as day cases, a decrease in the length of inpatient stays, or reductions in
avoidable admissions) could not be attributed to patient choice alone as
there were also other policies and trends which could have encouraged
such results (Civitas Institute, 2010). There is limited evidence from
Sweden suggesting that implementing provider choice may be associated
with an increase in costs (Bergmark, 2008).

In the context of specialist services, when these involve fee-for-service
payments, providers may classify treatments as being more risky and
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expensive in order to generate additional revenues in these instances,
a practice which can be found in the market-type based health sys-
tems (Kuttner, 2008). This gaming of the system, combined with an
increased supply of specialist services that followed the introduction
of competition, choice and per case payment in the 1990s in Sweden,
made strategic priority setting and resource allocation by county coun-
cils more difficult, creating new threats to efficiency (Bergmark, 2008).
Another form of gaming was observed under the internal market in the
NHS in the 1990s where hospitals competing with each other became
intentionally less productive shortly before obtaining trust status, so
as to look more efficient under the new arrangements when compared
with those that did not (Soderlund et al., 1997).

In summary, the evidence that patient choice of provider leads to
greater efficiency is not persuasive because it is difficult to single out a
specific policy initiative as the ‘cause’ of a specific ‘effect’. Any measured
efficiency gain may also be achieved by gaming the system and com-
promising quality. Furthermore, introducing competition and choice
between providers to improve efficiency relies on an implicit belief
that existing public providers with restricted choice are intrinsically
inefficient (and private providers with extended choice for patients
are intrinsically efficient), which has little basis in evidence, although
non-market systems may create their own inefficiencies due to the sub-
optimal allocation of resources.

The limitations of provider choice: policy lessons

The key implication that policy-makers need to consider concerns the
usefulness of provider choice for promoting the goals of public health
systems and for supporting person-centred care. The introduction of
provider choice in single-payer systems such as Denmark, England,
Norway and Sweden were shown to produce some benefits for some
population groups in some settings, in particular those who are most
likely to benefit from a higher supply of providers and those who are
willing and able to use the information available. At the same time,
there are a number of undesirable effects, especially in specialist and/
or hospital services. Evaluations of choice policies in health care find
that they rarely lead to more social efficiency or increases in welfare
(Schwartz & Cheek, 2017) at a population level. This is because of
the complexity of the choices involved and patients’ unequal ability
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to navigate these. Choice policies in health care may also negatively
impact on equity, and may fail to meet patients’ interest in improving
the quality of services provided locally (which patients prefer), once
policy assumes their willingness to travel afar to find the best provider
since patients with caring commitments (Burge et al., 2004) and those
who do not own a car are less likely to travel any distance (Dixon
et al., 2010).

The theory of market imperfections in health care considers how
choices are actually made, and demonstrates the problems of replicat-
ing simplistic economic choice models in health care. People’s ability
and willingness to make choices is influenced by their beliefs, cultural
values and expectations as well as by their life circumstances, personal
characteristics and experiences of health care services (Fotaki et al.,
2006; Visser et al., 2018). People are seldom rational choosers, least of
all in relation to health or care services, a reality that psychologists and
economists both acknowledge (Kahneman & Tversky, 1979; Thaler &
Sunstein, 2008; Hansen et al., 2015).

Although these limitations may apply more to some types of care than
others, choice is often impaired in health care and cannot on its own
promote person-centred care for all. Patients often lack the information
needed to make meaningful choices about providers and their care, and
there is therefore a need to better understand the information needs
of people to help their choices or indeed, where people are unwilling
to exercise choice, to provide appropriate support. At the same time,
as it was noted earlier, there are population subgroups that are more
motivated and better able to make informed choices about their own
care, such as people with long-term conditions. This can be turned
into a strong argument for choice in primary care, where the role of
the service is to support them in their choice but with a default option
available for those who do not want, or who are unable, to choose.

Although it is possible to treat people who seek support from the
health service as customers, this may not be compatible with ways of
thinking and acting that are crucial to good quality health care. Good
care grows out of collaborative and continuing attempts to attune pro-
fessional knowledge and technologies to diseased bodies and complex
lives (Mol, 2008). When making complex health decisions, patients
often rely on their intuition and emotions, which also involves the
avoidance of regret (Ryan, 1994; Loomes & Sugden, 1982) as well as
trusted networks (Pescosolido, 1992), rather than the impersonal data.
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Framing the issue of choice in the context of market competition roots
it in assumptions originating in neoclassical economics about humans as
disembodied and socially disembedded individuals pursuing their self-
interest. This leads to a significant narrowing of the concept of choice,
and of the users of health services as rational ‘choosers’ exercising their
preferences. Choice and independence are indeed powerful concepts,
but interdependency is an essential part of social life and never more
so than in relationships involving care (Fotaki, 2015).

Innovations and future developments: implications for
person-centred care

The desire of service users for more autonomy and greater control over
the health care they receive should not be discarded along with the
consumerist market model but rather should be seriously addressed on
its own terms (Beresford, 2008). In many ways patients are obliged and
increasingly willing to make health-related decisions as co-producers of
their health together with health care professionals, and as citizens and
community members they participate in co-designing health services.
Often these choices are governed by social values and the need for
cooperation and recognition, not by mere self-interest (Taylor-Gooby,
1999); patients’ involvement is most effective when used as part of a
broader ethos of care (Health Foundation, 2012).

Various practical ways of strengthening elements of ‘voice’ in the
system should be considered. Enabling people to use voice, beyond the
option to exit and choose a different provider, would allow patients and
service users to assume responsibility for their health in ways that are
different from the individualistic personalization agenda. The example
of co-production of public services, with the users of services as active
asset-holders of resources rather than passive consumers, demonstrates
the benefits of promoting collaborative rather than paternalistic relation-
ships between staff and service users, where the focus is on the delivery
of outcomes rather than the services (Needham & Carr, 2009). The
degree to which patients and professionals each hold agency for these
co-produced outcomes varies widely, but the concept has profound
implications for improving health care quality, safety and value.

Overall, the expansion of choice can empower patients, if it is
appropriately linked to their direct participation in decision-making
processes. This can occur, for instance, by involving them (individually
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or collectively) in managing their health resources as in existing
co-production schemes (Batalden et al., 2016; Baker, 2010; Needham
& Carr, 2009) and by assisting them in deciding what is best for them
(Barry & Edgman-Levitan, 2012). Supporting patients in the process
of choosing can help overcome the information disadvantage and some
of the socioeconomic barriers associated with market-based choice.
In all cases, patients and service users should be clear about what is
involved in their choices, and the potential consequences, not just for
their immediate care but for the future provision of care for them and
their families and community.

Choice is also a key value embedded in contemporary approaches to
framing the delivery of health care services as can be seen in the emphasis
placed upon it and its integration in the movement towards person-
centred care. The idea of person-centredness implies that an individual’s
decisions and preferences are at the heart of all their interactions with
health care practitioners, who are expected to support these despite the
degree of confusion over what is meant by ‘person-centredness’ and the
types of changes that are needed to promote it (see Chapter 2).

Conclusions

Promoting market-based individual patient choice, first introduced in
the planned health systems in the UK and Sweden in the 1990s, has
become a standard health policy objective in health and social care
in many other countries. Two rationales typically make the case for
consumer choice in health systems. First, it is as a method to stimulate
providers to improve the quality of services offered; and second, as a
benefit in its own right that is valued and desired by patients. Moreover,
in many western societies choice is increasingly seen as an expression
of an individual’s unique identity (Schwartz & Cheek, 2017).
However, the idea of offering patients choice and making them act
as consumers in a market-place has serious limitations when applied to
health and social care. Overall, policies based on these assumptions have
been found wanting, for both theoretical and empirical reasons. People
have various needs, which are further augmented in times of dislocation,
vulnerability and stress, and many cannot or do not want to make such
complex choices themselves. Choice works best in instances where it is
supported by trusted people and with the help of decision aids.
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Furthermore, any impact on quality and costs will depend on the
precise institutional setting in which choice of provider is implemented.
Reliance on competition to promote choice in health carries the risk
of reproducing existing inequalities while simultaneously introducing
new ones related to health literacy and access to information linked to
users’ educational status and ability to pay.

Choice is more likely to work if policy design reconsiders what it
means and what types of choice are important to patients. Policy design
should be informed by the social and psychological factors affecting
individuals’ health-related decisions, such as their previous experience
and social bonds as family and community members. To achieve this,
policy-makers might consider interdisciplinary frameworks and alter-
natives to market mechanisms which could offer a more balanced view
of how choice works and what choices matter to patients if they are to
promote person-centred care.

Note

I would like to thank Professor Colin Leys, Dr Sally Ruane and David
Roland for commenting on an earlier version of the policy report on
this topic produced for the Centre for Health and the Public Interest.
I would also like to thank Professor Anders Anell for his valuable
comments and insights offered, in particular on Sweden and Norway.
Any errors are mine alone.
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Introduction

Individual choice of insurance is used in several health systems as a
means to empower citizens. This is based on the assumption that the
insurers will act strategically on behalf of their clients to meet their
needs and preferences and ensure access to high quality services, or else
risk losing them to a competing insurer. Competition among insurance
funds is expected to lead to improved health system efficiency, higher
satisfaction with insurer services for clients (such as timely provision
of information, easy administration, low waiting times, waiting list
mediation, etc.). There is also an expectation that insurance competition
will lead to improved care quality and could stimulate the development
of more person-centred services.

The degree of choice and competition between insurers varies between
health systems that have introduced this approach, as do the expecta-
tions that policy-makers in individual settings associate with choice and
competition. Related policies range from those that only allow choice of
insurance fund or company (with the ability to switch between insurers
within defined periods) to those that expect (and incentivize) insurers
to compete on quality and cost of their purchased care. Insurers may
be given additional instruments to do so, including the possibility to
offer different insurance premiums (while ensuring the same benefits)
to attract more customers; others involve selective contracting, that is,
insurers only contract with providers that are expected to deliver better
value services in terms of cost and quality.

A number of countries have introduced (various degrees of) insur-
ance choice and competition. In Europe, these are Belgium, the Czech
Republic, Germany, the Netherlands, Slovakia and Switzerland. Other
examples include Israel and the United States of America (USA). These
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countries have systems or subsystems in place that allow people to
choose among a (varying) number of health insurance funds and they
may switch between funds on a periodic basis. Such schemes are typi-
cally highly regulated to ensure that they are affordable, minimize risk
selection and do not undermine health care coverage.

This chapter discusses insurance choice and competition models in
six countries: Germany, Israel, the Netherlands, Slovakia, Switzerland
and the USA. We selected these countries because they represent var-
ying degrees of insurance choice and competition. More importantly
perhaps, these countries have explicitly pursued choice and competition
in health care more broadly (Smatana et al., 2016; Kroneman et al.,
2016; Rosen, Waitzberg & Merkur, 2015; Rice et al., 2013), compared
to, for example, Belgium and the Czech Republic (Alexa et al., 2014;
Gerkens & Merkur, 2010). We begin by briefly discussing the theoretical
framework underpinning insurance choice and competition. We then
describe the systems of insurance choice in place in the six countries,
along with the types of choice available to the population and the tools
to support choice. Subsequent sections explore the evidence about
the degree to which people exercise choice of insurance and their use
of available support tools; the underlying motivations for exercising
choices; the nature of the choices made (that is, whether people make
choices that are in their best interest); and the frequency with which
people change insurers. We then explore the impact of choice policies
on care quality and satisfaction, and on the development of more
person-centred care arrangements. We conclude by providing lessons
for countries that may be contemplating introducing insurance choice
into their system.

Insurance choice and competition: theoretical considerations

The conceptual basis for introducing competition between insurance
companies is often attributed to the American economist Alain Enthoven
(1978; 1993). Originally Enthoven referred to consumer-choice health
plans, emphasizing the role of consumer choice in driving efficiency,
but subsequently described the concept as ‘managed competition’.
This underlines the key role ascribed to a regulatory framework to
ensure that insurer competition achieves socially desirable outcomes,
namely improved quality and economic efficiency and minimizes ‘cream
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skimming’, that is, selection of low-cost customers. Regulation is also
necessary to help ensure that the system provides equitable access to
coverage and care. This is usually achieved through risk adjustment
(see below), the explicit definition of an essential basket of benefits,
and, where necessary, subsidies for customers to purchase insurance
who would otherwise not be able to do so because of, for example,
low income.

Insurance competition relies on the interplay between three sets of
stakeholders: consumers, providers, and insurers (Van Ginneken &
Swartz, 2012). Insurers are assumed to compete for customers based on
the quality of the care (arrangements) they purchase and the customer
services they provide, as well as the premiums they charge. In such a
market, providers in turn are assumed to compete with other providers
for contracts with insurers by offering quality services at reasonable
cost. People are expected to choose insurers and providers based on the
quality and convenience of the services offered. They may also select an
insurer based on the quality of their purchased care. As noted above, a
risk adjustment mechanism would define compensation payments for
different ‘insurance risks’ so that insurers that have a high proportion
of high-cost customers are not disadvantaged, reducing incentives for
insurers to enrol low-cost customers only (Van de Ven, van Kleef & van
Vliet, 2015). Each of these elements forms a critical part of the theory,
but in practice countries that are considering a system of competing
health insurers may choose not to use some of these elements. For
example, a country might introduce a system of competing insurers,
but competition would be permitted on the basis of quality only (and
not price) or they may not be allowed to selectively contract with par-
ticular providers.

In this chapter, we focus on the relationship between customers and
insurers. This relationship is a strong driver for insurance competition
because, in theory, competing insurers would be expected to lose cus-
tomers if they do not ensure good quality care and services at accept-
able cost. This theory then assumes that customers are informed about
differences in quality and costs and that they are willing to act (switch
insurer) based on this information. The following sections illustrate the
degree to which these assumptions are realized, or indeed are realizable,
in practice by looking at the experiences in six multiple-insurer systems
that introduced choice and competition.
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Insurer choice and competition in Europe, Israel and the USA

Germany, Israel, the Netherlands, Slovakia and Switzerland, all coun-
tries with multiple insurers, have to varying degrees introduced choice
and competition among insurers in their health systems from the 1990s
onwards. This has also included providing insurers with more tools
to purchase care (Table 9.1). It was hoped this move would stimu-
late improved efficiency in health care and better respond to people’s
preferences. The USA has seen a somewhat different trajectory in that
choice and competition formed the central tenets of the private health
insurance market, which is characterized by less regulation than that
in other countries, and which covered 49% of the population in 2016
(Kaiser Family Foundation, 2018). However, similar to the European
settings reviewed here, choice and competition were also successively
introduced into public schemes such as Medicaid and Medicare from
the 1990s onwards.

In Germany, choice of insurer (statutory health insurance (SHI)
fund) was introduced by the 1993 health reform. From 1996 people
who were previously assigned an SHI fund based on their profession
or region of residence were able to freely choose an SHI fund of their
choice. At the time there were considerable differences in contribution
rates between different SHI funds, ranging between 9% and 18% of
gross monthly salary (Busse et al., 2017). Therefore, a risk-equalization
mechanism (RSA scheme) was introduced simultaneously to ensure
that SHI funds that covered a larger share of older people were not
disadvantaged because of the higher costs of their customer base.
The RSA scheme was further refined in 2009 to also incorporate
morbidity into the reallocation formula. All SHI funds are required
to offer a minimum benefits package, and the insured population has,
in principle, free choice of hospitals and office-based physicians in
ambulatory care. The number of SHI funds has fallen considerably
since the mid-1990s, from some 960 funds in 1995 to 113 in 2017,
because of mergers, mostly within groups of SHI funds (e.g. regional
funds). In 2016 the five largest funds insured almost 50% of the pop-
ulation (Statista, 2017a). Prices of most services are determined by
nationally agreed fee schedules, but insurers can negotiate lower prices
for pharmaceuticals, and larger funds have greater leverage in these
negotiations. Provisions for selective contracting were introduced in the
early 2000s and were initially restricted to integrated care programmes,
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Table 9.1 Owerview of insurance choice in Germany, Israel, the Netherlands, Slovakia, Switzerland and the USA (2017)

Selective Insurers
Number of contracting negotiate
Funding source insurers Market concentration allowed? prices
Germany”  Income-dependent 113 statutory Five largest SHI funds Yes (for Only
contributions health insurance hold 50% of statutory integrated care pharmaceuticals
(SHI) funds insurance market programmes)
Israel Taxes and income-dependent  Four health plans  Largest insurer holds Yes Yes
contributions about 54% of the market
Netherlands Income-dependent 26 health insurers ~ Four health insurers hold ~ Yes Most hospital
contributions (employers), about 90% of the market care
community rated premiums
(citizens)
Slovakia Income-dependent Three health Largest insurer holds Yes Yes
contributions insurers about 63% of the market
Switzerland  Community rated premiums 58 health insurers  Four insurers hold about  Yes (for managed Yes (managed
56% of the market care plans) care insurance
plans)
USA** Premiums/ contributions 1300 health Varies according to Yes Yes
insurance type of insurance (e.g.
companies Medicare, private)

Note: * only statutory insurance schemes, **total market for private insurance

Sources: Busse et al., 2017; De Pietro et al., 2015; Kroneman et al., 2016; Rice et al., 2013; Rosen, Waitzberg & Merkur, 2015;
Smatana et al., 2016
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although this stipulation was broadened with the 2015 health reform
which introduced other forms of selective contracting to strengthen
care coordination in the system.

In Israel, the health insurance system emerged from originally four
non-profit health insurers (Health Plans, HPs) that were established
between 1920 and 1940 by political parties or trade unions and that
insured their members and provided medical services. The planning,
regulation and supervision of the HPs was subsequently (1948) taken
on by the Ministry of Health, which also began to provide selected
health services and operate hospitals. Although health insurance was
still voluntary, by 1995 almost all citizens (96 %) had insurance, with
the insurer Clalit holding a 62% share of the market. At that time HPs
could define the range of benefits offered, as well as premiums; they
were also able to select applicants (Brammli-Greenberg, Waitzberg
& Gross, forthcoming). This changed with the 1995 national health
insurance (NHI) law, which provided for universal coverage and sought
to combine progressive financing (through taxes) and competition
in an equitable and sustainable manner. The NHI law established
health (and health insurance) as a right for all citizens and permanent
residents and guaranteed full freedom of choice among the four HPs
(Rosen, Waitzberg & Merkur, 2015). Since then, the four competing
HPs are responsible for providing and managing a broad benefits
package specified by government. Within the public system, HPs
provide care (as listed in the NHI benefits package) in the community
and they may purchase selectively inpatient and outpatient care from
hospitals. Residents are not able to opt out of the NHI system. HPs
do not compete on the level of price but on the basis of quality of care
and service quality, as well as on a co-payments rate (which must be
approved by the Ministry of Health) and voluntary health insurance
(VHI) packages.

The Netherlands moved in 2006 from a social health insurance
system that covered about two-thirds of the population, and in which
people with incomes above a certain threshold purchased private health
insurance, to one of managed competition. This move aimed to reduce
the emphasis on government regulation of health care supply, increase
efficiency through strategic purchasing and, ultimately, offer more
affordable and more patient-driven health care (Thomson et al., 2013).
Health insurance covers a comprehensive set of benefits for acute care.
All residents are required to purchase statutory health insurance from
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private insurers, and insurers must enrol all applicants. Insurers com-
pete on price for insurance policies, which cover a comprehensive set
of benefits for acute care. Insurers can offer lower premiums for basic
health insurance in exchange for charging higher voluntary deducti-
bles; the level of these deductibles is set by government and they are in
addition to the mandatory deductible all adults have to pay. The 2006
health reform also considerably increased the possibilities for health
insurers to selectively contract with health care providers and so offer
restricted or preferred provider insurance packages at a lower cost. The
role of this type of policy is increasing but it remains small in terms of
uptake. Some insurers waive the cost of the mandatory deductible if
preferred providers are chosen. Furthermore, those with lower incomes
are eligible to receive tax subsidies. The introduction of insurer com-
petition led to a wave of mergers and acquisitions of insurance funds
and by 2016 just four insurers held about 90% of the market (Vektis
Zorgthermometer, 2016).

In Slovakia, insurance competition was gradually introduced between
2002 and 2006. A controversial reform, it established private insurers
as purchasers of health care services and made them responsible for
ensuring health care to their insured population. The reform aimed at
more effective utilization of resources, to improve fairness and financial
sustainability, as well as transfer responsibility for the health system from
the state to the individual, health insurers and providers (Smatana et
al., 2016). Ownership regulation allowed both the state and the private
sector to be shareholders of health insurance companies. Changes in the
insurance market led to increased consolidation through mergers, from
seven health insurance companies to three in 2017: the state-owned
Vseobecnd ZP (General health insurance company), and two privately
owned insurers (Dovera and Union). Insurers do not compete on price
and, as the benefits basket is quite comprehensive, there is also limited
scope for insurers to compete for patients through, for example, offering
additional benefits. Purchasing is based on selective contracting and
health insurers can develop their own payment methods and set up their
own pricing policy towards contracted providers (Smatana et al., 2016).

In Switzerland, the 1996 health reform sought to enhance equity of
access to health insurance, to strengthen solidarity and to create incentives
for organizational innovation and expenditure control (Thomson et al.,
2013). The 1996 reform stipulated that all Swiss residents must purchase
basic health insurance, which covers a comprehensive basket of goods
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and services defined at the federal level. The insurance market is not as
concentrated as it is in the Netherlands as noted above, and in 2016 four
insurers held 56.3% of the market (Statista, 2017b). Insurers can offer
several ‘basic’ policies with standardized benefits; premiums are lower
for insurance policies with higher deductibles and those that only cover
managed care. All insurers are private; they must be non-profit-making
(although they can make profits from selling complimentary and supple-
mentary policies) and they must accept all applicants for membership
during specified open-enrolment periods. The cantons (states) provide
income-dependent tax subsidies to compensate those on low incomes
(De Pietro et al., 2015; OECD/WHO, 2011; Van Ginneken, Swartz &
Van der Wees, 2013). Similar to Germany, collective contracting remains
the dominant approach to purchasing care, and competition between
providers for contracts with insurers is limited. However, there is a
possibility for selective contracting within managed care arrangements,
the number of which is increasing rapidly. Thus, in 2014 about 24%
of the insured population were enrolled in some form of managed care
plan, involving some 75 physician networks or health maintenance
organizations (HMOs), up from about 8% in 2008 (Arztenetzerhebung,
2014). There are also network health insurance plans in which insurers
determine a list of physicians that patients can consult, while Telmed
models require patients to have a telephone consultation with a medical
call centre first before they may arrange an appointment with a medical
doctor in ambulatory care. In total, these ‘alternative’ forms of contracts
accounted for 63% of all contracts in 2014 (BAG, 2016c¢).

In the USA, the largely unregulated private insurance market for
employer-based insurance mainly includes three categories of private
insurer, namely health maintenance organizations, preferred provider
organizations, and high-deductible health insurance plans (Rice et al.,
2014). As noted, in 2016 some 49% of the population were covered
through their employer by a private health insurance. In addition,
Medicare, the public insurance programme for people aged 65 years
and older and for disabled persons, covered 14% of the population,
while Medicaid, which covers those under a certain income threshold,
covered 19% (Kaiser Family Foundation, 2018). The 2010 Affordable
Care Act (ACA) introduced major insurance coverage expansions from
2014, and this has increased the share of the population with insurance.
Provisions included the requirement that most Americans purchase
health insurance (subsequently repealed, effective as of January 2019);
the introduction of health insurance market-places, or exchanges, which
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offer premium subsidies to people with lower and middle incomes; and
the expansion of Medicaid in many states, which involved raising the
income threshold for eligibility to increase coverage for low-income
adults. The state-based exchanges can be seen as a first attempt to
establish managed competition in the individual insurance market in
that all health plans sold through this marketplace must meet minimum
standards (‘essential health benefits’). Their structure and supporting
regulation resemble the Dutch and Swiss regulated insurance models
(Van Ginneken & Swartz, 2012; Rice et al., 2014). The Medicaid
expansion and the exchanges (along with other provisions) together are
colloquially referred to as Obamacare. Insurers negotiate prices with
provider groups for services provided by in-network providers. There is
a large number of insurers in the USA who offer an even larger number
of insurance policies. Generally, there is an open enrolment period once
a year, and people can switch insurer during that period. With a few
notable exceptions (i.e. state-based health insurance exchanges), private
health insurance policies are rarely standardized.

Type of choice and tools to support choice

Table 9.2 provides an overview of the types of choice offered in the
reviewed countries. Slovakia offers the least choice, such that people
can choose the insurer only. The Netherlands and Switzerland offer
a greater level of choice, in that people may choose the insurer, the
premium level and predefined levels of deductibles (and so pay a lower
premium overall). Insurers in these countries also offer various (risk-
rated) VHI policies, which they can use, in theory, to attract people to
(or deter them from choosing) the basic insurance package they have
to offer. Furthermore, as noted above, both countries allow limited
network (preferred provider-type) health insurance policies, which offer
restricted provider choice for a lower premium. In Germany, people
have somewhat greater choice among SHI funds, with insurers per-
mitted to charge a supplementary (income-dependent) premium above
the legally set contribution rate (14.6% of gross monthly salary from
20135, shared equally between employers and employees), although in
reality the differences in rates are comparatively small, ranging from
14.9% to 16.3% in 2018 (Krankenkassen Deutschland, 2018). SHI
funds may also offer benefits in addition to the statutory benefits pack-
age. Furthermore, people can choose optional insurance policies, for
example covering disease management programmes, optional deductibles
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Table 9.2 Type of choice in basic insurance in Germany, Israel, the Netherlands, Slovakia, Switzerland and the USA

Insurance Fixed or Basic insurance Limited network
premium/ minimum Cost-sharing providers also  (preferred provider)
Insurer contribution level  benefit package requirements offer VHI policies available
Germany Yes Yes Minimum Bonus plans (e.g. Yes No
deductible in exchange
for bonus)
Israel Yes Not applicable Minimum Co-payment rates Yes No
Netherlands  Yes Yes Fixed Deductible level (in Yes Yes (budget policies)
exchange for lower
premium)
Slovakia Yes No Fixed No No No
Switzerland  Yes Yes Fixed* Deductible level (in Yes Yes (managed care
exchange for lower insurance plans)
premium)
USA Yes Yes Varies Varies Yes* Yes

Note: *Mainly Medicare (Medigap)
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in exchange for a bonus, or no-claims policies. In 2016 about 25% of
people with statutory insurance had opted for one of these optional
policies (GBE, 2017).

In Israel, residents have a choice of insurer, additional benefits, cost-
sharing levels and (community rated) VHI policies. For example, health
plans may offer services or cover drugs that go above and beyond the
legally mandated benefits package that all health plans have to offer,
although individuals may not be aware about the differences between
the ‘voluntary’ benefits offered by insurers. Individuals can also choose
among different co-payment rates offered by health plans. There are
slight differences among insurers, but here too individuals may not be
very aware of them.

Among the countries reviewed here insurance choice is greatest in
the USA. With a few notable exceptions, insurance benefits covered by
private insurance policies vary considerably and people are therefore
required to trade-off price (premium level), cost-sharing requirements
(deductibles, co-payments, co-insurance), benefits and prescription
drugs covered, as well as breadth and quality of provider networks
covered by the individual plan. The public insurance scheme Medicaid
is a jointly administrated state—federal programme and insurance choice
options (if any) may vary from state to state, with some but not all
offering Medicaid beneficiaries a choice of insurer as part of managed
care plans that restrict choice of providers within their networks. In the
public Medicare programme, beneficiaries may choose between private
sector Medicare (Medicare Advantage) or traditional Medicare (federal
government-administered). Medicare beneficiaries also have the option
to purchase supplementary VHI policies (known as Medigap plans) to
cover costs not covered under the regular (original) Medicare, and these
offer varying benefits, co-payments and deductibles (Rice et al., 2013).

The reviewed countries have introduced a range of tools both to
support consumers in making informed choices and to avoid market
failures due to information asymmetries. For example, in 2014 the Israel
Ministry of Health launched a website, Call-Habriut, which provides
independent, open and up-to-date information about insurance options,
including VHI (benefits, eligibility conditions, co-payments set by HPs
and VHI, etc.). There are plans to also include information about for-
profit VHI, and to offer this information in additional languages such
as Arabic and Russian. The launch of the website was accompanied by
an advertising campaign for the public. The aim is to enhance people’s
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knowledge of and awareness about their rights and eligibility to benefits,
and so enable them to demand these from insurers; if refused, they can
refer the case to the Ministry of Health.

In Germany, the Netherlands and Switzerland, webportals operated
by private non-profit or for-profit organizations are the most impor-
tant sources for comparative information about health insurers. They
provide tailored information on insurance options, including benefits
covered, contribution rates and VHI options. In the Netherlands, the
government-operated portal KiesBeter.nl (‘Choose better’), set up in 2005
to assist service users to choose between different health care providers,
previously also provided independent information on health insurance
policies but this was discontinued from 2013, based on the argument
that there was a sufficient number of alternative, independent webportals
available providing these data. This move was followed by some debate,
with newspaper reports on widely differing recommendations for health
insurance policies by different webportals using the same service user
profile, highlighting that people may not be able to judge the degree to
which these portals are indeed independent (Van Ginneken, 2016). In
Switzerland, the government’s online portal also provides general infor-
mation on health insurance, but a more widely used source is comparis.
ch, a leading commercial Swiss online portal providing comparative infor-
mation on a range of services, including health insurance. Comparative
information is freely accessible; health insurers pay a commission in the
range of CHF 40-50 (€37-46) for every request for a quote through
the comparis portal (Comparis, 2017). In Germany, there are various
webportals hosted by different organizations, including those providing
general service comparisons (e.g. check24 and verivox), as well as portals
providing comparative information on health insurance specifically (e.g.
krankenkassen.de and krankenkassenvergleich.de).

In the USA, there is a range of webportals providing comparative
information on employer-based insurance policies (especially for large
employers) and Medicare; these portals also provide some data on
patient satisfaction. Employers often act as agents for their employees
by providing information about provider quality on a webportal and
they may coordinate with insurers to encourage employees to utilize
recommended preventive care. Many of the aforementioned state-based
health insurance exchanges that were established under the ACA also
provide webportals and tools to support consumer choice. The quality of
navigation tools, particularly those offered by employers, varies greatly.
Both Medicare and the health insurance exchanges provide extensive

https://doi.org/10.1017/9781108855464 Published online by Cambridge University Press


http://KiesBeter.nl
http://krankenkassen.de
http://krankenkassenvergleich.de
https://doi.org/10.1017/9781108855464

Choosing payers 241

tools to compare both the cost and the quality of insurance options.
For example, the Medicare Part D Plan Finder, used by beneficiaries
to choose prescription drug coverage, arrays plan choices from lowest
to highest total estimated annual costs, and provides quality measures
through a star rating system based on a number of measures grouped
into five categories: staying healthy through screening tests and vaccines,
managing chronic conditions, member experience with the health plan,
member complaints and customer service (US Department of Health
and Human Services, 2016). The insurance exchanges, which target a
more vulnerable population, use so-called navigators to help consum-
ers as well as small businesses and their employees in their search for
health insurance policies. They also assist in completing eligibility and
enrolment forms; the information and support tools are required to be
unbiased and free to consumers.

Slovakia is the only country among those reviewed where a dedicated
website to help people choose health insurance has not been estab-
lished. This is perhaps due to the limited scope of choice. The Health
Care Surveillance Authority, which among other things is responsible
for supervising public health insurance in Slovakia, publishes data on
waiting times for all specialties and individual insurers that people may
use to make their decision.

Do people use available tools to support choice and do they
exercise choice?

Much of the literature on how people exercise choice of health insurer
originates from the USA, but there is also increasing evidence from the
Netherlands and Switzerland. An important consideration is under-
standing whether people know how to exercise choice in the first place
and how to move (switch) between insurers in practice. This requires
knowing where to find relevant information, which, given that web-
portals are the prime source for information as noted above, may be
especially challenging for people who do not have access to the internet
or who are not able to use it (Sinaiko, Eastman & Rosenthal, 2012).
Evidence further suggests that webportals should offer simple options,
because too many options may be overwhelming and lead to confu-
sion and inertia (staying with the same insurer), as has, for example,
been documented for Switzerland (Frank & Lamiraud 2009) and the
USA (Hanoch et al., 2011; Barnes et al., 2012; Zhou & Zhang, 2012;
Abaluck & Gruber, 2013).
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Indeed, in Switzerland in 2013 there were 58 insurers offering about
287 000 different insurance policies, with options varying by region
(canton), the type of policy (e.g. managed care or combined accident
insurance), and price, including the level of the (voluntary) deductible or
whether it offers a no-claims bonus (BAG, 2016a; BAG, 2016b). In the
Netherlands, the 26 health insurers (2014) offer 71 policies, which increases
to 5940 insurance combinations when also considering VHI policies and
deductible options (NZA, 2016). The Medicare Advantage programme in
the USA varies by geographic area, averaging 19 insurers in 2016 (Kaiser
Family Foundation, 2018) but as benefits are not standardized above a
legally defined minimum benefits basket it is difficult to compare the relative
value of the resultant variable insurance policies on offer. The state-based
insurance exchanges offer various choices, ranging from a single insurer in
five states to 15 insurers in Wisconsin in 2015 (with typically 67 insurance
policies from which people can choose) (US Department of Health and
Human Services, 2016). Conversely, in Slovakia and Israel people can
only choose between three and four insurers, respectively.

Information on whether people exercise choice of insurer can be
inferred from the rate of switching between insurers. Generally, the
evidence suggests that switching rates range between a low of under
2% of the insured population in Israel (Ministry of Health, 2016b) to
about 5-10% in Switzerland (FOPH, 2014). Switching rates tend to
be high directly following the introduction of choice policies creating a
(temporarily) volatile market, such as observed in Israel during 1995-97
subsequent to the 1995 NHI law and in the Netherlands after the 2006
health reform. However, usually switching rates fluctuate only within
a limited range. For example, in the Netherlands from 2011 switch-
ing rates varied between 5.5% and 8.2% (Vektis Zorgthermometer,
2016), although it should be noted that the majority of people in the
Netherlands switch as part of a collective group, that is, not as a result
of their individual choice but rather that of their employer. Thus, at
individual level rates have fluctuated between only 1.6% and 2.6%
during the same period. In Slovakia, switching rates have been below 5%
since 2007 (Smatana et al., 2016), while in the USA, switching between
Medicare Advantage insurers appears to be within a similar range as
those seen in Switzerland (Rice et al., 2014). In Germany, official data
on switching between SHI funds are not available. A survey of just over
2000 insured people in 2015 found that only 3.2% had switched their
SHI fund in the preceding year, with another 3% seriously considering
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doing so (Zok, 2016). However, it is important to note that some 40%
of respondents reported to have switched their SHI fund in the past.

Interpreting switching rates remains challenging. Low rates could be
taken to mean that insurance competition is not effective in achieving
the goal of improved quality and cost of care. At the same time, high
rates could imply increased transaction costs and prices, and, more
importantly perhaps, they might discourage investment by insurers
in health promotion and prevention, or the development of care pro-
grammes. Yet from the insurers’ perspective, the prospect of even a small
proportion of people switching to another insurer could trigger action
to counteract people leaving. It is therefore important to understand
which factors matter to people when they decide to switch insurer and
whether switching rates impact on care quality and cost.

Who switches insurance policy and what are their motivations
for doing so?

Empirical evidence from Germany, the Netherlands, Switzerland and
the USA shows that people who switch insurers are mostly likely to be
young, male, healthy and well-educated (Boonen, Laske-Aldershof &
Schut, 2016; Thomson et al., 2013; Rooijen, de Joong & Rijken, 2011;
Lako, Rosenau & Daw, 2011), although there are exceptions as the
experience from Israel demonstrates (Box 9.1).

Box 9.1 Observed health insurance switching patterns in Israel

In Israel, data from the Ministry of Health show that unlike in
other countries, switching between insurers is relatively more
common among lower-income individuals (Figure 9.1). This was
first observed by Shmueli, Bendelac & Achdut (2007) who found
that in 2005-06 young people were more likely to switch insurer,
as well as people on lower incomes, and those receiving income
maintenance or unemployment benefits (controlling for age and
gender). Switching rates were also found to be higher for persons
who had a greater number of children under the age of 18 years.
The authors explained these observations by implicit risk-selection
strategies inherent in the risk-adjustment system, in which children
represent a “predictable profit” under the formula which overcom-
pensates for this age group.
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Box 9.1 (cont.)
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Figure 9.1 Switch rates in Israel by socioeconomic status (SES) of place
of residence, 2015 (1 = lowest SES, 10 = highest SES)

Source: Ministry of Health, 2016

Available evidence suggests that where people do exercise choice by
switching between insurers, this appears to be rarely motivated on the
basis of quality of contracted care (providers). Table 9.3 summarizes
the findings of a range of studies carried out in Israel, Germany and the
Netherlands that have sought to understand the reasons for switching
insurers among the eligible population. Thus, the main reasons included
dissatisfaction with the services provided by the current insurer, the
range of benefits covered, and price. Data from 2016 from Israel also
provide insights into reasons for staying with the current insurer. Some
13% of respondents to a national survey (aged 22 years and over)
indicated that they had considered switching insurers in the preceding
year but ultimately remained in the health plan. The main reasons for
not switching included: administration (switching procedure and loss
of rights) (52%); thought that all health plans are the same (11%);
wanting to remain with their physician (9%); proximity to health
plan’s clinic (7% ); satisfaction with staff and services (6 %); wanting to
remain in the same health plan as their family (5%); waiting times for
specialists (5% ); uncertainty about the continuity of benefits/eligibility
and the price of supplemental VHI offered by other health plans (4%);
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Table 9.3 Reasons for switching insurer

Reasons for switching (% of respondents, where
Country applicable)

Israel (2016)® * dissatisfaction with staff and service (20%)

» wanted a specific physician not contracted by their
current insurer (19%)

» wanted to belong to the same health plan as their
family (18%)

» wanted to visit a closer clinic that was not contracted
by their current insurer (12%)

* financial considerations (9%)

» wanted better quality of care and professional
standards (9%)

» wanted broader scope of services and providers (7%)

* shorter waiting times and less bureaucracy (6%)

Germany (2015)>  « price (34%)
« offered benefits (26%)
 service of the sickness fund (17%)

Netherlands * a collective offer (e.g. from the employer)
(various years)* * dissatisfaction with the premium of the package offered
* dissatisfaction with the coverage of the complementary
insurance
* dissatisfaction with the coverage of the package offered
* dissatisfaction with the service of the insurer
* dissatisfaction with the premium of the collective offer

Sources: * Brammli-Greenberg, Medina-Artom & Yaari, 2017; " Zok, 2016;
¢Boonen, Laske-Aldershof & Schut, 2016; Lako, Rosenau & Daw, 2011; Rooijen,
de Jong & Rijken, 2011

and about the value of switching (2%) (Brammli-Greenberg, Medina-
Artom & Yaarj, 2017).

There is only limited evidence from Slovakia, with some suggestion
that waiting times for selected procedures can potentially influence
choice. However, many people choose the state-owned General health
insurance company as it is perceived to be the least likely to ‘skimp’ on
the quality of reimbursed care (Smatana et al., 2016).

In the USA, a small number of studies examined the role of quality
information included in health care report cards on choice of insurer
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and of provider. They found that report cards most commonly impact
on the quality of services provided by health insurers but not necessarily
on the quality of care delivered by contracted providers. Impacts are
not large, however, and any effects will be limited to those who make
use of the information presented in report cards (Rice & Unruh, 20135).

As indicated by the data from Israel reported above, one important
consideration for the decision to switch insurer involves arrangements
for (supplementary) VHI on offer, an issue of concern for people in the
Netherlands and Switzerland also. In Israel, although VHI policies are
community rated, individuals may refrain from switching insurers to
avoid losing access to covered services, because this generally involves
a waiting period of up to 12 months after purchasing VHI. The latter
has recently been rectified in that insurers allow for enrolment in VHI
without restricting access to benefits by means of a waiting period. In
the Netherlands and Switzerland people with VHI may be reluctant
to switch insurer out of concerns that they will not be able to access
similar VHI benefits from another insurer of a comparable price and
comprehensiveness (Dormant, Geoffard & Lamiraud, 2009; Duijmelinck
& van de Ven, 2014).

Do people make ‘good’ choices?

Several studies have examined the degree to which people make choices
of insurer that serve their own interest with regard to price and care
quality. However, as noted earlier, in most settings exercising informed
choice requires a good understanding of a myriad of insurance terms
such as deductibles, co-payments, out-of-pocket maximum, and managed
care, along with the range of benefits covered (health insurance ‘literacy’).

Studies set in the USA showed only low to moderate levels of health
insurance literacy among the adult population (Loewenstein et al., 2013;
McCormack et al., 2009). For example, a survey of adults aged 25-64
years found that only 11% of respondents could correctly answer an
open-ended question about out-of-pocket liability from a hypothetical
four-day hospital stay; respondents were provided with an overview
table of benefits and the authors deemed the question to be “relatively
simple” compared to other questions (Loewenstein et al., 2013). In
Israel, a national cross-sectional survey of a random sample of the Jewish
and Arab population found that knowledge about supplementary VHI
contents and terms was generally low (Green et al., 2017).
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As noted above, quality of contracted care seems to play a minor
role when individuals make insurance choices and studies investigating
whether people that use care quality information make insurance choices
to their advantage are lacking. Although cost appears to play a greater
role, the literature suggests that people do not always appear to make
optimal choices on the basis of price, and they may choose a more
expensive insurance policy than needed. Moreover, people tend to pay
more attention to the level of insurance premiums instead of trading
this against cost-sharing requirements. While it may be the case that
some people knowingly choose to pay higher premiums at the price of
a lower deductible, it is likely that most do not act in their best interest
(Bhargava, Loewenstein & Sydnor, 2015; Gaynor, Ho & Town, 2015;
Zhou & Zhang, 2012). For example, Van Winssen, van Kleef & van de
Ven (2015) estimated that nearly half of the Dutch population would
be financially better off if they had chosen a voluntary deductible (on
top of the mandatory deductible), but in 2014 only 11% had done so.
Cost considerations and trade-offs will be of less concern in Israel and
Slovakia, where insurance policy options do not involve large financial
incentives.

Has insurance choice led to novel person-centred care
arrangements (and for which group of people)?

The question about whether insurance choice has encouraged insurers
to invest in more person-centred services can be answered at two levels:
first, whether insurers have tailored their customer services and health
insurance policies to (certain) population groups and in what way,
and second, whether insurers have organized and purchased new care
arrangements for (defined) population groups.

In response to the first point, available evidence shows that in all
reviewed countries, insurers have sought to tailor their services and
(additional) benefits to attract certain groups of people, through, for
example, offering special membership rates for diabetes patient groups.
Risk-adjustment schemes play a key role in making certain population
groups more attractive to insurers and thus increasing the likelihood
of a tailored policy and care arrangements. For example, the risk-
adjustment scheme in place in Israel only considers age, gender and
place of residence and, as we have noted earlier, the capitation for-
mula overcompensates people with a greater number of children and
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older men, and undercompensates older women (Brammli-Greenberg,
Waitzberg & Glazer, 2017). As a consequence, insurers in Israel com-
pete for children and men, and they have developed and enhanced their
offers of specific services for children, such as developmental tests and
treatments, and mental health services. Moreover, insurers advertise to
attract large young families in particular (Shmueli, 2015). Conversely,
the risk-adjustment systems disincentivizes attracting older women
while possibly incentivizing ‘skimping behaviour’, meaning that they
reimburse fewer services, although until now there is no hard evidence
that such behaviour is realized in practice.

In the Netherlands, where a more sophisticated risk adjustment
system has been implemented (Van de Ven et al., 2013), several strate-
gies are being used to attract certain population groups. For example,
while previously insurers could negotiate collective group contracts with
employers only, the 2006 health reform introduced the possibility to
also negotiate collective contracts with any group of individuals directly
(following successful lobbying by the Dutch Patients Federation). By the
end of 2007, two years after the implementation of the health reform,
patient groups had negotiated around 40 collective contracts (Van
Ginneken, Busse & Gericke, 2008), and this number had risen to 155
in 2015 (NZA, 2016). However, some (often smaller) chronic disease
patient groups did not manage to secure a collective contract. This means
that the risk adjustment scheme only inadequately compensates for these
groups of patients to make them sufficiently attractive for insurers. It
has been estimated that in 2014 insurers were undercompensated by
an average of €331 per person per year for the 31% of the population
who reported at least one chronic condition (Van de Ven, van Kleef &
van Vliet, 20135).

In Slovakia, the two privately owned insurers also focus their mar-
keting efforts on the young and healthy (Smatana et al., 2016). They
have also introduced policies covering prevention and maternity care
in an attempt to attract women specifically and to encourage them to
register their newborn babies with them. These initiatives are, however,
quite limited and not rolled out nationally.

Evidence in support of the question of whether insurance choice has
led to the organization and purchasing of more person-centred care
arrangements is difficult to assess. In Switzerland, the emergence and
strong growth of managed care insurance policies (including HMOs and
physician networks) could be seen as the result of insurance choice. Yet
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it is equally plausible that the risk-adjustment system in place does not
sufficiently take account of the risk of ill health in the Swiss population
since insurers are able to offer cheaper managed care type insurance
policies to the young and healthy, while people at higher risk of ill health
tend to remain covered by traditional health insurance policies (Beck
et al., 2010). In the Netherlands, an evaluation found that insurers are
reluctant to invest in more appropriate care models for high-cost (mostly
chronic) patients (KPMG, 2015), yet it is this group that is most likely
to benefit from more integrated care arrangements. In general, lack of
investment in appropriate care models for high-cost patient groups is
difficult to prove as it is unknown whether insurers would act differently
if the incentive system was structured in favour of ‘high risks’ (Van de
Ven, van Kleef & van Vliet, 2015).

In Slovakia, the private insurer Dovera implemented the MediPartner
project that virtually integrated general practitioners (GPs) with the
rest of the network of providers, and gave GPs a virtual budget to
manage patients along the care pathway. The project was piloted in
certain regions in the eastern part of Slovakia and although it achieved
significant cost savings, these were often allegedly associated with
under-provision of care; for example, GPs received a bonus if they did
not refer patients upwards.

Most reviewed countries are increasingly experimenting with disease
management programmes, managed care arrangements and integrated care
initiatives more broadly, with the goal of providing more person-centred
care, but these experiments are not necessarily linked to, nor indeed
emerged as a result of, insurance choice. For example, in Germany the intro-
duction of disease management programmes in 2002 was mandated by law
as a means to improve the quality of care for people with chronic disease,
in particular the prevention of long-term consequences and complications,
and to ultimately reduce the costs of care (Nolte, Knai & Saltman, 2014).
Elsewhere, relevant approaches also typically had improvement of quality
of care at their core, while frequently also aiming to enhance efficiency
and, in some instances, reduce utilization and costs. The USA has seen
an increase in accountable care organizations, encouraged by provisions
in the 2010 Affordable Care Act. Accountable care organizations are
consortia of providers who agree to work together to coordinate care for
patients across health systems and settings. While initially implemented
in the context of Medicare, they are becoming increasingly common in
the private insurance sector as well (Barnes et al., 2014).
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Does insurer choice or competition lead to improved patient
satisfaction or better care quality?

It has been suggested that countries with social health insurance systems
are more responsive to people’s expectations and show higher satisfaction
levels when compared to countries with tax-funded systems (Busse et al.,
2012). Clearly, this is not seen to be the result of the funding mechanisms
or levels per se, but is based on the assumption that countries with social
health insurance place more emphasis on consumer orientation, which
includes choice of provider and purchaser, clearly defined entitlements
and patient rights (Busse et al., 2012). It is not possible to say how
much insurance choice contributes to this difference, and it may well be
caused by other factors. These generalizations, therefore, should be made
with great caution as considerable methodological issues remain with
regard to the measurement and interpretation of satisfaction and lack of
standardization of this term across countries, regions and even insurers.

The countries reviewed have a tradition of insurance choice and
competition, which perhaps explains why no studies have looked at
whether (increased) choice has led to improved patient satisfaction
or care quality. Most insurers in most countries monitor satisfaction
with their services, and satisfaction levels generally seem to be quite
high (Busse et al., 2017; De Pietro et al., 2015; Kroneman et al., 2016;
Rice et al., 2013; Rosen, Waitzberg & Merkur, 2015; Smatana et al.,
2016). Earlier sections of this chapter have shown that where choice is
exercised, this is often not based on considerations of quality, which can
lead to opting for insurance policies that are not necessarily in people’s
best interest. Therefore, it is doubtful that the signals that are given by
those switching will stimulate insurers to organize and purchase higher
quality care. It could perhaps be argued that risk adjustment systems
in place are more relevant in terms of ensuring that insurers contract
for quality of care for certain groups than choice and competition.
Indeed, systems could provide incentives for insurers to focus on spe-
cific population groups, although as a sole mechanism this is unlikely
to automatically increase the quality of care.

Conclusions

Choice is valued by people and can contribute to ensuring that insurers
offer better consumer services. But overall, there is little evidence that
supports the notion that insurance choice has led to higher quality care or
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was a pivotal factor in the emergence of person-centred care arrangements
in the six countries reviewed in this chapter. Available evidence points
to the difficulty that people face in making informed insurance choices.
Although switching rates are generally low, they should be sufficient to
‘nudge’ insurers in a certain direction if people exercise choice on the
basis of the quality of the care covered by the insurance policy. This is
not the case, however, given that the quality of contracted care as part
of a given health insurance policy continues to play only a marginal role
in the selection of insurer. This could change if more meaningful data
on the quality of care became available and if they were presented in a
transparent and easy-to-understand manner that would allow people
to make better-informed choices. Even in terms of the cost of a given
insurance policy, which is more often a factor in switching, evidence
shows that people do not tend to select the highest value insurance plan.
Indeed, the many insurance options and concepts in some countries
require a level of health insurance literacy that may not be present. For
these reasons, it is doubtful whether the signals given by the switchers
are sufficient to motivate insurers to purchase better quality care.

At best, insurance choice may have led to increased satisfaction of
patients with the services of their insurers and perhaps better-tailored
health insurance policies in terms of benefits and services offered. It
should be noted, however, that risk-adjustment plays a key role and
the way the risk adjustment system compensates for certain popula-
tion groups may be a more important factor in determining the range
of policies offered by insurers, rather than insurance choice as such.
Even in the Netherlands, which has one of the most sophisticated risk
adjustment schemes (Van de Ven et al. 2013), there are identifiable
population groups that remain less attractive for insurers because of
the associated costs that are not sufficiently compensated for within the
existing scheme. These are often people with (complex) chronic con-
ditions who would benefit the most from more integrated care service
arrangements. Therefore, risk selection still seems to be a much more
profitable strategy than developing person-centred care arrangements
for high-cost patients. Risk adjustment schemes that allow for improved
risk sharing arrangements between insurer and regulators or involve
overcompensating for certain risk combinations could potentially
stimulate insurers investing in more advanced care arrangements for
related population groups (Van Barneveld et al., 2001; Van Barneveld,
van Vliet & van der Ven, 2001; Van de Ven, van Kleef & van Vliet,
20135; Van Kleef, van Vliet & van de Ven, 2016).
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The question of whether countries should use insurance choice as
a means to achieve more person-centred care has no easy answers.
Countries would be well advised not to overestimate its impact on
person-centredness or ultimately the quality of care. They also should
not underestimate the wider implications of insurance choice and com-
petition for health systems. These include the limited negotiation power
of multiple insurers vis-a-vis providers (especially when compared to
a single payer), increased administrative burden, incentives that may
undervalue public health, and a possible further fragmentation of the
system, which is likely to undermine rather than promote more person-
centred care. There may be more effective ways to improve patient cen-
tredness in a given system. One is to better involve consumer and patient
groups in the governance, design, operation, learning and purchasing
decisions of insurers. Moreover, a range of regulation and accountability
mechanisms exist that may be more effective in encouraging the develop-
ment and adoption of person-centred care models. There is also a need
to better understand the degree to which the population understands
and values insurance choice, with regular debates in the Netherlands,
Slovakia, Switzerland and the USA about the possibility of switching
to a single national health insurance fund, a topic that was subject to a
referendum in the case of Switzerland in 2014 (De Pietro et al., 2015).

That said, countries contemplating the introduction of (more) insurer
choice and competition should take the following lessons to heart. First,
periodic choice should be structured, simple and individualized and per-
haps narrowed to a smaller number of options. Second, there should be
regular monitoring and presentation of information on satisfaction with
insurance services, on the quality of care provided under health insur-
ance policies, and on the benefits covered and prices. Third, webportals
that provide information to support people in making choices should be
independent and transparent, an issue that will be especially important
in the case of for-profit providers. Fourth, people should be given the
opportunity to purchase mandatory insurance separately from additional
VHI arrangements, and this should be enforced and monitored closely.
Although this is the case in the reviewed countries, people are not always
aware of these options. Fifth, there is a need for regularly improving and
updating the risk adjustment system to minimize gaming and optimize
incentives for insurers for contracting person-centred services. Finally, the
use of navigators to assist consumers in making their choice and enrolling
with insurers may help people to exercise more informed choices.
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1 O The service user as manager of care:
the role of direct payments and
personal budgets

NICK VERHAEGHE

Introduction

Direct payments and personal budgets have gained prominence in
a range of countries as a means to strengthen the role of people in
their own care and support (Gadsby, 2013). The origin of personal
budgets can be traced to the independent living and disability rights
movements in western countries in the 1970s that argued for greater
self-determination and the right of people with disabilities to make
decisions about the services that affect their lives. Subsequently, the
concept of ‘user-directed care’ (which includes personal budgets and
direct payments) was widened to include other target populations
such as older people and people with long-term care needs, and, more
recently, to health care (Gadsby, 2013; Kodner, 2003; Tilly & Wiener,
2001). Most commonly, personal budget schemes were introduced
as part of a move towards personalization of care promoting choice,
independence and autonomy by giving individuals control of a budget
to purchase services to tailor their care to meet their specific needs
(Gadsby, 2013).

This chapter traces the evolution of personal budgets and similar
schemes in health and social care, describes the different types of
scheme that have been implemented in different countries, explores
the approaches that have been used and the goals different schemes
are pursuing, and assesses the evidence of the impact of personal
budgets and similar schemes on outcomes and their role towards more
person-centred health systems. The chapter concludes with a set of
recommendations to inform further research and policy. The chapter
will not address ‘medical savings accounts’ which have emerged in a
different context in response to concerns around inefficiencies in the
private health insurance market, such as escalating costs, moral hazard,
adverse selection and gaps in coverage (Hsu, 2010).
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Personal budgets: defining terms and concepts

The terminology of what can be broadly subsumed under the heading
of personal budgets varies widely across countries and includes, in
addition to ‘personal budgets’ (Germany, the Netherlands, England),
and ‘direct payments’ (England), concepts such as ‘cash and counseling’
(United States of America), ‘cash payments for care’ (Germany), ‘cash for
care’ (France), ‘personal assistance budgets’ (Belgium), ‘cash payments’
(Austria), ‘home care service vouchers’ (Finland), ‘assistance allowances’
(Sweden), ‘individualized funding’ (Canada) and ‘consumer directed care’
(Australia), among others (Forder et al., 2012; Kaambwa et al., 2015).

As the terminology varies, so do the nature, scope and target popu-
lations of the different schemes that have been implemented in different
countries. This variation reflects, mainly, differences in contexts between
countries in terms of structures, organization, and financing of health
and social care systems, along with differences in societal values and
cultures. At the same time, personal budgets and related schemes share
some commonalities, in general seeking to promote choice, independence
and autonomy, and the personalization of health and social care more
broadly (Alakeson et al., 2016). For ease of flow, this chapter uses the
term ‘personal budgets’ throughout as an overarching concept, which
we define as ‘an amount of money to be spent by individuals to purchase
services to tailor care to meet specific needs’.

Independent from the type of model used, Gadsby et al. (2013)
identified four ‘primary’ motivations for introducing personal budget
schemes including: (1) giving individuals more choice; (2) expanding the
options for care; (3) improving outcomes; and/or (4) reducing expendi-
tures. Underlying these motivations is the assumption that more choice
will lead to greater autonomy, which will in turn improve outcomes
at lower costs. Other motivations may include efforts to reduce the
fragmentation of services, to stimulate private sector provision, or to
improve the family’s capacity to take on caring responsibilities (European
Platform for Rehabilitation, 2013).

As noted, by allowing individuals to decide on how to spend an
allocated budget, they have — at least in theory — more choice, control
and flexibility over the services they wish to use and that best meet their
individual needs (Gadsby, 2013). In practice, however, the degree to
which people have choice and control varies. In general, two models can
be identified (Alakeson, 2010). At the one end there are ‘open models’.
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In such programmes, individuals are allocated cash payments that they
can choose to spend how they wish, and there are few or no accounting
mechanisms in place. The only condition is that the individual must
obtain adequate care and this is monitored at regular points in time.
Examples of such models can be found in Austria, Germany and Finland
(Alakeson, 2010). At the other end are the ‘planned or budgeted models’.
These programmes provide for a more direct connection between an
individual’s needs and the goods or services purchased. There are a
number of restrictions on how the money can be spent, in that individ-
uals must account for purchases against an approved spending plan by
regularly submitting a record of the purchases, or limitations may exist
in the types of goods or services that can be purchased. Examples of this
type of model can be found in Canada, England, the Netherlands and
the USA. Personal budget schemes may also contain elements of both
models, such as in Belgium or France (Alakeson, 2010).

There are different ways in which personal budgets can be managed.
These are:

1. direct payment model (or direct payments): the individual as the
budget holder receives a cash payment or vouchers to purchase
services or support (Health Foundation, 2010);

2. third party payment model: the budget is held by a third party
service (for example, a professional, care manager or broker) who
will assist the individual to access funding; service provision is mon-
itored according to an approved care plan (European Platform for
Rehabilitation, 2013);

3. notional budget model: commissioners are responsible for purchas-
ing services, but the individual is aware of the treatment or service
options and the corresponding costs (Welch et al., 2016); and

4. combined model: this model combines one or more features of
models 1-3.

Personal budgets in practice: an overview of country
experiences

This section provides an overview of recent developments in per-
sonal budgets and related schemes in Australia, Belgium, England, the
Netherlands, Scotland, Sweden and the USA. This selection of coun-
tries was informed by an earlier analysis of such schemes in England,
Germany, the Netherlands and the USA by the Commonwealth Fund
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(Alakeson, 2010), and broadened to also include countries for which
information was available in English or Dutch. Germany was excluded
as there was only little published information in English available. We
excluded Canada from this analysis as disability policy and service
provision are determined at the provincial level, with different solutions
developed across provinces, making an overview of Canada difficult. We
recognize that other countries have also introduced personal budgets or
similar schemes — including Austria, Denmark, Finland, France, Italy
and New Zealand — but we were unable to identify sufficiently robust
information that would allow satisfactory presentation of these schemes.
The principal features of each scheme are summarized in Table 10.1.
As highlighted earlier, countries differ in the nature and scope of personal
budget models and in the drivers behind the introduction of such schemes.
Overall, however, the main idea or driver is to place the individual,
who receives a certain amount of funding, at the centre of the process
of identifying needs and making choices over the services they expect to
best meet their needs. Other drivers include, among others, cost savings
(Australia), reducing care home admissions (Belgium), and strengthening
the private sector and diversification in the care market in particular,
so increasing service options (the Netherlands). Differences with regard
to organizational boundaries, eligibility criteria, funding structure and
target populations were also observed. For example, target populations
differ in terms of age group (‘older people’ in Australia, ‘youth’ in the
Netherlands), in terms of care needs and nature of ‘disability’ (e.g. ‘long-
term care needs’ in Belgium, England and the USA; ‘physical or mental
disabilities’ in Sweden, ‘psychiatric problems’ in the Netherlands). In
all but one country (Australia), the budget can be managed in more
than one way (e.g. direct payments and budgets held by third parties
in England, the Netherlands, Scotland, Sweden and the USA). There is
a tendency in the literature to use different terms as they relate to the
person receiving the personal budget interchangeably, such as ‘individ-
uals’, ‘people’, ‘users’, ‘persons’, ‘participants’, ‘patients’ (Gadsby et al.,
2013; O’Shea & Bindman, 2016; Pike, O’Nolan & Farragher, 2016).
Pragmatically, we use the term ‘individual’ throughout this chapter.

Australia

The origins of personal budgets in Australia can be traced to a 2011
report by the Productivity Commission, which highlighted that the disa-
bility support arrangements in place at that time provided fairly limited
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Table 10.1 Overview of the use of personal budgets in a number of countries

Country Scheme Drivers Target populations Budget deployment  Financial reporting
Australia self-directed care choice and control; cost  people with provider holds the depends on the type
savings disabilities; older budget of support
people
Belgium personal assistance choice; autonomy; reduce people with long-term  notional budgets; depends on the type
budget; personal care home admissions care needs direct payments of support
budget
England personal (health) choice; autonomys; people with long-term  direct payments; detailed financial
budget; direct personalization of health needs budgets held by accounting
payment and social care commissioners or
third parties
the Netherlands  personal budget choice and control; people with long- direct payments; financial accounting
address limitations in term needs; disability;  budgets held by third
current system; stimulate  psychiatric problems; parties
private sector provision youth
Scotland self-directed care; choice and control, people in need of direct payments; compulsory
direct payments recovery; rehabilitation social care budgets held by third  accounting, but varies
parties according to locality
Sweden assistance allowances  personalization; people with severe direct payments; limited
autonomy; choice physical or mental budgets held by third  responsibilities for
disabilities parties the patients
USA cash & counselling; expand options for older people; disabled  direct payments; detailed financial

self-directed care

home- and community-
based long-term care

people with long-term
care needs

budgets held by third
parties

accounting
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choice to individuals with disabilities (Productivity Commission, 2011).
This was followed, in 2013, by the National Disability Insurance Scheme
Act, which aimed to give individuals ‘true’ choice and control over “care
and support that is objectively assessed as being reasonable and necessary
over the course of their lifetime”, including the ability to manage their
own funding (Pike, O’Nolan & Farragher, 2016). The driving force
behind the legislation was a perceived need to halt the rising costs of
the national disability system (Pike, O’Nolan & Farragher, 2016). More
recent years saw the introduction, in 20135, of consumer-directed care,
including publicly subsidized home care services that are designed to
assist individuals aged 65 years and older to remain independent. The
individualized budget is managed by an approved provider on behalf
of the individual. A control and decision-making framework outlines
how the individual should, in conjunction with their provider, manage
their care plan and the services they receive (Kaambwa et al., 2015).
The plan distinguishes between ‘general’ and ‘reasonable and necessary’
support. The former refers to coordination, strategic or referral service
or activity over which the individual has a high degree of flexibility
regarding provision and implementation. Reasonable and necessary
support is more narrowly defined in that the funding and the way in
which related services are to be provided are specified to help ensure
that expected outcomes are attained. Funds can be used for services that
are aimed at pursuing individuals’ goals, maximizing their independence
and their ability both to live independently and to be included in the
community as fully participating citizens. Support services will not be
provided or funded if they are likely to cause harm to the individual or
pose a risk to others (Pike, O’Nolan & Farragher, 2016).

Belgium

The foundations for personal budgets in Belgium were set in 1997, with
the introduction of a pilot programme for individuals with disabilities
to enhance their autonomy in managing their own care. However,
it was only in 2000 that the Flemish government developed a legal
framework for the introduction of personal assistance budgets for
disabled individuals (Breda et al., 2004; Flemish Government, 2015).
From 2017 this scheme switched to a two-phase system consisting of a
‘basic support budget’ (‘basis ondersteuningsbudget’) and a ‘personal
budget’ (‘persoonsvolgende budget’). The major drivers behind this
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system can be seen to be situated within a shift towards more demand-
driven care and support for the disabled. There was also an expectation
that personal budgets would reduce the demand for care home places
(Flemish Government, 2013). The ‘basic support budget’ consists of
a fixed amount of funds aimed at individuals with a disability with
limited care needs. The budget can be used for home-based support or
transport services, and this does not need to be formally reported. The
‘personal budget’ is personalized and directed at disabled individuals
with intensive or recurring care needs. It involves the agreement of a
care plan between the individual and the Flemish Agency for People
with a Disability which sets out the types of service that are required.
The budget is determined based on a needs assessment tool, using
parameters that correspond with nationally fixed budget levels. Funds
can be obtained in cash, through a voucher, or a combination of both
(Flemish Agency for People with a Disability, 2017).

England

Direct payments were first introduced by the 1997 Community Care
(Direct Payments) Act. It was targeted at working age disabled individu-
als with long-term care needs. Eligibility was subsequently expanded to
include older individuals (2000), parents of disabled children (2001), and
those with mental health problems (2009) (Alakeson, 2010; European
Platform for Rehabilitation, 2013). In 2007 personal budgets were fur-
ther promoted as part of the new approach to adult social care to reduce
public spending in social care (Government of the United Kingdom,
2007). This was followed, in 2009, by the piloting of personal budgets
within the National Health Service (NHS), and the 2014 Care Act
created a legal framework for the development of care and support for
all adults with needs for care and support. The personal budget pilot
provided for a spectrum of flexibility for individuals in managing their
budget. Thus, eligible individuals could choose whether to manage
the budget themselves (direct payments) or use a third party to do so
on their behalf (Department of Health, 2014; Department of Health,
2015; NHS England, 2015). As some individuals included in the pilot
also used funds to purchase health-related services, the government
introduced a further pilot scheme for personal health budgets, which
operated from 2009 to 2012 (Alakeson et al., 2016; European Platform
for Rehabilitation, 2013).
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Similar to personal budgets and direct payments in social care, eli-
gible individuals could choose to receive the funds as a direct payment,
or have the funds managed by the NHS or by a third party (Gadsby,
2013; NHS England, 2015). Following completion of the pilot phase,
personal health budgets were introduced from 2013 for individuals with
diabetes, chronic obstructive pulmonary disease, Parkinson’s disease,
and serious mental illness receiving long-term complex care (Forder et
al., 2012; Gadsby, 2013). From October 2014 personal health budgets
were to be rolled out to include all individuals eligible for continuing
health care (Department of Health, 2012). Central to the scheme is
a care plan which is planned and agreed between the individual (or
their representative) and the local clinical commissioning group (the
purchasers of most care in the English NHS). Individuals can choose
to manage their personal health budgets in different ways depending on
the level of financial responsibility they wish to take (Alakeson et al.,
2016). Individuals have considerable freedom in the services they can
purchase, ranging from home-based support services to psychological
and physical therapies, as well as nursing services, transport services and
leisure activities (O’Shea & Bindman, 2016). The budgets are typically
determined by using ‘indicative budgets’ based on best estimates and/
or previous care packages. Local authorities are responsible for setting
the level of funding to meet the individual’s needs (Gadsby, 2013; Pike,
O’Nolan & Farragher, 2016).

In April 2015 the Integrated Personal Commissioning Programme
was launched as a partnership between NHS England and the Local
Government Association. It is aimed at individuals with high health
and social care needs. A key element of the programme consists of
personalized commissioning and payment enabling a wider range of
care and support options tailored to individual needs and preferences
(Bennett, 2016).

The Netherlands

Active promotion and campaigning by the patients’ rights and disability
movements in the 1980s and 1990s paved the way for personal budgets
in the Netherlands (Pike, O’Nolan & Farragher, 2016). In 1995 per-
sonal budgets were introduced for individuals with disability, chronic
illness, mental health problems, or age-related impairments (European
Platform for Rehabilitation, 2013) and regulated under the long-term
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care legislation (Pike, O’Nolan & Farragher, 2016). Individuals were
required to complete a needs assessment to justify their choice of ser-
vices (European Platform for Rehabilitation, 2013) and also submit a
care agreement. In 2007, under the ‘Social Support Act’, municipalities
were given responsibility for personal budgets to fund domestic care
(Pike, O’Nolan & Farragher, 2016). A relaxation of the accounting
requirements in the early 2000s led to a substantial growth in overall
costs and since 2014 only those who would otherwise have had to move
into care or a nursing home were able to keep their personal budget
or apply for one. The new mechanisms allowed individuals to keep
tailored services, but financial limits were defined by the authorities
(Alakeson, 2010; European Platform for Rehabilitation, 2013). In
2015 the system was further reformed with personal budgets allowed
under the following acts:

1. the ‘Long-term Care Act’, for people with severe long-term care needs
including vulnerable old people and people with severe disabilities.
The budget can be used for intensive care or close supervision, with
care determined based on a needs assessment;

2. the ‘Social Support Act’, which aimed at enabling people to live
independently and to participate in society. The municipalities
determine how social support is delivered;

3. the “Youth Act’, which includes personal budgets for mental
health care, parenting support and social support for children
less than 18 years old. The municipalities are responsible for the
budget; and

4. the ‘Healthcare Insurance Act’, which included additional benefits
for a number of services such as nursing care, care related to sensory
disabilities (low vision, blindness, deafness), and inpatient mental
health care.

The Dutch government, the municipalities and the health insurers
are jointly responsible for long-term care, including personal budgets.
The vast majority of personal budget payments are made under the
2015 Social Support Act. Personal budgets for elements of long-term
care and for nursing care are also covered under the Long-term Care
Act and the Healthcare Insurance Act respectively (Government of the
Netherlands, 2015; Pike, O’Nolan & Farragher, 2016). The personal
budget schemes have been designed explicitly to stimulate private sector
provision of care services (Pike, O’Nolan & Farragher, 2016).
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Scotland

The ‘Community Care and Health Act 2002’ introduced direct payments
for social care that aimed at providing greater independence for eligible
individuals (Ridley et al., 2011). Following this, the 10-year strategy ‘Self-
directed care support: a national strategy for Scotland’ was introduced
in 2010 focusing on the delivery of care and support for all categories
of individuals in need of social assistance, including people with disa-
bilities, and also for caregivers. It was assumed that involving carers
in the assessment process of required care for the individual can help
identify and deliver support that is personalized, preventative, responsive
and sustainable. This would then lead to greater satisfaction with the
process and can contribute to improved outcomes for the individual,
as well as for the carer (e.g. stress relief, improved quality of life). This
strategy promoted choice and control and linked these concepts to the
goals of recovery and rehabilitation (Scottish Government, 2010). In
2014 the ‘Social Care (Self-directed Support) Scotland Act 2013’ came
into force, which provided for direct payments (Scottish Government,
2014). Local authorities determine the amount of money that individuals
may receive as a direct payment and for which services they can be used.
‘Eligible needs’ are established according to national eligibility criteria
that determine the level of these needs. Services can include care from
a personal assistant or family member, nursing care, housing support
services, equipment and adaptations (Pike, O’Nolan & Farragher, 2016).

Sweden

In 1993, following campaigns by the Swedish Independent Living
Movement and as part of a broader disability policy reform, two acts
were established: the ‘Act concerning Support and Service to Persons
with Certain Functional Impairments’ and the ‘Assistance Benefit
Act’. The Acts’ main objective was to provide support for people with
severe physical or mental disabilities so they could live like others in
the community. Personal assistance budgets, through direct payments
(based on assistance hours), were established in 1994, subject to the
personal assistance needs of the individual and without means-testing.
Thus, payments are made without consideration of personal or family
income. When applying for assistance individuals have to submit an
assessment by a physician that describes their functional disabilities
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and the impact they have on their quality of life. Eligible patients can
choose to receive direct payments, purchase services from their munic-
ipalities or private bodies, or privately employ personal assistants. The
payment can be used for ‘fundamental needs’ and other activities, such
as assistance with household tasks, work, childcare or leisure activities.
There are few restrictions on how the money can be spent, but budget-
holders are required to send a monthly report on the number of hours
of work performed by the assistants (Gadsby, 2013; Independent Living
Institute, 2010).

The United States of America

Many US states have financial and care assistance programmes, usually
associated with Medicare, which provide the beneficiary with cash
assistance and with the flexibility to self-direct the spending of the
cash on care providers of their choosing. Formerly called ‘Cash and
Counseling’, this model is now referred to as ‘Consumer Direction’,
‘Participant Direction’, ‘Self-Directed Care’ and a variety of other
state-specific names.

The term ‘Cash and Counseling’ originated in the mid-1990s — with
a pilot run in fifteen states — aiming to give Medicaid beneficiaries with
disabilities the flexibility to self-direct the spending of the cash on care
providers of their choice (American Elder Care Research Organization,
2017). The target population consisted of children, adults and older
people with disabilities who were eligible for personal care or home-
based and community-based services (Alakeson, 2010). The budget is
managed by third-party financial management organizations to improve
financial control and simplify the accounting process (Doty, Mahoney
& Simon-Rusinowitz, 2007; O’Shea & Bindman, 2016). The budget is
determined by an assessment of the number of care hours required and
is then calculated using the number of care hours and cost of care for a
geographic area. The budget can be increased or decreased as the individ-
ual’s needs change. The budgets can be used for some health care services
(e.g. nursing, rehabilitation) and for hiring and supervising of personal
assistants for a specified number of hours per week aimed at reducing
the demand for places in care homes (Kaambwa et al., 2015; O’Shea
& Bindman, 2016). Since the success of the pilot, the model has been
adopted in many states, as ‘IndependentChoices’ in Arkansas, ‘In Home
Supportive Services’ in California and ‘Choice Waiver’ in Michigan.
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Personal budgets: considerations

Personal budgets and similar schemes are about making the financial
aspect of care more explicit at the individual level. By allowing the indi-
vidual to determine how to spend the money, personal budgets can offer
more choice and control to the budget-holder (Gadsby, 2013). However,
there are a number of considerations that may impede the success of
personal budgets, including: if increasing consumer choice leads to
confusion; if people are unable to access the relevant information and
support to make informed choices; and whether health professionals
are comfortable in acknowledging patients’ preferences, which may be
different from their own (Gadsby et al., 2013).

Although personal budgets can increase an individual’s sense of
control and choice, and the money can be used in a more flexible way
to respond to each individual’s needs, allowing patients to determine
which services they want to use poses the risk of them choosing services
that increase rather than decrease their problems. For example, per-
sonal budgets can be spent in ways that do not conform to the current
understanding of evidence-based medicine. There is yet a risk that the
budget is spent on care that is ineffective or at worst even harmful and
as a consequence is not meeting the needs of the patient. Moreover,
increasing choice is accompanied by a number of responsibilities,
constraints and consequences resulting in individuals losing a certain
amount of security when third parties determine their needs, or even
increased uncertainty (Spandler & Vick, 2006).

There are also concerns that complicated personal budget pro-
grammes may even reduce control and oversight for some service user
groups (Ungerson, 2004). People without the ability or capacity to
manage a personal budget themselves, or without the necessary support,
risk being less able to benefit from, or being excluded from, access to such
financial allowances (Galpin & Bates, 2009). So, a key element for the
implementation of effective personal budget schemes is the availability
of professional support (Welch et al., 2016). The need for support may,
however, vary across different target populations. For example, older
people and people with complex needs may need more extensive support
to help them to manage their personal budgets effectively, particularly
when direct payments are used (Health Foundation, 2010). In contrast,
younger adults with physical disabilities have been found to be more
capable in managing personal budgets themselves (Wise, 2016).
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At present, there is only limited research examining the benefits
of personal budgets for different demographic groups or people with
different health conditions. There is only little comparative information
available, suggesting that personal budget schemes are more effective for
particular target groups (for example, Wise, 2016). Further, concerns
remain for people who lack the capacity to manage their personal budget
themselves. Family members or third parties may act as representatives,
but they need to act in the best interest of the individual. Involvement
of third parties is preferable if concerns exist about financial exploita-
tion by family members (Alakeson et al., 2016; European Platform for
Rehabilitation, 2013). However, in the Netherlands the involvement of
third-party organizations, in the form of independent support brokerage
agencies, was found to be problematic because they employed aggressive
marketing tactics (Gadsby, 2013).

The availability of accurate information is crucial to make an
informed choice; however, substantial differences in the availability of
such information exist between countries. For example, in an evaluation
of the use of personal budget schemes in 11 OECD countries, it was
concluded that necessary information was not available in countries
with more ‘open models’ because the provision of information was not
incorporated into these programmes (Gadsby et al., 2013). Another
consideration is the extent to which patients may want to make deci-
sions about the services they want to use. For example, the findings of
a review by Auerbach (2001) suggested that patients want information,
but do not necessarily want to make decisions. This is congruent with
the findings of a study that examined the experiences of receiving and
using a budget by 58 English NHS patients with long-term conditions.
An important factor that contributed to a sense of satisfaction with the
budget was the feeling that ‘somebody cared’. A number of respondents
reported that they felt uncomfortable making choices about their health
care and strongly argued for more professional support (Davidson et
al., 2013). No evidence exists related to ‘best practices’ in terms of
providing information, training or support to service users. Therefore,
future research could examine the ‘optimal support dose’, which may
vary across individuals, target populations and/or health conditions.

Other challenges persist which may prevent the successful implemen-
tation of personal budget schemes. The introduction of personal budgets
often challenges the current way of working and it may take considerable
time and effort to ensure successful implementation. Indeed, personal

https://doi.org/10.1017/9781108855464 Published online by Cambridge University Press


https://doi.org/10.1017/9781108855464

272 Achieving Person-Centred Health Systems

budget programmes may require substantial change across a number
of existing service systems. Furthermore, the uptake by individuals is
difficult to predict and may be slower than anticipated (Gadsby, 2013).
Although some countries have endeavoured to expand personal budgets
to include health care services (so-called ‘personal health budgets’),
concerns have been expressed that such an extension may pose the risk
that governments will use such budgets to cap spending on health care
and transfer the risk of unexpected health care needs to the individual
(Alakeson, 2010). Flexible capacity is needed for personal health budgets
because health systems need to be able to reallocate resources in favour
of those services selected by patients in directing their own care. If this
extra capacity is not available, then patients’ choices will be limited
(Appleby, Harrison & Devlin, 2003).

Personal budgets: what do we know about their effectiveness?

This section reviews the evidence on personal budgets, focusing in
turn on their impact on: (1) choice and control, (2) health outcomes,
(3) quality of life and well-being, and (4) costs and cost-effectiveness.

Do personal budgets enhance choice and control?

Webber et al. (2014) examined the literature on the impact of personal
budgets for individuals with mental health problems. In five of the 15
studies included in the review the impact of personal budgets on choice
and control was reported, with four studies (Eost-Telling, 2010; Hatton
& Waters, 2011; Spandler & Vick, 2004; Teague & Boaz, 2003) observ-
ing an increase in the levels of perceived control and choice. Conversely,
a survey by Cheshire West and Chester Council in England in 2010 found
that individuals receiving a personal budget felt less in control of their
care and support compared to other social care groups (Cheshire West
& Chester Council, 2010). Davidson et al. (2013), referred to earlier,
examined the experiences of 58 patients with long-term conditions of
the effect of personal health budgets using a qualitative study design.
The majority of interviewees reported increased choice and control,
while only a minority commented that the personal health budget had
no impact on perceived choice and control. The latter generally reflected
a lack of understanding or lack of information about the nature and
purpose of the budget. The majority of the budget-holders did not
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know whether their budget was adequate or not because they did not
know the initial budget allocation or how much money was left. Nine
months after receiving the money, about 50% of respondents felt that
the level of the budget was adequate for their needs. This was mainly
because a part of the budget was still available or because all services
had already been purchased.

Welch et al. (2016) examined the perceptions of 10 organizational
representatives in implementing personal health budgets for people
with substance misuse problems in England. The interviewees reported
that choice and control were likely to increase through the option of
selecting providers who were not available within conventional health
care delivery. It was also felt that providers had become more responsive
to the needs of clients and that patients had increased responsibility
for their own care. However, a number of challenges and concerns
were identified. First, it was reported that increased choice and control
had resulted in increased stress and anxiety, rather than empowering
individuals. A second concern was related to the types of services that
could be purchased. Study participants commented that more guidance
was required. About 80% of the budgets were managed notionally and
it was felt that direct payments would ensure more flexibility because
such payments were considered as the only option allowing individuals
absolute control over their budget. Moreover, direct payments were
perceived as the only option that would allow individuals absolute
control over their budget. The representatives responsible for imple-
menting personal health budgets also expressed concerns about the
inappropriate use of funds, particularly if the requested support did not
conform with professional or evidence-based knowledge. Glendinning
et al. (2008) evaluated the individual budget pilot programme from 13
local authority sites in England. The target population included adults
and seniors with physical, cognitive and psychiatric disabilities who
were eligible for long-term care and other disability support services.
They found that patients continued to purchase traditional services such
as home care; however, greater choice and control was experienced.

Larsen et al. (2015) evaluated the experiences with personal budgets
of 47 psychiatric patients receiving care from integrated teams. Only
four respondents reported a perceived loss of choice. Spandler & Vick
(2006) examined the views of 58 mental health service users receiving
direct payments. They identified improved levels of choice, control and
independence. Breda et al. (2004) evaluated the impact of personal
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assistance budgets in the Flanders region (Belgium) three years after
implementation. The introduction of this type of personal budget scheme
resulted in an increased degree of choice. However, a discrepancy was
observed between the needs and the available services, particularly for
services for which only limited alternatives in formal care were available.
Personal assistance budgets were also associated with a considerable
administrative burden.

Do personal budgets improve health outcomes?

A comprehensive analysis by Forder et al. (2012) examined the impact
of the personal health budget pilot programme in England. Their find-
ings suggest that the programme did not result in a significant impact
on health status (assessed as blood glucose in diabetes patients and
lung function in chronic obstructive pulmonary disease patients) or on
mortality. Gadsby et al. (2013) evaluated the impact of personal budgets
in 11 OECD countries and concluded that improvements in health are
possible but more evidence is needed.

In examining the perceptions of patients with long-term conditions,
Davidson et al. (2013) found that the majority of respondents reported
improvements in health across a range of domains that was far wider
than the condition for which the money was given, including better care
arrangements and better relationships with health professionals. In an
evaluation of the ‘Cash and Counseling’ programme in the USA, 6700
older adults and younger people with disability-related needs were ran-
domized to a self-directed programme or to a traditional agency-based
programme. In the ‘Cash and Counseling’ arm, similar or better health
outcomes were achieved compared with the agency-based programme
(Boston College, 2017). Jones et al. (2013) compared the introduction
of personal budgets in the UK to conventional health care delivery. The
aim of the introduction of the personal budgets was to secure a series of
services and support such as home-based care, transport or therapies, but
no significant associations between group changes in health outcomes
and mortality were found.

Do personal budgets improve quality of life and well-being?

Evaluations of personal budget programmes in Australia, England and
the USA suggest that such schemes may improve satisfaction, well-being
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and some aspects of quality of life (Gadsby et al., 2013). A literature
review examining the impact of personal budgets for individuals with
mental health problems reported mixed findings. Some evidence related
to the impact of personal budgets on quality of life, satisfaction and
mental health was found, but this was not unequivocal (Webber et al.,
2014).

Welch et al. (2016) identified a number of benefits associated with
personal health budgets, including increased self-confidence and self-
esteem and the potential to rebuild shattered lives. Larsen et al. (2015)
described the most commonly reported positive outcomes as including
mental and emotional well-being (reported by 34 of 47 participants),
and confidence and skills (reported by 28 participants). Only four partic-
ipants also reported negative outcomes such as stress and bureaucracy.
Spandler & Vick (2006) found improved well-being in a sample of mental
health service users receiving direct payments. Jones et al. (2013) and
Forder et al. (2012) both evaluated the personal health budget pilot
programme in England as noted earlier. Jones et al. (2013) found no
significant differences between an intervention group receiving personal
budgets (7=1171) and a control group receiving conventional health
care delivery (n=1064) in health-related quality of life. In contrast, psy-
chological well-being significantly improved in the intervention group
compared to the control. Mixed results were also observed by Forder
et al. (2012), such that for health-related quality of life no significant
improvements were found, while the use of personal health budgets
was associated with a significant improvement in care-related quality
of life and psychological well-being.

Do personal budgets reduce costs and and provide value
for money?

Gadsby et al. (2013) reported mixed findings on the impact of personal
budgets on costs. On the one hand, personal budget schemes can result
in short-term cost savings at an individual level. On the other hand,
costs may rise if people purchase care for services previously bought out-
of-pocket (substitution effect). The aforementioned review by Webber
et al. (2014) of the impact of personal budgets for people with mental
health problems identified two studies that reported on cost-effectiveness.
These found personal budgets to be either cost-neutral (Glendinning et
al., 2008) or cost-effective (Forder et al., 2012). In the latter study the
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change from baseline to follow-up (at 12 months) in costs of inpatient
care were found to be significantly higher in the personal health budget
group compared to the control group (—£2150 vs. —£830, P=0.040).
No significant between-group differences in changes in total costs were
observed (intervention vs. controls: £800 vs. £1920, P=0.319). The
personal health budget group showed greater benefit (0.057 vs. 0.018)!
and lower total costs (£800 vs. £1920) compared to the control group.
The authors noted that the findings of their study must be cautiously
interpreted due to a number of methodological problems.

In summary, there is at present no conclusive answer to the question
“What is the impact of personal budgets and similar schemes on the
outcomes of choice and control’, ‘health’, ‘quality of life and well-being’,
and ‘cost and cost-effectiveness’. The available evidence suggests that
personal budgets may have a positive impact on choice, control, quality
of life and well-being, and to some extent on costs and cost-effectiveness,
but this is far from unequivocal. Studies were characterized by hetero-
geneity in study designs. For example, only a small number of studies
used a controlled design. It is clear that more research based on sound
methodological principles is required. Such studies could examine both
the effectiveness and cost-effectiveness of personal budget programmes
in order to help inform policy development. Future research should
also address the long-term consequences of such programmes and the
development of a general framework for the evaluation of personal
budget programmes and initiatives. This would enable better cross-
country comparisons, while being mindful that it remains important
to take country-specific contexts into account.

Conclusions

Personal budgets and similar schemes are an alternative way of purchas-
ing elements of health and social care services, enabling individuals to
shift from a passive recipient of care role to an active purchaser role. They
can thus be considered as a mechanism towards more personalization in
health and social care delivery. Originating from the independent living
and disability rights movements, personal budget programmes have

1 Measured by the ASCOT (Adult Social Care Outcomes Toolkit). This measure is
designed to capture information about an individual’s social care-related quality of
life.
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been introduced in a number of countries. In general, they are aimed
at promoting choice, control and independence for the service users by
involving them in the planning and purchasing of health and/or social
care. Considerable differences across countries persist in terms of eligible
target populations, accounting mechanisms and budget deployments.
This means that in some countries cash payments are provided to individ-
uals directly while in other countries organizations retain responsibility
for making payments in conjunction with the patients. The international
evidence about personal budgets and similar schemes is rather limited.
Some evidence was found that personal budgets can improve choice,
control, well-being and quality of life. Evidence related to their impact
on health outcomes, costs and value for money is scarce. For whom
and how personal budget schemes could best be implemented and the
related consequences of these choices remains inconclusive.

Recommendations

We provide some recommendations for policy and further research
below. These are presented in an integrated way such that both sets of
recommendations are combined. The reason for this approach is that
the information derived from scientific research can serve as input for
policy decisions.

It is important to clearly define the types of care and support ser-
vices that can be purchased using personal budgets. Choices need to
be made as to whether or not to limit the available options to only
those for which there is an evidence base. As a starting point, one
could consider excluding options for which there is no evidence or
that are considered to be harmful. It is, however, important that there
are appropriate options to meet the needs of individuals. Thoughtful
consideration must go into the design of these programmes in order to
minimize the risk of unintended consequences and counter the barriers
hampering successful implementation. The information derived from
scientific research can serve as a guiding tool to help determine which
services can be purchased with personal budgets. Thus, further research
should examine both the effectiveness and cost-effectiveness of personal
budget programmes. Evidence about the effectiveness of strategies —i.e.
which strategies work best for whom and under what circumstances —
is currently insufficient to inform policy-making. Since governments
face the challenge of priority setting in the allocation of scarce health
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care resources, health economic evaluations of such payment schemes
can provide payers and governments with improved insights on how
to spend the available resources in the most efficient way.

‘Informed choice’ requires the availability of accessible and accurate
information. This should include clear information about the amount
of funds being allocated, the types of services that can be purchased
with the personal budget, and related accounting requirements. Special
attention should be given to target populations with limited ability or
lack of capacity to enable them to participate fully in personal budget
programmes. Financial support through personal budgets is only one
approach towards more personalization in health and social care deliv-
ery. Personal budget schemes must be embedded in wider policies aimed
at people with health and social care needs.

The origin of personal budgets lies in the independent living and
disability rights movements of the 1970s that argued for greater self-
determination and the right of disabled people to make decisions about
the services that affect their lives. More recently, personal (health) budg-
ets have also been discussed in the movement towards more integrated
health and social care delivery for people with chronic conditions. In
this context, personal (health) budgets are considered ‘financial incen-
tives’. Other incentives that may be more appropriate for integrated
care include pay-for-performance, pay-for-coordination and all-inclusive
payments (global budget and bundled payment). Therefore, the role of
personal budgets in the movement towards greater integration of health
and social care should be viewed within the larger picture of integrating
(elements from) other financial incentives.
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1 1 Choosing treatments and the role
of shared decision-making

FRANCE LEGARE, MARTIN HARTER, ANNE M.
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STACEY

Introduction

In 2015 people in OECD countries consulted a medical practitioner
between two and sixteen times (OECD, 2015). These care-seekers
were once expected to go along with whatever the doctor decided was
best, but this has been slowly changing since the 1970s. As highlighted
in Chapter 2 of this book, growing awareness of the limits of medical
interventions and of the lack of control over decisions about one’s own
care (Illich, 1975) led to calls for equality between the patient and the
health professional towards establishing a partnership for making
decisions and determining the direction of care.

The notion of a more participatory approach to informed decision-
making was first proposed by Robert Veatch in 1972, who suggested
the idea of “sharing of decision-making” (Veatch, 1972). Evidence
was accumulating that where doctors and patients agreed on the
problem, outcomes were better (Starfield et al., 1979). In 1982 a US
presidential commission noted that while health care systems were
increasingly effective at addressing disease, there was a “diminished
capacity and inclination to care for the patient in more human terms”
(President’s Commission for the Study of Ethical Problems in Medicine
and Biomedical and Behavioral Research, 1982, p. 33). These observa-
tions came at a time when there was increasing recognition of practice
variations (Wennberg & Gittelsohn, 1973) and of unnecessary surgery
(Leape, 1989) across the USA. Neither of these could be explained by
variation in the burden of disease or medical need, while evidence pointed
to widespread overuse, underuse and misuse of tests and treatments.
Policy-makers finally began to take note, and shared decision-making
was proposed as one potential solution. The US Presidential Commission
stated that “[p]ractitioners should seek not only to understand each
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patient’s needs and develop reasonable alternatives to meet those needs
but also . . . present the alternatives in a way that enables patients to
choose one they prefer. To participate in this process, patients must
engage in a dialogue with the practitioner and make their views on well-
being clear” (President’s Commission for the Study of Ethical Problems in
Medicine and Biomedical and Behavioral Research, 1982, p. 44). Shared
decision-making (SDM) was seen to be especially appropriate with regard
to ‘preference-sensitive’ conditions (Weinstein, 2000; Weinstein, Clay
& Morgan, 2007). It began to take root as a core approach in primary
care and to be considered the crux of person-centred care (Weston,
2001; Charles, Gafni & Whelan, 1997).

Along with supported self-management (Effing et al., 2007), SDM
has now entered government policy and legislation in several countries.
Since 1968 more than 6000 articles have been published about the
theory and practice of SDM, and as of 2013 over 500 per year (Koster,
2016), indicating an exponential growth of scientific research in this
area (Blanc et al., 2014). Much research has focused on studying the
impacts of SDM tools (such as decision aids) but there remains a dearth
of evidence that takes into account the full complexity of SDM and,
more importantly, its implementation in clinical practice (Coulter,
2017), and physicians have been slow to adopt it (Couet et al., 2015).

With the notion of the relationship at its core, SDM can be defined as
an interpersonal, interdependent process in which health professionals,
patients and their caregivers relate to and influence each other as they
collaborate in making decisions about a patient’s health care (Légaré
& Witteman, 2013). Together they consider the scientific evidence and
the patient’s preferences and values before making a treatment choice.
The information transfer is two-way, and the health professional may
not be the only, or even the main, source of information for patients.
Patients’ own unique experiences and preferences are equally important
for informing the decision, acting as experts in their own right (Charles,
Gafni & Whelan, 1997). It can involve the patient and their family and
caregivers (Légaré, Stacey & Pouliot, 2011), along with one or more health
professionals (often working in teams with patients who have chronic
illnesses), as well as other health care workers, for example in the context
of community-based primary care and home care (Légaré et al., 2015).

This chapter begins by setting out the challenges of arriving at a
consensual definition of SDM. It discusses how SDM has entered policy
debate and legislation and the possible drivers behind this. We examine
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the empirical evidence for its impact on outcomes at the individual,
organizational and system levels, and discuss barriers to its implemen-
tation. We discuss models of SDM and how it can be measured, as
well as current research trends, and finally propose a framework for
a way forward.

How do we define SDM?

SDM is thought to involve three main steps. First, the clinician and the
patient recognize and acknowledge that a decision is required, such as
making a choice about starting, continuing, stopping or postponing
treatment for a given condition. This is called the decision point (Coulter,
2011), not to be confused with a single point in time, as decisions can be
an ongoing event (Rapley, 2008). Second, both parties understand the
best available evidence concerning the risks, benefits and consequences
of available options, including the option of doing nothing (watchful
waiting). Third, the treatment decision reflects the patient’s informed
values and preferences about the outcomes of options. For example,
a woman with breast cancer may prefer to have conservative breast
surgery rather than a mastectomy in the knowledge that survival rates
are equivalent (Fisher et al., 2002). Or a patient may not want to be
prescribed medication, preferring to cope with the condition rather than
live with the side-effects of the medication (Weiss et al., 2015). Such
decisions can be supported by specifically designed patient decision
aids, such as leaflets, videos or web-based tools. Tailored to a person’s
health condition, decision aids present the evidence and help clinicians
and patients clarify their preferences and values (Stacey et al., 2017).
Collections of decision aids can be found at the A to Z Inventory of
Decision Aids (Ottawa Hospital Research Institute, 2015) and at the
Med-Decs database (Stalmeier, 2012).

However, as noted, at its core SDM is about relationships and
values, and as such it is difficult to define. Charles, Gafni & Whelan
(1997) identified four key components: the patient and the clinician
are involved in all phases; both parties share information; both parties
take steps to build a consensus about the preferred treatment; and an
agreement is reached about the treatment to be implemented. These
components have since been renamed, further divided and redefined.
However, most definitions still revolve around information exchange,
deliberation, making the decision, and follow-up (Makoul & Clayman,
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2006; Stacey et al., 2010; Elwyn et al., 2012; Stiggelbout, Pieterse &
De Haes, 2015). The single defining feature of SDM remains what Ian
McWhinney called the “exchange and synthesis of meanings” (Stewart,
2003) that take place in the clinical encounter.

When SDM entered clinical practice, it was typically in the context of
‘professional equipoise’ (Pauker & Kassirer, 1997; Elwyn et al., 2000),
that is, in situations where the doctor had no clear preference about the
best treatment choice. However, more recently SDM has been recognized
as desirable in all situations where there is more than one reasonable
approach to managing or treating a given condition (including watchful
waiting). It is also seen to be useful for eliciting patients’ values, namely
what matters to the patients or their family members about the decision,
such as efficacy, side-effects and cost, as well as life philosophies, pri-
orities and life circumstances (Weinstein, Clay & Morgan, 2007; Lee,
Low & Ng, 2013). Even where probabilities of risks and benefits of a
given treatment are known for the population as a whole, these do not
automatically translate to the individual, and the importance attached
to risks and benefits may differ among individual patients, depending
on their values and preferences.

While SDM is widely seen to be core to person-centred care (Coulter,
2017), some authors have taken a more cautious approach. For exam-
ple, some authors have noted that SDM has been used to make patients
uniquely responsible for their health (care) choices, with health pro-
fessionals no longer being held accountable for decisions (Tobias &
Souhami, 1993; Buetow & Kenealy, 2007; Sandman, Gustavsson &
Munthe, 2016). Others noted that patients do not necessarily want to
involve clinicians in decisions (Degner & Sloan, 1992) or prefer that
the clinician makes treatment decisions on their behalf (Woolf, 2001;
Schattner, 2002). Yet others argued that SDM can make patients feel
anxious and insecure (Levy et al., 1989; Caldon et al., 2011; West &
West, 2002) and there have been concerns that SDM might inadvert-
ently favour those with higher education and disadvantage those who
are already marginalized, thus reinforcing health inequities (Thomson,
Murtagh & Khaw, 2005). We shall come back to these concerns later.

How has SDM entered law and policy?

There is now increasing consensus that there is an ethical imperative
for health professionals to share important decisions with patients
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(Salzburg Global Seminar, 2011). In recognition, many countries in
Europe, North America and Australia (Harter, van der Weijden &
Elwyn, 2011) have put in place formal recognition of SDM in the form
of policy and regulatory frameworks as part of a wider move towards
more person-centred systems. Elsewhere, the importance of SDM is
increasingly being considered, with a small number of countries in South
America and south-east Asia slowly introducing related policies (Harter
et al., 2017b). Their rationale ranges from respect for consumer and
patient rights and democratic public engagement to more instrumental
arguments such as that it might increase efficiency and help control
health care costs (Gibson, Britten & Lynch, 2012).

Most European countries are legislating on informed consent and
patients’ right to information using civil law (e.g. the Netherlands) or
public law (e.g. Finland) (see Chapter 13). Other countries have dedicated
elements of their national or regional legislation specifically to their inter-
pretations of SDM. These include France (2002 Act on Patients’ Rights
and Quality of Care) (République Francaise, 2002), Chile (2006 Law on
Rights and Responsibilities of People when Engaging in their Healthcare)
(Bravo et al., 2011), Norway (1999 Patients’ Rights Act) (Ringard et
al., 2013), Sweden (2015 Patient Act) (Riksdag, 2014) (Box 11.1),
Germany (Patients’ Rights Act) (Bundesministerium fur Gesundheit,
2013), the UK (2012 Health and Social Care Act) (Government of the

Box 11.1 Excerpt from the 2015 Patient Act, Sweden

“Caregivers are required to provide you with all necessary informa-
tion no matter who you are or what background you have . .. The
information must be adapted to your particular circumstances and
capabilities . . . You must always have the chance to explain what
you want to happen — then it is up to you to decide how much you
want to take advantage of that opportunity. Once you are familiar
with the options that are available, you can give your consent or
otherwise indicate your preferences. You are always entitled to turn
down any care that is offered to you. You can also change your
mind after you have approved a certain kind of care.”

Source: 1177 Virdguiden, 2016
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United Kingdom, 2012), and the United States (2010 Patient Protection
and Affordable Care Act) (US Congress, 2010). Elsewhere, patients’
rights to information and participation in their own care are recognized
across a broad diversity of legislation, such as in Italy and Denmark
(Tragakes et al., 2008; Dahl Steffensen, Hjelholt Baker & Vinter, 2017).

SDM legislation facilitates the appropriate application of the so-called
‘reasonable patient standard’. The standard for informed consent is typ-
ically physician-based. This means that clinicians must provide patients
with the information that a so-called ‘responsible body of physicians’
would consider appropriate under similar circumstances (Moulton et al.,
2013). However, this is slowly changing, with for example approximately
half of the states in the USA having adopted ‘the reasonable patient
standard’ instead (Spatz, Krumholz & Moulton, 2016). This views the
informed consent communication process from the patient’s perspective,
that is, clinicians must provide patients with all the information that a
‘reasonable patient’ would want under similar circumstances. Case law
based on this standard has also been applied in Australia, Canada, the
Netherlands and the United Kingdom (Box 11.2), whereas elsewhere

Box 11.2 A reasonable patient

Montgomery v Lanarkshire Health Board, 2015, UK. A woman
with insulin-dependent diabetes claimed that her obstetrician failed
to communicate the risk of shoulder dystocia during vaginal delivery
(a complication associated with foetal macrosomia) that ultimately
resulted in severe foetal brain anoxia. She claimed that had she
received full information about the risks, she would have opted
for a caesarean delivery. Yet the treating obstetrician (and other
expert physicians called to trial) claimed that the ensuing risk was
very small and thus appropriately not communicated, because a
caesarean delivery is not in the maternal interest. The UK Supreme
Court ruled that the standard for what physicians should inform
patients about the risks, benefits and alternatives of treatment ‘will
no longer be determined by what a responsible body of physicians
deems important but rather by what a reasonable patient deems
important’.

Source: Spatz, Krumholz & Moulton, 2016
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in Europe the notion of the ‘reasonable body of physicians’ standard
prevails. The importance of establishing the ‘reasonable patient’ as the
standard in the context of SDM can be illustrated by Washington State
in the USA. Washington State is among the US states where informed
consent has been patient-based since a key court case in 1999 (King &
Moulton, 2006). In 2007 it introduced legislation that supports the use
of SDM and it also provided that if a clinician uses a ‘certified decision
aid’ as part of the informed consent process, there is a presumption
that informed consent has been given (Washington State Health Care
Authority, 2016). Thus, the context of the ‘reasonable patient’ as the
norm facilitated the introduction of explicit SDM legislation. This
suggests that a similar move would be necessary in Europe if SDM is
to be implemented on a large scale.

However, available evidence suggests that while countries in Europe
are engaging in a variety of activities conducive to the wider implemen-
tation of SDM, system-wide approaches to translating SDM into routine
practice are as yet lacking. Coulter et al. (2015) assessed the readiness
for SDM in five European countries by examining clinical policies and
the availability of various SDM support services in France, Germany,
the Netherlands, Spain and the UK in 2015. They found that while
SDM was receiving growing attention, it was not yet as high on the
policy agenda as it was in the USA at the time. There was evidence of
research activity around SDM, increasing advocacy by patient groups
on patient rights and SDM, and the incorporation of SDM in ethical
and professional standards. But there was a lack of professional leader-
ship and of institutional support. Furthermore, countries varied greatly
with regard to the development and availability of SDM tools. Some
had been developed and tested with patients locally but mostly in the
context of research, with little institutional support or strategic planning
for wider dissemination.

Coulter et al. (2015) further highlighted that the training infrastruc-
ture necessary for clinical staff to acquire SDM skills was patchy in the
countries studied. While SDM was beginning to be included in basic
communication skills training, it was not yet implemented as a core
component of health professional education and training. This situa-
tion is now changing in some countries, such as in the Netherlands and
Germany, where SDM is taught and examined in most medical schools,
although on a limited scale (van der Weijden et al., 2017; Harter et al.,
2017a). In Switzerland, all five medical schools (Basel, Bern, Geneva,
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Lausanne and Zurich) have formally integrated SDM into both under-
graduate and postgraduate training (general internal medicine) (Selby,
Auer & Cornuz, 2017).

SDM is a fast-moving field and, in addition to educational progress,
efforts to develop strategic policy frameworks for SDM are under way
across Europe. Thus the Netherlands has seen a range of policy moves
to a more systematic implementation of SDM at the national level, as
exemplified by a 2015 letter to Parliament from the Minister of Health
(Rijksoverheid, 2015). The Ministry of Health is introducing a specific
registration code to finance additional time needed for SDM, and
forthcoming amendments to the Medical Treatment Agreement Act will
require physicians to inform the patient about risks and benefits and
discuss treatment options (van der Weijden et al., 2017). In addition, the
national associations of medical specialists and of patients and consum-
ers are campaigning together to promote nationwide implementation
of SDM (Federatie Medisch Specialisten, 2015).

Similarly, SDM is now firmly on the policy agenda in the UK, with
policy-makers, professional regulators and societies, and patient organi-
zations, as well as the courts, committed to ensuring that SDM becomes
the norm throughout the National Health Service (NHS) (Coulter et al.,
2017). A key challenge has been the coordination of various activities
and initiatives and in 2015 over 40 organizations came together to
form the SDM Collaborative, led by the National Institute for Health
and Care Excellence (NICE). The Collaborative has published an SDM
consensus statement and an action plan which sets out actions taken by
individual partners in the short- and medium term (National Institute
for Health and Care Excellence, 2016).

Progress has been somewhat slower in France, despite having the
legal foundations in place for system-wide strengthening of SDM, in
particular through the aforementioned 2002 Act on Patients’ Rights and
Quality of Care. The 2016 health reform provided for the introduction
of a public information service which seeks to disseminate information
on health, and especially on treatment, care and support offered to the
public (Moumjid et al., 2017). Under the responsibility of the Minister
for Health, the information should be in simple language and accessible
for people with disabilities.

Finally, a number of countries, including the UK, the Netherlands,
Germany and Norway, have invested in initiatives to make patient deci-
sion aids available to some extent (Coulter et al., 2017; van der Weijden
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etal., 2017; Harter et al., 2017a; Ringard et al., 2013). For example, in
the UK NICE hosts 27 (as of August 2017) short-form patient decision
aids to help patients have informed conversations about their condition
with their health care provider (NHS RightCare, 2017; NHS England,
n/d). In the Netherlands, the national associations of medical specialists
and of patients host publicly available patient decision aids on national
patient portals (van der Weijden et al., 2017). In Germany, the Institute
for Quality and Efficiency in Health Care (IQWiG) recently developed
three decision aids for the national breast, colon and cervical cancer
screening programmes in response to requests from the Federal Joint
Committee, the highest decision-making body in the German statutory
health insurance system (Harter et al., 2017a).

Despite this progress in implementing SDM in European countries,
considerable barriers remain. For SDM to become a standard approach
in the clinical encounter, there is a need for professional organizations to
incorporate patient decision support tools in clinical practice guidelines
and, more broadly, for policy-makers and institutions to support local
clinicians in the routine implementation of SDM (Coulter et al., 2015).
We will return to the issue of what needs to be done later.

What does SDM achieve?

Shared decision-making has been associated with a number of expec-
tations, ranging from improving population health outcomes, reducing
health inequalities, optimizing health care costs, improving patient
experiences, and increasing patient knowledge or engagement in their
own care, to reducing litigation. Whether SDM is likely to achieve any
of these expected outcomes depends on a range of factors, which we
review here.

Overall, the principal conviction underlying SDM is that clini-
cians must both honour the patient’s self-determination and offer a
relationship of support, that is, SDM recognizes both autonomy and
interdependence as key motivators. It also recognizes the importance of
sharing the probabilistic nature of evidence and it recognizes that both
emotional and cognitive factors play a role. These ‘dualities’ are reflected
in many studies of SDM. Early evidence found that a relationship of
mutual respect or equality between the patient and doctor during the
decision-making process increases patient satisfaction (Menzel, Coleman
& Katz, 1959). These early findings have been replicated elsewhere,
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with recent systematic review evidence demonstrating that SDM may
have a positive impact on affective-cognitive patient outcomes, such
as knowledge, satisfaction with care, and concerns/anxieties about the
illness (Shay & Lafata, 2015). Compared to patients who did not reach
agreement with their health professionals on certain key components
of the clinical encounter, those who did reach an agreement felt more
satisfied with the clinical encounter (Krupat et al., 2001).

These kinds of outcome are important. Research on decision-making
has shown that personal decision-making involves a negotiation pro-
cess with the ‘outside world” which encompasses more than cognition.
However, much SDM work has focused on cognition (e.g. knowledge,
understanding) rather than emotion. Emotional factors such as trust,
reassurance and comfort influence intermediate outcomes including
adherence (Sewitch et al., 2003) and self-care skills, which in turn
influence health outcomes (Street et al., 2009). These factors could also,
in part, explain differences between decisions made in natural contexts
and those made in experimental contexts (Rapley et al., 2006).

There is a fundamental ethical argument for involving patients in
decisions about their own care and treatment, since it is their body and
their illness, and so it is their aspirations, values and preferences that
should be addressed. Evidence suggests that patients generally want
more information about their health condition and would like to take
an active role in decisions about their care (Alston et al., 2012; Kiesler
& Auerbach, 2006). However, the degree to which a decision is shared
varies widely in terms of the underlying health problem, the treatment or
care options and the actors involved, including the patients themselves
(Hagbaghery, Salsali & Ahmadi, 2004; Joseph-Williams, Edwards &
Elwyn, 2014).

In terms of reducing health inequalities, systematic review evidence
suggests that SDM significantly increases knowledge among disadvan-
taged groups, as well as their clarity about their values and preferences,
although evidence is less clear on impacts on adherence levels, anxiety
and health outcomes, as well as on screening/treatment preferences,
intentions or uptake (Durand et al., 2014). Others observed that reducing
the patient/clinician power differential is essential before most patients
feel comfortable or competent to engage in SDM (Joseph-Williams,
Edwards & Elwyn, 2014).

In some countries litigation is a major concern, and Durand et al.
(2015) found that poor communication is strongly correlated with
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medical malpractice litigation. However, based on a synthesis of five
studies, they concluded that there is insufficient evidence to determine
whether SDM reduces medical malpractice litigation. Nevertheless,
effective decision support can lead to decreased decisional conflict
(i.e. personal uncertainty regarding one’s choice) and some evidence
suggests that if SDM is applied, patients appear to be more satisfied
and more compliant with the treatment they have agreed upon, which
is likely to reduce the risk of litigation (Ubbink, Santema & Lapid,
2016).

Among health professionals in particular, there is widespread concern
about the time required for implementing SDM in routine clinical care
(Légaré et al., 2008). The belief that it will lengthen consultations is so
pervasive that the Dutch government proposes to compensate clinicians
for the additional time they perceive they would need to implement it, as
noted above. Yet although consultation lengths vary depending on the
context, there is no definitive evidence that SDM systematically requires
more time than usual care (Légaré et al., 2012b; Légaré et al., 2018)
except in palliative care contexts (Stacey et al., 2017). Furthermore,
any additional time spent on SDM may be recouped if patients return
less frequently.

Among policy-makers another prime concern is the effective use
of scarce resources. There are inherent challenges in assessing the
cost-effectiveness of SDM, and robust evidence that SDM may lead to
system-wide savings is lacking (Walsh et al., 2014; Trenaman, Bryan &
Bansback, 2014). A systematic review of the effects of decision aids for
people facing treatment or screening decisions found that patients who
were better informed and had been given an opportunity to weigh up the
risks of treatment options tended to choose more conservative options
(Stacey et al., 2017). Based on such observations, there is an expectation
among policy-makers that decision support tools can reduce overuse of
costly services and treatments (Elwyn, Tilburt & Montori, 2013). There
is indeed a persuasive argument that providing care that is informed
and consistent with people’s values can lead to more appropriate use
of resources (Mulley, Trimble & Elwyn, 2012). However, if SDM is
an ethical imperative (Box 11.3), and patients value being involved in
the decision-making process, the promise of significant savings should
not be a condition for its implementation, and indeed could jeopardize
implementation efforts (Walsh et al., 2014; Sandman, Gustavsson &
Munthe, 2016).
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Box 11.3 The ethical imperative for shared decision-making

“The benefits of shared decision-making to Society will accrue by
the accumulated trust that the profession engenders through daily
interactions that demonstrate unequivocal fidelity to the dignity and
values of informed patients. We do not advocate the abrogation of
professional roles: it will remain necessary for physicians to disagree,
even argue, respectfully, with patients, provided patients’ views
are taken seriously. But, as clinicians invite and welcome patient
involvement, it is also essential to share in the work of making
difficult decisions, not to abandon patients at the fork in the road.”

Source: Elwyn, Tilburt & Montori, 2013

What practical tools support SDM?

Patient decision aids are the principal tool used to support SDM. In a
review of 105 studies involving 31 043 patients, Stacey et al. (2017)
showed that those who engaged in SDM and received a decision aid
(either written, electronic, audio-visual or web-based tool formats) had
greater knowledge of the evidence, felt clearer about what mattered to
them, had more accurate expectations about the risks and benefits, and
participated more in the decision-making process compared to those
receiving usual care. Yet as noted earlier in this chapter, while there has
been tremendous progress in the development of patient decision aids,
including a generic decision aid (Ottawa Hospital Research Institute,
2015) that can be adapted to any health-related or social decision
(Arimori, 2006; Saarimaki, 2013), it is unlikely that decision aids
will be created for every decision and in every language. Also, their
implementation remains challenging, in particular where the process
is disconnected from the routine workflow or from the wider system
context (Elwyn, Frosch & Kobrin, 2016). The fundamental need is
still for skilled clinicians to have the right conversations with patients
(Kunneman & Montori, 2016). Patient decision aids and other tools
can facilitate the conversation, but they cannot replace it.

A significant body of work has focused on training health profes-
sionals in SDM. While there remains lack of consensus on the precise
components of SDM (Shay & Lafata, 2014; Légaré et al., 2013; Légaré
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& Witteman, 2013), there is agreement that risk communication skills
can be learned by clinicians, both in their professional training and
continuing professional education. Such training programmes for prac-
titioners are becoming increasingly common (Diouf et al., 2016), with
their effectiveness often measured in terms of changes in clinicians’
behaviours and patient experiences (Al-Janabi, Flynn & Coast, 2012).

A 2018 Cochrane review of the effectiveness of interventions to
improve health professionals’ adoption of SDM found the overall evi-
dence to be of low quality, with uncertainty about what type of inter-
vention works best or what their key components should be (Légaré et
al., 2018). It did suggest that interventions that simultaneously target
both the health professional (e.g. training) and the patient (e.g. decision
aids) are likely to be more effective than each on their own. Légaré et
al. (2013) identified the range of core competencies clinicians should
acquire for effectively involving patients in health-related decisions.
These include being aware of patients’ information needs, knowing
how to communicate relevant information, nondirective interviewing,
risk communication, eliciting patients’ preferences, personalized care
planning, and self-management support. They also include learning to
use patient decision aids (Stacey et al., 2013) or clinical tools such as
SURE to screen for decisional comfort (Légaré et al., 2010).

In summary, while promising, the existing evidence base on the
effectiveness of SDM remains somewhat ambiguous or, with respect
to certain outcomes such as cost savings, in need of more research.
Evidence points to positive outcomes at the individual level but there
are large gaps in the evidence about outcomes at the clinical, organiza-
tional and systems level, largely because of a lack of implementation at
these levels (Elwyn, Frosch & Kobrin, 2016). Existing measures are still
under development, as we discuss below. Perhaps a more fundamental
and still unresolved question is what and who defines a ‘good decision’,
and how to evaluate it (Hamilton et al., 2017), an issue discussed in
some detail in Chapter 4 of this book.

What are the barriers to implementing SDM?

We established earlier that SDM is recognized as the core of person-
centred care and is increasingly present in health care policy and legis-
lation worldwide. Yet widespread implementation of SDM in routine
practice (Couet et al., 2015) or at a system level (Elwyn et al., 2013)
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remains the exception. We have also noted that patient decision aids
are a helpful tool in SDM, and numerous accredited patient decision
aids are available (Volk et al., 2013). Yet patient decision aids are not
widely used in clinical practice and few people are even aware they
exist (Lepine et al., 2016).

The evidence points to a number of barriers that hamper the routine
implementation of SDM in clinical practice. We have highlighted the
many real or perceived barriers noted by health care providers, such
as time constraints to actively engage in SDM, or attitudes, such as the
belief that patients want decisions made for them, or not being in the
habit of engaging their patients in SDM (Légaré et al., 2006; Godolphin,
Towle & McKendry, 2001; Makoul, Arntson & Schofield, 1995).
Perhaps clinicians are reluctant because they were trained to relieve
and protect patients from anxiety-provoking information (Tudiver et
al., 2002). Further, patients might ask for a treatment option that the
clinician does not consider beneficial and the clinician may be concerned
about potential malpractice litigation (Zikmund-Fisher et al., 2016),
although there is no conclusive evidence about the latter, as noted earlier
(Durand et al., 2015).

There are also barriers on the part of the patient, who may not
want to engage in SDM. The evidence on patient preferences about
participating in decision-making is very mixed, for reasons we do not
yet fully understand (Chewning et al., 2012). The role patients wish
to play in the decision may depend on the type of health problem, on
personal characteristics (Thompson, 2007), or on the level of trust
between the patient and the physician: the lower the trust, the less the
patient feels comfortable in engaging in the process (Kraetschmer et
al., 2004). Also, attitudes and behaviours are slow to change. Thus
even where clinicians wish to implement SDM, their communication
skills may be inadequate (Stiggelbout, Pieterse & De Haes, 2015). In
addition, patients are often reluctant to question their doctors because
they worry this will be perceived as challenging the clinician’s expertise
(‘being difficult’), which might, in turn, negatively impact the quality of
care the patient will receive in the future (Adams et al., 2012; Frosch
et al., 2012).

The inconsistent evidence base about the benefits and risks of SDM
and consequent lack of confidence in SDM interventions might also
reduce decision-makers’ support for relevant strategies, as might the
overlap in terminology between patient engagement and SDM and
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the conceptual vagueness surrounding its key concepts (Légaré et al.,
2013; Légaré & Witteman, 2013). Moreover, a set of best practices for
SDM has yet to be agreed upon, and many of the underlying barriers
themselves, such as clinician indifference, remain under-investigated
(Elwyn et al., 2013).

Perhaps a more fundamental challenge relates to the issue of power,
a challenge highlighted elsewhere in this volume (see Chapters 4, 5, 6
and 12 ). SDM requires an explicit sharing of power and knowledge in
a relationship that has traditionally been characterized by an imbalance
of power in favour of the clinician (Joseph-Williams, Edwards & Elwyn,
2014). In many cultures there is a strong hierarchy of authority which
is not openly challenged, at personal, institutional or political levels
(Rahimi, Alizadeh & Légaré, 2017), and this also applies to significant
subcultures in western liberal societies (Coleman-Brueckheimer, Spitzer
& Koffman, 2009; Mead et al., 2013). There is a need for researchers
to develop patient decision aids and models that are flexible enough to
be adapted to a variety of cultures, involving stakeholders from diverse
backgrounds and paying particular attention to categories of patients
who find risk—benefit information challenging. SDM training should also
include considerations of health literacy and cultural competencies, and
should increase awareness of variation in patient preferences (Hawley
& Morris, 2016; Alden et al., 2014).

Much of the work on SDM has focused on patients’ and clinicians’
attitudes to and engagement in SDM. Conversely, little is known about
policy-makers’ views on and understanding of SDM, despite their key
role in developing strategies necessary for its widespread implementa-
tion. Little is known, too, about the views of health care organizations,
which might be reluctant to invest in SDM as it may involve changing
established work patterns or provider tasks (Elwyn, Frosch & Kobrin,
2016). Some countries have changed financial incentives for providers
towards value-based payment methods that seek to optimize health
outcomes for the patient per dollar spent (Porter, 2010). There is
increasing experimentation with, for example, pay-for-performance
schemes, capitation and bundled payment arrangements or accounta-
ble care organizations to strengthen care coordination and hold health
care providers to account for delivering high quality care (Anell &
Glenngdrd, 2014; Nolte, Knai & Saltman, 2014; Kronick, Casalino
& Bindman, 2015), and SDM could at least theoretically be built into
such payment systems. However, such approaches are highly complex,
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requiring careful design, relevant measures and indicators, and con-
sideration of the context in which the payment system is introduced.
The risk is that such systems can be distorted by uncontrollable factors
such as patients’ socioeconomic status, or measures that are inadequate
for the task. For example, attribution (which doctors are responsible
for which patient outcomes?) must factor in risk-adjustment and ran-
domness or else physicians will be incentivized to avoid patients with
multi-morbidities, who are exceptionally high users of hospital services
(Anell & Glenngard, 2014). Without institutional consensus on what
constitutes value and quality in health care, measurement might simply
reflect what physicians, politicians or accountants value, rather than
what patients value (Mannion & Braithwaite, 2012).

How should we measure SDM?

Many reviews have shown that SDM processes and outcomes are dif-
ficult to quantify (Elwyn et al., 2001; Dy, 2007; Légaré et al., 2007;
Simon, Loh & Harter, 2007; Kryworuchko et al., 2008; Scholl et al.,
2011; Sepucha & Scholl, 2014). Identifying relevant theoretical models
for SDM, evaluating interventions in clinical practice and measuring
their impact (including cost-effectiveness) remain the subject of ongoing
research in this relatively young field.

The kinds of outcome researchers seek primarily reflect the expec-
tations of those assessing SDM. Where patient engagement is built
into legislation (such as the Affordable Care Act in the USA), health
care administrators seek reliable and valid system level measures that
allow conclusions about the impacts of SDM strategies on population
health. A major impediment to the more rapid spread of SDM may be
that there are not yet enough system measures that can be effectively
and efficiently tracked by health care organizations. Much research has
explored more process-oriented outcomes, for example measures of
the patient’s role in decision-making (Conway, Mostashari & Clancy,
2013).

Those who are interested in clinical practice may focus their research
on the creation of brief tools, such as the three-question CollaboRATE
(Box 11.4), which measures efforts made by the clinical team to engage
them in decision-making as reported by patients (Barr et al., 2014).

Several conceptual frameworks have been proposed for measuring
SDM. The most comprehensive and commonly used model was designed
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Box 11.4 The CollaboRATE tool: a three-item
patient-reported measure of SDM

The CollaboRATE tool consists of three items.
Thinking about the appointment you have just had:

1. How much effort was made to help you understand your health
issues?

2. How much effort was made to listen to the things that matter
most to you about your health issues?

3. How much effort was made to include what matters most to
you in choosing what to do next?

Responses to each item can range from 0 (No effort was made) to
9 (Every effort was made) for a maximum total of 27.

Source: Barr et al., 2017

by Makoul & Clayman, and it identifies nine essential constructs that
describe the observable features of SDM in a consultation (Makoul &
Clayman, 2006; Clayman et al., 2012). Using this framework, Bouniols,
Leclere & Moret (2016) reviewed and mapped validated SDM meas-
urement tools and found that none of the identified tools mapped on
all the nine elements described by Makoul & Clayman, although all
measured three of the elements (‘define/explain problem’, ‘patient values/
preferences’, and ‘check/clarify understanding’). The MAPPIN’ SDM
instrument and SDM’Mass developed by Kasper and colleagues (Kasper
et al., 2012; Geiger & Kasper, 2012) cover eight of the components.
Elwyn, Frosch & Kobrin (2016) developed a conceptual framework
that hypothesizes a set of outcomes of SDM (or ‘collaborative deliber-
ation’) that considers the ‘reach’ of its consequences. Proximal effects
are immediate, for example informed preferences; distal effects are more
enduring, such as modified relationships; and distant effects may change
service utilization or institutional norms. A different approach was taken
by Sepucha and colleagues, whose model for decision-making distin-
guishes three general constructs across the continuum of the decision-
making process (Sepucha & Mulley, 2009; Sepucha & Scholl, 2014):

e Decision antecedents, or the features of the patient, provider or
organization that may influence the decision-making process;
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¢ Decision-making process or behaviour in the consultation, such as
patient involvement in the decision, decisional conflict or the use of
patient decision aids; and

¢ Decision outcomes, including knowledge, decision regret, decision
quality and patient’s experience of care.

Tools to measure decision antecedents at the patient level include
the Control Preferences Scale, which evaluates the preferred role of a
patient in decision-making (Degner & Sloan, 1992); the Autonomy
Preference Index, which measures patient preferences about their role
in decision-making and their desire to be informed; and tools that assess
broader patient characteristics such as health literacy (Aboumatar et
al., 2013) and the culture and history of the physician/patient power
imbalance. Each of these instruments has its strengths and weaknesses.

Decision-making processes are commonly assessed using the
Observing Patient Involvement Scale, or OPTION (Elwyn et al., 2005);
two 9-item SDM questionnaires (patient and clinician versions) (Kriston
etal., 2010; Scholl et al., 2012); or the Decisional Conflict Scale (DCS)
(O’Connor, 1995). Few process measures adequately capture imple-
mentation, and different stakeholders have different perceptions as to
whether SDM has occurred (Rodenburg-Vandenbussche et al., 2015;
Shay & Lafata, 2014). Interestingly, only studies in which the patient
reported that SDM had occurred (rather than reported by the doctor, or
a third observer) found a significant association with improved patient
outcomes (Stewart, 2001). This finding suggests that the patient’s per-
spective is critical to the science of measuring SDM.

Decision outcomes are assessed by measuring decision quality, deci-
sion satisfaction or decision regret (Sepucha, Fowler & Mulley, 2004;
Brehaut et al., 2003). Many of these scales have good reliability statistics,
but the validity of most tools remains undetermined, especially as far as
diverse populations are concerned. In addition, there are important ceiling
effects (high-level scores with little variability in both patient-reported
outcomes and other process measures). Very few measures are sensitive
to changes in outcomes over time (Kirwan et al., 2016; Barr & Elwyn,
20135). Finally, there is still a gap between measuring SDM for research
purposes and measurement for clinical and policy-oriented purposes.

Some researchers use measurement frameworks to explain the
mechanisms underlying SDM behaviours and explore the relationships
between the different constructs of sociocognitive models. Many such
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models posit that behaviour is driven by intention, and that intention
has measurable and modifiable determinants (Frosch et al., 2009;
Desroches et al., 2011).

New theoretical frameworks are expanding our understanding of
decision-making but they have yet to demonstrate their applicability.
Measures need to be practical, valid and reliable, and developed in
consultation with patients. There is a need for wider testing with both
exploratory and confirmatory factor analyses, and for revising existing
instruments. Scales should be tested for responsiveness before being used
in intervention studies. Further work on discriminant validity would
enable us to assess if a scale can distinguish between a decision-making
process that is unilateral and one that is truly shared. In the best of all
possible worlds, a standardization of outcome measures would allow

more meaningful cross-study comparisons (Scholl et al., 2011; Decary
et al., 2017).

What are the research trends in SDM?

Research on SDM has gone beyond decisions about medical diagnostics
and treatments. For example, in the era of personalized medicine SDM is
clearly called for concerning decisions about, and follow-up of, genetic
tests for predispositions for which data and treatments are not yet
available (Katz, Kurian & Morrow, 2015). Dyadic SDM research now
takes into account the mutual influence of the patient and the physician
in the consultation (Melbourne et al., 2011; Couet et al., 2015; Légaré
et al., 2012a; LeBlanc et al., 2009). Research has also moved beyond
conceptualizing SDM as a single encounter to broadening research
beyond the consultation (Rapley, 2008). SDM has been incorporated
into many more decision contexts, such as around loss of functional
autonomy (Hanson et al., 2011), palliative care (Belanger, Rodriguez
& Groleau, 2011) and mental illness (Coffey et al., 2016).

A key development has been the involvement of a wider range of
actors in SDM research, such as family caregivers who are closely
involved in decisions about the care of relatives, and a wider group of
health professionals and social care workers (Garvelink et al., 2016;
DeKeyser Ganz et al., 2016). Researchers are developing models,
assessment tools, interventions and decision support tools that take into
account decisions shared between all these actors (Laidsaar-Powell et
al., 2013; Stacey et al., 2010; Garvelink et al., 2016). A growing team
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consciousness of SDM could improve resource use and other group-level
performance scores (Sorbero et al., 2008), as well as bringing about
change in the cultural norms of health care organizations and systems
(Elwyn, Frosch & Kobrin, 2016), with an increasing volume of work
looking specifically at the impact of SDM at the meso and macro levels
(Ballard-Barbash, 2012).

Identifying better measures for SDM remains a core research area,
as demonstrated by the recent application call for measures of SDM
by the US-based Agency for Healthcare Research and Quality (Agency
for Healthcare Research and Quality, 2016). Much research has been
devoted to exploring the relationships between the constructs of various
behavioural models and proposing tools that are sensitive to the less
rational and more affective aspects of behaviour change (Sniehotta,
2009; Kelders et al., 2016). Considerable research is also being devoted
to developing and measuring the impact of patient decision aids (Volk
et al., 2016). Lastly, the contribution of SDM to reducing waste in
health care is gaining attention as most industrialized countries face
increasing financial constraints (Morgan et al., 2016).

How can we move SDM forward?

Frosch & Carman (2016) propose a framework of ‘patient and family
engagement’ for moving ahead with interventions and policies to imple-
ment SDM. Their model envisages a continuum of patient engagement
that is applicable to direct patient care, organizational governance
and policy development, and yet remains flexible enough to match the
capabilities, interests and goals of individual patients (Dy & Purnell,
2012). It posits that patient values influence not only clinical decisions
but also decisions about hospital design, recruitment, quality improve-
ment strategies and policy priorities. The continuum structure of this
framework is also responsive to the accumulation of evidence about
what works and what does not.

Facilitators for developing such a culture of engagement at the policy
level are social and cultural norms that are open to public influence,
as well as institutions that are open to public participation, as demon-
strated, for example, by state policies responding to public pressure to
control the tobacco market (World Health Organization, 2017). The
organization, financing and governance of health care systems play a
key role (Korda & Eldridge, 2011). Legislation can also facilitate patient
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engagement by, for example, mandating public advisory councils in
hospitals (Carman et al., 2013).

SDM is only one of the many facets of greater engagement of
patients and the wider public in health care at the different tiers of the
system. As several contributions to this volume have shown, fostering
an engagement culture at all levels and including civil society is essential
if equal partnerships and effective relationships between patients and
professionals are to be translated into a reality. SDM is mostly applicable
at the clinical level (Carman et al., 2013), and its effective translation
into routine practice will require a change in the status quo, which in
turn will require greater investment in educating the public about health
and health care, and the acquisition of skills and competencies to ask
questions, express values and preferences, and understand risks. This
transformation is necessary more than ever, at both the individual and
system level, for ethical, financial, social, political and legal (in some
countries) reasons. Finally, it forms a core element of health care quality,
with more responsive services likely to lead to better outcomes, improved
patient experiences and more effective self-management.

Conclusion

In summary, health care decisions that will lead to improved popu-
lation health, patient experience and cost-effectiveness depend on an
understanding of the best available scientific evidence and on patients’
informed values and preferences. SDM is an approach that has the
potential to improve population health by reducing harms of treatments
that are not beneficial for all and increasing the benefits of those that
are. It also has the potential to improve patient experience by engaging
them in the decision-making process. In addition, although the evidence
remains patchy, it has the potential to ensure a more appropriate use
of limited resources and thus increase the cost-effectiveness and sus-
tainability of health systems. There are effective interventions for facil-
itating SDM, including training health care professionals and patient
decision aids. However, SDM is not yet widely implemented in routine
clinical practice, with various barriers obstructing its adoption at the
individual patient and provider level and, more importantly perhaps,
at organizational and system levels. These barriers can be overcome by
establishing a culture of patient engagement at all levels of the health
care system, from individual decisions and programme development to
research and health policy.
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12 The person at the centre?
The role of self-management
and self-management support

ELLEN NOLTE, ANDERS ANELL

Introduction

Overcoming care fragmentation remains among the key challenges
facing health systems globally (Nolte & McKee, 2008; Saini et al.,
2017; Schoen et al., 2011). This has become particularly acute against
the background of a changing disease burden and the rising number of
people with multiple health problems. Policy-makers have recognized
this challenge and countries are exploring new approaches to health care
delivery to enhance the coordination of care and so better meet the needs
of those with chronic and multiple health problems and optimize service
use (Nolte, Knai & Saltman, 2014; Wodchis et al., 2015; World Health
Organization Regional Office for Europe, 2016). The focus has tended
to be on the service provider side, with the introduction of innovative
care models such as through strengthening multidisciplinary team work,
the use of care coordinators or case managers, co-location of different
providers, and shared pathways, among other developments (Nolte &
Knai, 20135). The need for involving the individual and their family is
widely recognized, although more often than not the focus tends to
be on educational elements emphasizing knowledge and adherence to
expert advice.

Yet individuals have an important role to play in protecting and
promoting their own health, deciding on appropriate approaches to
maintain health and managing chronic conditions and the impacts they
have on life and well-being (National Voices, 2014). There is a range of
ways by which people take an active role in their own care, including
through shared decision-making, care planning and self-management
(see Chapter 11). While conceptually different (Lhussier et al., 2015), the
fundamental notion underpinning each is their aim to engage patients
in decisions about their care (Coulter & Collins, 2011; Coulter et al.,
2015) and that service users and their carers should form an integral
part of the care process (Health Foundation, 2014). This is seen to be of
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particular relevance in the context of chronic disease, which confronts
those affected with a spectrum of needs and requires them to manage the
impact of the illness on physical, psychological and social functioning, to
interact with health care providers and implement treatment regimens,
to monitor their health status and make associated care decisions, to
alter their behaviour and to engage in activities that promote physical
and psychological well-being (Clark, 2003). Service users inevitably
become a major caretaker and thus a core part of the ‘workforce’ in
chronic care (Dubois, Singh & Jiwani, 2008).

This chapter focuses on self-management and self-management
support, which are considered to be core components of person-centred
care (International Alliance for Patients’ Organizations, 2006; National
Voices, 2014; Health Foundation, 2014). Self-management support is
seen to be key to enable service users to move from passive recipients
to active partners in care (World Health Organization Regional Office
for Europe, 2016). Most often conceptualized in the context of chronic,
long-term health problems, it features as one of the four interacting
components of the Chronic Care Model that are considered to be
essential to providing high-quality care for those with chronic disease
(Wagner, 1998). Many countries in Europe and elsewhere have included
self-management support as an integral component of national, regional
or local strategies, and approaches to service delivery that aim to better
meet the needs of people with long-term health problems (Nolte &
Knai, 2015; Nolte, Knai & Saltman, 2014; World Health Organization
Regional Office for Europe, 2016).

A range of expectations has been associated with self-management
and support interventions and policies in this context. For example,
it is anticipated that supporting service users recognizes their own
knowledge and capacity, that it increases their confidence, strengthens
preventive activities and ensures appropriate use of services, and will thus
reduce costs and make service delivery more sustainable. There is also
an expectation that it will improve service users’ experiences of health
care, and give people more control over their lives, empower them as
partners and improve health outcomes and well-being. Yet, as Morgan
et al. (2016) argued, it remains unclear “how all these promising ideas
hang together” (p. 2), or whether (and how) these ambitions can be
achieved simultaneously (Entwistle, Cribb & Owens, 2016). There is
evidence that some forms of support for self-management can impact
positively on some of these anticipated outcomes for some service user
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groups (Franek, 2013; Taylor et al., 2014), but not all aims have been
met. In particular, robust evidence that self-management efforts will
reduce service utilization has so far been established for selected (hospi-
tal) services and selected conditions only (National Voices, 2014; Taylor
et al., 2014). Entwistle, Cribb & Owens (2016) also contended that
practices seeking to support self-management can, at times, undermine
rather than enhance people’s experiences of health care.

This chapter explores some of the key issues pertaining to contem-
porary policy and practice around self-management and support in the
context of wider efforts to enhance care coordination in a move to more
person-centred systems. It begins by summarizing common definitions of
self-management and self-management support and a brief description
of what we know about the availability of self-management support
strategies in European settings. We then discuss key insights from the
evidence base on the impact of self-management interventions. We
examine in greater detail some of the challenges facing service users,
practitioners and policy-makers in conceptualizing and implementing
relevant strategies and discuss policy implications.

Defining self-management and self-management support

Kendall et al. (2011) traced the emergence of self-management in the
health field to the self-care and self-help movements that evolved from
the 1970s in particular, although early accounts date at least to the
18th century. A focus has been on achieving equality between the
provider and service user in terms of making decisions and the capac-
ity to determine the direction of their own care. Mirroring the wider
discussion around person-centredness (Chapter 2), interpretations of
self-management have since developed in different ways, largely reflecting
different disciplinary and professional perspectives and expectations
in the context of a changing health care environment, which involves
technological advances, the rising burden of chronic disease and the
increasing need for cost-containment.

Against this background, it is not surprising that there is no single,
universally accepted definition of self-management and self-management
support, and the scope of what is considered varies. In an early review,
Clark et al. (1991) distinguished between self-care and self-management,
with the former referring to a wide range of preventive behaviours
and actions taken by those who are healthy or are at risk of ill-health.
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Self-management, in contrast, was interpreted in the context of chronic
disease and was seen to refer more specifically to the active participation
of people in their own treatment, undertaking related tasks and activities
with the collaboration and guidance of the individual’s physician and
other health care providers (Clark et al., 1991; Lorig, 1993). However,
although self-care and self-management (and indeed self-management
support) form distinct multidimensional constructs (Jones et al., 2011),
boundaries between concepts have increasingly blurred and related
terms are now often used interchangeably in health policy and research
literature (Sadler, Wolfe & McKevitt, 2014).

As noted, self-management is most often conceptualized in the
context of chronic disease, and this is further illustrated by a widely
used definition proposed by the Institute of Medicine. It describes
self-management as “the tasks that individuals must undertake to live
well with one or more chronic conditions. These tasks include having
the confidence to deal with medical management, role management,
and emotional management of their conditions” (Adams, Greiner
& Corrigan, 2004, p. 57). One other widely cited definition is that
proposed by Barlow et al. (2002), suggesting a broader conceptu-
alization that also takes account of the wider psychosocial context
within which people live. Accordingly, self-management includes
“the individual’s ability to manage the symptoms, treatment, phys-
ical and psychosocial consequences and lifestyle changes inherent
in living with a chronic condition” (p. 178). Vassilev et al. (2011)
further highlighted the role of social networks in the management
of long-term health problems.

Corbin & Strauss (1985) identified, based on in-depth interviews
with middle-aged and older couples in the USA, three types of ‘work’
that those with chronic illness have to undertake when managing their
condition/s at home: illness work (medical management of the condition),
everyday life work (maintaining, changing and creating new meaningful
behaviours or life roles), and biographical work (managing the emo-
tional impacts of having a chronic condition and its consequences).
Building on this framework, Lorig & Holman (2003) distinguished
six core self-management skills: problem solving, decision-making,
resource utilization, the formation of a patient-provider partnership,
action planning and self-tailoring. These tasks form key components of
the Chronic Disease Self-Management Programme (CDSMP) (Stanford
Medical School, 2017), developed by the same authors (Lorig et al.,
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2001; Lorig et al., 1999) and implemented widely since; we will discuss
this programme below.

Self-management support has been defined as “the systematic pro-
vision of education and supportive interventions by health care staff
to increase patients’ skills and confidence in managing their health
problems, including regular assessment of progress and problems, goal
setting, and problem-solving support” (Adams, Greiner & Corrigan,
2004, p. 57). This definition is reflective of the IOM’s more health-care-
centred definition of self-management mentioned above. Yet support
interventions and approaches extend further, as shown by Taylor et
al. (2014), who developed a taxonomy for self-management support.
It considers four dimensions: (i) the recipient (patients, carers, health
professionals, organizations); (ii) self-management components; (iii)
modes of delivery (face to face, remote, telehealth care, web based); and
(iv) people delivering the support (lay, professionals), with identified
components summarized in Box 12.1.

Box 12.1 Taxonomy of self-management support as
proposed by Taylor et al. (2014)

Reviewing the evidence from 30 qualitative systematic reviews
(covering 515 unique studies) and 102 quantitative systematic
reviews (covering 969 RTCs), Taylor et al. (2014) identified 14 types
of component of self-management support, which may be directed
at the patient or carer. These include: education about condition
and management, information about available resources (financial,
social), personalized action plan, regular clinical review, monitoring
with feedback, practical support with adherence (medicine reviews,
dosette boxes, prompts, reminder checklists), equipment, safety
netting (e.g. specialist telephone advice), training to communicate
with health professionals, training for activities of daily living (e.g.
occupational therapy), training for practical self-management activ-
ities (e.g. inhaler technique instructions), training for psychological
strategies (problem solving, action planning, goal setting, distraction,
relaxation, etc.), social support (e.g. befriending, peer support or
mentoring), and lifestyle advice and support (diet, physical activity,
smoking cessation, handling life stresses).
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Box 12.1 (cont.)

Indirect components were those delivered to health professionals
such as education and training (e.g. adult learning and communi-
cation skills), equipment (e.g. clinical information systems, pro-
tocols for disease assessment), prompts (e.g. reminders to discuss
action plan), feedback and review (e.g. review from managers,
on-site mentoring, monthly reports) and financial incentives, as
well as those delivered at an organizational level such as training
in implementing self-management, equipment including telehealth
care tools, protocols for disease assessment, prompts incorporated
into the clinical record system, audit and feedback at organizational
level, and financial incentives.

What is happening across Europe?

Decision-makers across Europe have recognized the need for implement-
ing policies and strategies to support self-management mainly in the
context of chronic diseases (Elissen et al., 2013; Nolte & Knai, 2015).
Available overviews of best practice cases highlight that supporting
the active participation of patients in their care is seen as a priority
to optimally respond to patient needs and improve health outcomes
(European Commission, 2017; World Health Organization Regional
Office for Europe, 2016).

However, approaches to self-management support vary widely
between and within countries in terms of content, format, provider and
availability (Elissen et al., 2013). For example, Kousoulis et al. (2014)
carried out a review of the literature on diabetes self-management
arrangements in place in six European countries (Bulgaria, Greece, the
Netherlands, Norway, Spain and the UK). Covering the period 2000-
2013, the review included 56 studies that reported on 21 interventions
and programmes for diabetes and chronic disease self-management. Two-
thirds (7=13) of programmes and interventions were set in the UK, five
in the Netherlands, one each in Norway, Spain and Bulgaria and none
in Greece (where initial discussions and approaches had only started
to emerge at the time of the study), typically located in primary care
settings. The majority of approaches comprised educational or training
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programmes, typically, although not always, emphasizing behavioural
change as an important goal while the mode and duration of related
interventions varied. Other models included technological support tools,
often web-based, that sought to strengthen self-monitoring abilities and
individual responsibility, again with considerable variation in terms of
focus and content.

Similar variation in the levels of support provided was demonstrated
by Nolte, Knai & Saltman (2014) in a review of some 50 coordinated
care approaches across 13 countries in Europe. The large majority
of these approaches provided some form of patient self-management
support, typically involving education for self-management, frequently
delivered in a group-based context or on a one-to-one basis and most
often in the context of disease management programmes. Education
offered within the reviewed approaches tended to focus on disease
control through the provision of information about the disease, healthy
behaviours and practical instructions concerning, for instance, blood glu-
cose monitoring, foot examination or insulin injection. Most approaches
also sought to involve patients in the development of a care or treatment
plan and goal setting, and provided regular assessment of patient needs
and problems. They typically used support materials in the form of
information brochures to complement patient education programmes,
with a smaller number using interactive web sites or telephone-based
support services to provide patients with personalized information on
how to manage their disease. In the majority of cases, self-management
support was provided by health professionals including physicians, or,
more frequently, by trained nurses within primary care settings. Self-
management support programmes provided by others, including lay
people, were uncommon, but one well-known example includes the
Expert Patient Programme in England (see below). Overall, the review
found that while approaches to patient support for self-management
had moved beyond the mere distribution of information materials,
approaches in place tend to reflect service-driven programmes aimed
at disease control rather than more general support strategies target-
ing the wider social context within which people live and drawing on
a wider potential support network including other patients, peers or
volunteers, among others.

Clearly, reviews such as those presented here risk overlooking
examples of innovative practices locally (World Health Organization
Regional Office for Europe, 2016). At the same time, it is also clear, in
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particular in the context of chronic diseases, that while countries are
exploring a range of novel approaches to enhance care coordination
and integration, and transform service delivery more broadly, strategic
programmes and initiatives to strengthen self-management support
appear to have remained relatively underdeveloped. We will return to
the challenges of systematically implementing self-management support
strategies later in this chapter.

What is the evidence?

Reviews of self-management support interventions have described
improvements in selected health outcomes among people with chronic
disease, including health-related quality of life and healthy behaviours
(Franek, 2013; Panagioti et al., 2014). There is also some evidence for
the potential of such interventions to reduce health service utilization
without compromising patient health outcomes, but observed effects tend
to be small and the evidence was found to be strongest for respiratory
and cardiovascular problems (Panagioti et al., 2014). Focusing specifi-
cally on self-monitoring as one component of self-management, McBain,
Shipley & Newman (2015) found, in a review of systematic reviews,
evidence of significant reductions in hospitalizations and readmissions
to hospital, specifically for heart failure and chronic obstructive pul-
monary disease (COPD). At the same time, their review also reported
evidence suggesting that observed reductions in (re-)admissions may
lead to increases in service use elsewhere in the health care system.
Taylor et al. (2014), based on a review of the qualitative and quan-
titative evidence (see also Box 12.1), concluded that “overall, there
appears to be a great deal of evidence, much of it favourable, relating to
self-management support across most of the [chronic conditions] studied,
but it is clear that not everything works” (p. 418). The authors found
no one component to be superior to any other and the most effective
interventions were multifaceted and multidisciplinary. They identified
a set of core components common to self-management support that are
applicable to most chronic conditions, for example education and the
provision of knowledge and information about the condition, while
noting that interactive learning was likely to be more effective than
passive education and education provided in isolation. Some selected
components were associated with specific characteristics of a given
condition, such as support for activities of daily living for those with
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disabling conditions (e.g. stroke, lower back pain, progressive neuro-
logical disorders, COPD), action plans for those with conditions that
are at risk of marked exacerbations (e.g. asthma, COPD), or intensive
disease-specific training to enable self-management of specific clinical
tasks (e.g. type 1 diabetes, home dialysis for people with chronic kidney
disease). Importantly, they found that supported self-management
needed to be tailored to the individual, their culture and beliefs, as well
as taking account of the natural progression of the condition in order
to be effective.

A number of studies and reviews have specifically focused on
the effectiveness of the aforementioned CDSMP (Lorig et al., 2001)
and related strategies and found the evidence to be somewhat mixed
(Foster et al., 2007). For example, Brady et al. (2013) conducted a
meta-analysis of 23 studies of the CDSMP delivered in small English-
speaking group mode. They demonstrated small to moderate improve-
ments in psychological health and selected health behaviours such as
exercise and cognitive symptom management that remained after 12
months. But they did not find robust evidence that the programme
reduced health care utilization. This latter finding was confirmed in
two Canadian studies that were also unable to demonstrate robust
evidence for CDSMP reducing health service use (Jaglal et al., 2014;
Liddy et al., 2015).

Kendall et al. (2012) highlighted the importance of the group context
within which the CDSMP is being delivered. Based on insights from a
focus group study of participants and peer leaders in Australia, they
found that positive impacts such as increased knowledge, which led to
an increased sense of confidence, perceptions of greater control and
a positive attitude to their disease, crucially depended on the “social
aspect of the group” (p. 7). Noting that self-management is at its core
a social concept, their work pointed to the role of social processes
including social engagement, the development of a collective identity,
collaborative coping and shared learning in determining the outcomes
achieved through CDSMP courses. This observation of the key role of
the group context is further supported by Brady et al. (2013), who found
that alternative delivery modes of the CDSMP (e.g. internet) had fewer
significant improvements than the small English-speaking group mode.
A recent scoping review of evidence of benefits and challenges from
participating in group-based patient education programmes by Stenberg
et al. (2016) also supports this conclusion. However, that review was
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unable to disentangle the effects of different types of intervention and
it remains unclear whether the nature of the intervention or its mode of
delivery is more important in enhancing self-reported outcomes such as
reduced symptom distress or improved self-management skills.

What are the challenges?

We have seen above that there is evidence that some forms of support
for self-management have impacted positively on some outcomes for
some service user groups, but overall the evidence remains inconsistent.
In particular, robust evidence that self-management efforts will reduce
service utilization, and thus health care costs, remains weak. There
are a number of reasons why this might be the case. For example,
Panagioti et al. (2014) suggested that strategies for self-management
support vary in the way in which they explicitly seek to reduce service
use, for example those specifically targeting the control of exacerbations
in COPD. Others might aim to enhance patient empowerment more
broadly, and the outcomes are therefore likely to vary. Targeting service
use implicitly assumes that utilization is always user-led, which may,
however, not be the case. Also, many self-management interventions
have fairly limited impacts, and there is little robust data on long-term
outcomes (Taylor et al., 2014).

Nolte & Osborne (2013) noted that part of the challenge lies in the
use of outcome measures that do not adequately capture the intended
impacts of self-management interventions, and measures are frequently
developed without appropriate service user input (Boger et al., 2015).
Others have highlighted concerns around the appropriateness of certain
interventions, poor design or theoretical assumptions (or lack thereof)
underlying the intervention. For example, a strong focus has so far been
on psychological mechanisms around concepts such as self-efficacy and
patient activation (Hibbard et al., 2004; Lorig & Holman, 2003), which
is also reflected in the frequency by which these mechanisms are repre-
sented in the literature (Lu, Li & Arthur, 2014), while socioeconomic
considerations have been incorporated less frequently. Interventions that
are solely based on psychological models of self-management have been
criticized “for their individualistic, biomedical and prescriptive focus
on disease management” (Sadler, Wolfe & McKevitt, 2014, p. 2). Such
an approach, it is argued, failed to address lay understandings of self-
management and the social context within which people live and which
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in turn shapes self-management practices (Ong et al., 2014). Pickard
& Rogers (2012) also noted that programmes based on the CDSMP,
such as the aforementioned Expert Patient Programme in England and
similar approaches elsewhere (Liddy et al., 2015; Haslbeck et al., 2015;
Contel et al., 2015; Expert Patients Programme, 2012), aimed to train
an “ideal typical, late-modern patient: responsible, self-directed and
managing her own health” (p. 102). Such an approach, it is contended,
involved an implicit shift in responsibility from the professional to the
(lay) service user with regard to managing the disease and its psychosocial
impacts (Sadler, Wolfe & McKevitt, 2014). Related programmes are
thus likely to benefit only that part of the population that is capable of
taking up these roles, which, in turn, might increase health inequities
(Kendall et al., 2011).

Health care providers are increasingly encouraged to support
people with chronic conditions to learn self-management skills. Indeed,
education and training of health professionals in implementing self-
management has been identified as an important component of self-
management support interventions (Taylor et al., 2014). Yet, as argued
by Sadler, Wolfe & McKevitt (2014), such an approach implies a shared
understanding of self-management between service users and providers,
and this may not be a given. Using a systematic review and narrative
synthesis of qualitative studies (7=55), the authors found important
differences between lay and health professionals’ understandings of
self-management. They also showed that these understandings differed
from the dominant model of self-management that draws on the concept
of self-efficacy underpinning approaches such as the CDSMP or the
Expert Patients Programme. For example, health professionals tended to
interpret self-management as a tool to promote compliance with expert
advice and treatment, to monitor and control symptoms and engage in
healthy behaviours, or what Morgan et al. (2016) referred to as ‘narrow
approaches’ to self-management support (Box 12.2).

Box 12.2 Managing conditions well vs. managing (or living)
well with conditions

Based on a synthesis of the evidence on health and social care
professionals’ approaches to self-management support for people
with chronic disease, Morgan et al. (2016) distinguished those
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Box 12.2 (cont.)

which focus on supporting people to manage their condition(s)
well in biomedical or disease-control terms (narrow approaches)
from those that emphasize supporting people to managing well
(or living well) with their condition(s) (broad approaches). In this
interpretation, narrow approaches tend to focus on improving the
control of symptoms and to reduce the risk of disease progression,
exacerbations or complications. Forms of support are often lim-
ited to didactic education and motivation, and success is typically
assessed using biomedical indicators, such as blood sugar levels in
people with diabetes, or intermediate indicators such as behaviour
change that will lead to changes in the biomedical indicators. Narrow
approaches might take account of emotional issues, but this mostly
seeks to encourage behaviour change to achieve disease control
rather than to engage with patients’ lived experiences.

Conversely, the broader approach to self-management support
was seen to be oriented towards supporting people to achieve a better
quality of life, while also supporting the development of patients’
autonomy and self-determination. Measures of ‘success’ tend to
consider progress in different domains such as people’s ability to
adapt to and cope with their condition(s), their sense of control,
and their ability to develop their own solutions to health-related
problems. Forms of support are often characterized by a consider-
able degree of flexibility on the part of the practitioner, seeking to
incorporate individuals’ circumstances and lived experiences, and
creating scope for individuals to shape the agenda for discussion
and action with their practitioners. The approach tends to be char-
acterized by more “equitable and mutually respectful professional-
patient relations” (p. 8) whereas the narrow approach was seen to
underpin the more (traditional) hierarchical practitioner—patient
model of communication.

The authors highlighted that broader approaches tend to be less
evident in practice, which they linked, in part, to the challenges of
implementing them within existing service delivery frameworks.
Importantly, a considerable proportion of reviewed studies had
concerned diabetes (~ 40%) and this could have impacted the
wider focus on ‘narrower’ approaches to self-management support
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Box 12.2 (cont.)

interventions in practice. This is mainly because in diabetes, disease-
control measures (such as diet, exercise, monitoring and medication
management) are particularly relevant in terms of their impact on
the longer-term trajectory of the condition (complications such as
blindness, neuropathy and vascular problems) and thus quality of
life. These efforts are more easily measured through biomedical
indicators such as HbA1lc and they incentivize a narrow approach
(or disincentivize a move away from it). Such a focus will be less
suitable for other conditions such as, for example, cancers or
dementias where people can do less to control the disease and its
progression.

According to Sadler, Wolfe & McKevitt (2014), such a ‘narrow’ view
was at times also taken by lay people, in particular among those with
certain characteristics such as emotional difficulties, low educational
attainment or cultural beliefs that place trust in professional expertise
and knowledge. Health professionals tended to expect that patients
take increased responsibility to manage their own health, but this view
was not necessarily shared by all service users. Importantly, lay views
about self-management placed particular value on the quality of the
relationship between the professional and the service user, seeing self-
management as a collaborative partnership. But this understanding
was less commonly expressed by providers. Overall, self-management
appeared to form part of what Sadler, Wolfe & McKevitt (2014)
described as “lay construction of illness narratives” (p. 15) that enabled
people to make sense of and cope with their condition(s), and adapt
to them in their everyday lives as a ‘social practice’, which involves the
ability to mobilize social support from family and friends. These themes
again tended to be less commonly reflected upon by health professionals.

This apparent disjoint between service users’ and health profession-
als’ understandings of self-management is further illustrated by Boger
etal. (2015), who synthesized the evidence of different stakeholders’
views on self-management outcomes, including patients, their fami-
lies, health professionals, purchasers of services and policy-makers.
Focusing on three exemplar conditions (diabetes, stroke, colorectal
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cancer), the review found that much of the evidence was from studies
of the experience of self-management rather than actual views on
desired outcomes. Importantly, several themes that were identified to
be relevant by patients were not mentioned by health professionals,
such as maintaining independence and a desire that the condition
or illness should not define people’s lives (‘being me’) (Table 12.1).

Table 12.1 Self-management outcomes described as important by

stakeholder group
Family and Health
Theme Outcome Patient friends professional
Applicable knowledge
Patient knowledge about X X X

the condition

Having trustworthy and X
accessible information and
resources

Independence

Physical independence/not X
being a burden to family

Feeling in control of the X
condition and having
confidence to manage it

Independence from health X%

professionals
Equity of power with X
professionals
Feeling holistically X

supported by health

services
Positive network

Positive relationships with X
professionals
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Table 12.1 (cont.)

331

Theme Outcome

Family and
Patient friends

Health
professional

Involving family members
in self-management

Being me
Feeling ‘normal’
Maintaining social identity

Managing condition within
the context of own life

Having choices and options
over management strategies

Self-management skills

Managing consequences of
treatment

Managing emotions
Managing stress

Patients who are motivated
to self-manage

Patients who are
empowered

Optimal bio-psychosocial health

Emotional Tmproved confidence/
self-efficacy

Feeling good and well

Improved patient quality
of life

Physical Improved health

Improved biomedical
markers

Preventing deterioration
Staying alive

Social Meeting family
expectations and being
‘useful’ to family
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Table 12.1 (cont.)

Family and Health
Theme Outcome Patient friends professional

Improved relationships X
with family member with
chronic condition

Improved communication X
with family member with
chronic condition

Source: adapted from Boger et al., 2015

Where there were overlaps, different stakeholder groups tended to
conceptualize related outcomes in different ways. For example, while
applicable knowledge was seen to be important, health professionals
tended to interpret this outcome as knowledge about the disease process
(‘knowing that’) while patients and their families focused on knowledge
that was personally relevant and tailored to their specific situation
(‘knowing how’; see Greenhalgh et al. (2011)). Similarly, patients and
professionals considered gaining self-management skills to be important,
yet only health professionals identified motivation or goal-setting as
core outcomes while patients emphasized managing emotions and stress
(Table 12.1). Reflecting the findings by Sadler, Wolfe & McKevitt (2014),
Boger et al. (2015) also highlighted the importance that patients attached
to the quality of the relationship with the health professional (see Box
12.3), an issue that was not brought up by health professionals. Boger
et al. (2015) were unable to identify evidence about how purchasers of
services or policy-makers conceptualize self-management and desired
outcomes, an issue also highlighted by Harvey et al. (2015), and which
we will return to later in this chapter.

Box 12.3 The value of different aspects of self-management
support

Of course, identifying the range of outcomes different stakeholders
view as relevant does not necessarily mean that all outcomes are
valued as equally important. Burton et al. (2017) demonstrated in
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Box 12.3 (cont.)

a study of preferences of people with chronic pain or with breath-
lessness because of chronic respiratory disease that respondents
consistently placed a high value on support services that take account
of their personal situation and that were oriented to what matters to
them for living well. Conversely, more personally relevant informa-
tion was valued less highly while a friendly and communicative style
was valued least. At the same time, respondents varied in the value
they placed on different aspects, with a substantial minority rating
the provision of personally relevant information highest, and these
differences were not associated with broader social or demographic
characteristics. Overall these findings suggest that a ‘one-size-fits-all’
approach to self-management is unlikely to meet people’s diverse
needs, and strategies need to take account of this diversity.

As noted, differing interpretations of outcomes by different stake-
holders likely reflect diversity in conceptualizations of self-management
and self-management support, which further influence, or are influenced
by, understandings of responsibility for self-management, along with
what would be seen to qualify as ‘good’ self-management. For example,
from a service perspective ‘goodness’ may be more closely linked to
strict adherence to advice from health professionals, while from a user
perspective it may mean adapting advice and modifying adherence in
order to live well (Boger et al., 2015). Differing views on ‘goodness’
can create tensions between service users and health professionals,
especially where user wants and preferences do not align with what
the professional considers as the ‘right’ course of action (Carr et al.,
2014), or where user choices are associated with increased costs to the
system (Harvey et al., 2015).

The notion of ‘responsibility’ in and for self-management was
further explored by Mudge, Kayes & McPherson (2016), who carried
out a metasynthesis of 14 qualitative studies of clinicians’ (nurses,
physicians, allied health professionals) views on their role in deliver-
ing self-management approaches. The theme of ‘control’ dominated
reported perceptions: exercising authority over the patient (clinician
control) (mainly) through education and instruction to help patients

https://doi.org/10.1017/9781108855464 Published online by Cambridge University Press


https://doi.org/10.1017/9781108855464

334 Achieving Person-Centred Health Systems

to control their condition (disease control) by adopting appropriate
behaviours (patient control). This view concurs with what Morgan et
al. (2016) described as a narrow approach to self-management support
(see Box 12.2), which relies to a great extent on clinical markers to
monitor progress; those not successfully managing their condition
were often labelled as non-compliant (shifting responsibility to the
patient). Mudge, Kayes & McPherson (2016) highlighted that there
appeared to be an (implicit) assumption that clinicians owned the
control and would ‘grant’ it to patients to take on control themselves.
At the same time, their review also showed that (some) clinicians rec-
ognized a paradigm shift away from the traditional expert-dominated,
paternalistic relationship to one that values patient expertise and
input, and that acknowledged patients’ lived experiences. Those
experiencing the shift highlighted the challenges involved, such as
sharing or ‘letting go’ of control. They also reiterated the tensions
that are inherent in accepting the patients’ expertise as a legitimate
input, and which might override the clinician’s perspective on a given
issue and required professionals to reflect on their role as ‘experts’
(Carr et al., 2014).

Specifically focusing on patients’ accounts of formal and informal
self-management support for type 2 diabetes, Foss et al. (2016), based
on a metasynthesis of the qualitative evidence (29 studies set in European
countries), confirmed that, among people with diabetes, perceptions
of self-management go beyond compliance and control. Indeed, self-
management practices were seen to be the result of a range of interrelated
factors that operate at micro and macro levels and “that exist not as part
of the lives of patients but as actually founding or constituting their lives”
(p. 681). Understandings of self-management centred around a sense of
agency and identity and how environmental factors were connected to
everyday lives and behaviours; a desire to achieve minimal disruption
of everyday life; the significance and meaning of social networks both
influencing and constituting self-management; the role of economic
hardship in negotiating priorities in self-management; the challenges
created by an emphasis on individual responsibility in encounters with
the health service but also at the wider societal level as expressed by a
need to ‘keep up appearances’, and feelings of guilt and shame when
failing to comply with treatments or advice; and structural influences of
the (primary) care system such as lack of adequate support structures
including information, competencies and knowledge, alongside perceived
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lack of communication and collaboration, and of biopsychosocial
approaches in practice.

The findings by Foss et al. (2016) echo those by Burton et al. (2017),
Morgan et al. (2016) and Sadler, Wolfe & McKevitt (2014) in that the
lay or service user perspectives on self-management and support go
beyond those constructed in contemporary policy and practice. The
authors note how their review “paints a picture of individuals struggling
with social, emotional and economic challenges” (p. 681). They found
that people would feel supported by the health service at times, but that
this encounter was periodically experienced as ‘yet another demand in
their lives’ and that personal circumstances could stand in the way of
‘doing the right thing’ (p. 681). Based on these observations, and in line
with other accounts (Entwistle, Cribb & Owens, 2016; Kendall et al.,
2011; Mudge, Kayes & McPherson, 2016; Sadler, Wolfe & McKevitt,
2014; Vassilev et al., 2011), the authors suggest that the contemporary
conceptualization of self-management as an ‘individual ability’ misses
the reality of patients’ experiences of and capacity for self-management
that is shaped by their social and material resources and the local con-
text within which they live. Sadler, Wolfe & McKevitt (2014) further
emphasized the need for self-management support strategies to be based
on social models to address differences in lay expectations and abilities
to take responsibility in terms of learning self-management skills and
to tailor professional support accordingly. This suggests that self-
management support efforts should be targeted at all levels, from the
individual (micro) to the societal (macro) level in order to be effective
(Hinder & Greenhalgh, 2012; Rogers et al., 2015).

There is also a need to address the broader societal understanding of
chronic conditions and of presenting a ‘public story’ that can positively
impact people’s help-seeking behaviour and public perceptions of need
(Taylor et al., 2014). Particular issues arise for those where there is
little public understanding of the nature of the health problem and the
potential for being stigmatized and seen as ‘half a person’ because of
loss of capacity, the (apparent) failure to take responsibility, or being
seen as posing a burden to society (Bratzke et al., 2015; Rogers et al.,
20135; Vassilev et al., 2016). Rogers et al. (2015) further highlighted the
importance of creating supportive social and policy environments that
help people to better self-manage. In the context of diabetes, they draw
attention to the role of, for example, the media in reinforcing negative
stereotypes in relation to individual responsibility for the development

https://doi.org/10.1017/9781108855464 Published online by Cambridge University Press


https://doi.org/10.1017/9781108855464

336 Achieving Person-Centred Health Systems

of diabetes through poor lifestyle choices, alongside wider food poli-
cies that may (implicitly) promote diabetogenic environments and the
production of unhealthy foods. Context matters, however, with people
in different countries experiencing different challenges, as shown in
a comparative study of people with diabetes in Bulgaria and the UK
(Vassilev et al., 2016). This demonstrated how respondents in Bulgaria
faced actual lack of resources, access to good quality food and medicines
to enable self-management of their condition, pointing to the need for
policy solutions that take account of local context.

Moving forward

Morgan et al. (2016) proposed that self-management support should
“enable people to live (and die) well with their long-term condition(s)”
(p. 11), suggesting that approaches to self-management support that
draw on concepts such as empowerment and involvement should prompt
questions about the scope of what people are actually empowered to
do. Living with long-term health problems challenges individuals on
many levels, of which interacting with the health service is only one, if
an important one (May et al., 2014). This chapter has explored some
of the key issues pertaining to contemporary policy and practice around
self-management and support and how existing approaches that focus
on care coordination may fall short of taking account of the wider social
context within which people live. There may be a risk that strategies
and approaches continue to emphasize the ‘narrow’ focus as exemplified
by a recent analysis by Jonkman et al. (2016), who proposed a ‘new
operational definition’ of self-management interventions, which stresses
individual responsibility for management and behavioural change “in
order to function optimally” (p. 34). Indeed, observations from the
review of support efforts in Europe described above suggest a continued
focus on medical and behavioural management (Elissen et al., 2013),
whereas less emphasis appears to be placed on the wider social context
within which people live.

This may, in part, reflect a wider political context that emphasizes
individual responsibility over more collective and regulatory efforts, for
example promoting behavioural change interventions over structural
solutions to create the necessary physical and social infrastructure (for
example, transport) (Rogers et al., 2015). However, it also highlights the
challenges involved in taking a comprehensive, system-wide approach
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in devising policies to address the rising burden of chronic disease more
broadly, which requires the capacity for multi- and intersectoral collab-
oration that extends beyond the immediate health sector (Richardson,
Zaletel & Nolte, 2016) and the ability (and willingness) to confront
stakeholders that prioritize the interests of business and industry that
run counter to wider public health goals.

The chapter has explored the challenges facing service users and
health care providers in conceptualizing and implementing relevant
strategies. There is so far little robust evidence about how managers and
policy-makers view self-management in terms of strategies and desired
outcomes (Boger et al., 2015; Harvey et al., 2015). Yet given their
role in developing and funding services that support self-management,
and in promoting a move of health systems towards supporting self-
management more broadly, it will be important to better understand how
their priorities map with the stakeholders they aim to support (Boger
et al., 2015). There is a particular need to understand the aims and
objectives policy-makers seek to achieve in pursuing self-management
support strategies to help inform the nature and scope of relevant
interventions and approaches and their likelihood of success. Kendall
et al. (2011), in a review of policy documents and interview data in
Australia, noted that one conception of self-management saw it as a
cost-cutting mechanism that ‘works’ through reducing risk behaviour
and improving health and thus reduces the use of costly health services.
Yet as we have seen, the available evidence that existing approaches to
self-management support will indeed reduce utilization (and health care
costs) has so far remained weak (Panagioti et al., 2014). This highlights
the need for a better understanding of the causal pathways by which
such (intermediary) goals can be realistically achieved in practice.

We have also seen that different interpretations of self-management
by different stakeholders may create tensions, such as between service
users and health professionals in terms of judging the appropriateness of
a particular course of self-management activity (Carr et al., 2014; Harvey
etal.,2015). There may also be tensions between service users and their
families and wider social networks, which could constrain efforts to self-
manage effectively (Foss et al., 2016; Sadler, Wolfe & McKevitt, 2014).
Tensions may further arise within and between health professionals tasked
with actively engaging patients in their own care although Mudge, Kayes
& McPherson (2016), in their analysis of clinicians’ views on their role in
self-management, did not identify substantive evidence that there would
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be important differences in the clinicians’ views in this respect. Instead,
what appeared to be more important was the challenges clinicians faced
when actively incorporating self-management into their daily practice,
requiring them to ‘let go’ of being the expert, ‘holding back” and talking
less and listening more.

Harvey et al. (2015) suggested that there will likely be tensions
between professionals and managers or decision-makers also. For exam-
ple, as part of a wider move to evidence-based practice, there may be a
requirement for standardization of care processes at the organizational
level. Yet, as Taylor et al. (2014) have shown, for self-management
support to be effective, practitioners need to tailor their practice to
individual service users’ needs and preferences, and this may run counter
to standardized approaches. Challenges will also arise from the wider
health care policy environment, for example as it relates to the provision
of sustainable funding for self-management support interventions to
enable firm embedding of relevant programmes in daily practice. This
can be especially challenging in resource-constrained settings (Rogers et
al., 2015). But even where the wider policy context is supportive iz prin-
ciple, tensions may arise where national or macro-level priorities are not
aligned and other (potentially competing) goals dominate service delivery
priorities locally. This can be illustrated by evidence from England, which
found that implementation of comprehensive self-management support
strategies at local level was hampered by a continued emphasis on a
biomedical model of chronic disease management, with measurement
and payment linked to biomedical outcomes, most prominently within
the system-wide pay-for-performance scheme in primary care (Kennedy
et al., 2014; Reidy et al., 2016) (see also Box 12.4). Reinforcement of a
focus on the biomedical model was also noted in other system contexts
where pharmaceutical companies have taken a greater role in the funding
and delivery of self-management support programmes in the absence of
national funding sources (Rogers et al., 2015).

Box 12.4 Implementing self-management support at the
local level in the English NHS

In England, Clinical Commissioning Groups (CCGs; the purchas-
ers of most health care in the English NHS) are encouraged to use
a ‘House of Care’ model to service provision, which focuses on

https://doi.org/10.1017/9781108855464 Published online by Cambridge University Press


https://doi.org/10.1017/9781108855464

The person at the centres The role of self-management 339

Box 12.4 (cont.)

the integration of service users’ experiences and resources (NHS
England, 2017). Building on experiences in the UK and the Chronic
Care Model developed by Wagner and colleagues in the United
States, it considers four core interdependent components to realize
person-centred coordinated care (Coulter, Roberts & Dixon, 2013).
These are: engaged, informed individuals and carers (left wall of
the house); health and care professionals committed to partnership
working (right wall); commissioning including ‘more than medi-
cine’ (floor); and organizational and supporting processes (roof).
Self-management support is seen to be among the core strategies
commissioners are asked to consider for supporting the delivery of
person-centred care (Coalition for Collaborative Care and NHS
England, 2016).

Reidy et al. (2016) examined the way CCGs consider and con-
ceptualize self-management support and the extent to which this was
reflected in the strategic planning and commissioning of services.
Drawing on an analysis of planning documents of nine CCGs and
interviews, the authors found that commissioners’ conceptualization
of self-management support tended to reflect the national agenda
or ‘official terminology’, which focused on support strategies as a
means to reduce service utilization against the need for cost contain-
ment. While self-management support was generally seen to form
an important component of culture change in service delivery, the
operationalization of relevant strategies in practice was seen to be
challenging unless guided by a top-down initiative. There was a
reported lack of capacity to engage with the public for developing
and implementing self-management support strategies, where these
were not linked to traditional, nationally driven outcome measures
and payments relating to biomedical outcomes.

Conclusions

The evidence presented in this chapter highlights that there is still a long
way to go for health systems that seek to strengthen self-management
support as part of a wider strategy of moving towards more coordinated,

https://doi.org/10.1017/9781108855464 Published online by Cambridge University Press


https://doi.org/10.1017/9781108855464

340 Achieving Person-Centred Health Systems

person-centred health systems. We have seen that any such strategy
needs to consider the wider context within which people live and
efforts should be targeted at the micro, that is the individual level, the
organizational level and the macro or system level. Strategies also need
to go beyond the immediate health care context in order to take full
account of the broader influences that impact self-management activities
at the individual level, of which the encounter with service providers is
only one, albeit key, factor. Rather than supporting people to manage
their condition(s) well in biomedical or disease-control terms (narrow
approaches), the emphasis should be on supporting people to manage
well (or live well) with their condition(s) (broad approaches). There
are implications for the training of health and care professionals and
how this needs to be adapted to enable providers engaging in a true
partnership with the individual service user that provides the support
appropriate to the individual’s preferences and needs. Managers need
to consider approaches of how to best support their staff in providing
self-management support, which will involve making relevant activities
a priority, and which in turn requires the ability of organizations to do
so against the background of demands placed upon them by the wider
system context. This also highlights the need for the wider policy frame-
work to be alert to the potential tensions and unintended consequences
of policies that are not consistent, and to create a policy environment
that provides the means for those who are asked to implement change
to acquire the actual capacity and competence to do so, which will be
critical for success.
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1 3 Patients’ rights: from recognition
to implementation

WILLY PALM, HERMAN NYS, DAVID TOWNEND,
DAVID SHAW, TIMO CLEMENS, HELMUT BRAND

Introduction

Patients’ rights can be seen as a precondition to empowering people and
moving to health systems that are more person-centred. They provide
a foundation for citizens to be considered as actors in control of their
own health care delivery process.

Increasingly, the challenges and potential solutions that health sys-
tems are facing are explored through a patients’ rights lens. Changes,
such as the rapid ageing of the population and the rising burden of
chronic conditions (including mental health problems), along with sci-
entific and technological developments as well as cultural preferences,
are creating new questions that are often debated within the context of
fundamental rights, including self-determination, dignity and equality.
The growing complexity of health care together with innovations in
the fields of medicine (e.g. precision medicine) and of information and
communication technology (ICT) (e.g. e-health), along with an increased
focus on quality and safety, are likely to impact patients’ rights, especially
with regard to privacy and equity. These elements require the develop-
ment of coherent strategies around citizens’ involvement and patients’
rights with respect to health and social care. The notion of patients’
rights reflects a shift towards a more equal relationship between the
individual service user and the provider, such that the provider acts as
a clinical expert in support of a more active patient, based on increased
patient autonomy and better communication (Emanuel and Emanuel,
1992) (see Chapter 2).

The formulation of patients’ rights can also help to grow aware-
ness. For patients, this includes a more active role in their own care,
while for providers it involves greater understanding of the impact of
interventions on patients. It can also guide and steer policy-makers
in reforming health systems by recognizing the potentially vulnerable
position of patients due to information asymmetry, but also due to the
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sometimes critical and intimate context, which requires a great deal of
trust between patients and caregivers.

This chapter analyses the relevance and usefulness of patients’ rights
for achieving broader health system objectives of person-centredness and
patient empowerment. It begins by presenting a conceptual framework
looking at different aspects of patients’ rights, followed by an assessment
of the state of patients’ rights and their enforcement systems in various
countries. This also highlights some national examples of good prac-
tice. Drawing on the existing evidence about the actual use of patients’
rights and their impacts on outcomes at individual, organizational and
system levels it then develops some policy lessons for further promoting,
defining and implementing patients’ rights.

The chapter draws on a mapping exercise that was conducted in
2015 and funded under the EU health programme. The project explored
the situation in 30 European countries (28 EU Member States plus
Norway and Iceland) using a survey of national patients’ rights experts
(European Commission, 2018).

Defining patients’ rights

Historically, the notion of patients’ rights is firmly rooted in the rec-
ognition of the inherent dignity of all human beings and their equal
and unalienable rights, such as the Universal Declaration of Human
Rights (UDHR) and other sources of international law. Given the
particularly vulnerable position of people when seeking health care,
it was considered important to specify these basic rights in the care
setting. Clearly, basic rights such as the right to be free from cruel,
inhuman or degrading treatment (Article 5 UDHR) or the right to
privacy (Article 12 UDHR) have a special meaning when transferred
to a care context. Patients’ rights are primarily addressed to health
professionals (and caregivers more generally), who have a duty to
respect the basic human rights of the people they treat or care for in
all circumstances. This is essentially based on bioethical principles as
expressed in the Hippocratic Oath (Will, 2011). However, patients’
rights also cover more systemic factors and state responsibilities in
the organization and delivery of care. State parties have three types of
obligation: to respect human rights themselves, to protect against vio-
lations by third parties, and to fulfil the conditions for their realization
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(Office of the United Nations High Commissioner for Human Rights,
the World Health Organization, 2008).

Some commentators distinguish individual rights ‘as a patient’
from the collective and social rights ‘to become a patient’; the latter
refer to issues of coverage, access and entitlements (Nys & Goffin,
2011). Individual patients’ rights and social rights are considered to be
different in nature, although the right to medical care is also enshrined
as a fundamental human right (Article 25 UDHR). Individual rights
aim at protecting the individual sphere, whereas social rights, such as
the right to health care, are to safeguard the participation of people
in social benefits (Leenen, 1994). Patients’ rights prevent society from
unlawfully intruding into a person’s private sphere, while access rights
to health care require governments to work towards their full realization
in accordance with resource constraints.

In a similar way, patients’ rights are distinguished from the concepts
of patient safety and quality of care. Indeed, the right to medical treat-
ment that is safe and of high quality is seen to be part of a consumer
protection framework. Some argue that violations of standards of quality
and safety should be interpreted differently from a breach of human
rights, the only exception being where maltreatment by a health care
provider is systemic (Ezer & Cohen, 2013).

The need for better legal protection of patients was prompted by
evidence demonstrating variation in medical practice associated with
variations in health outcomes, along with evidence of adverse events
and medical errors. It also highlighted the importance of informational
and procedural rights, often referred to as consumer-oriented rights,
although they clearly have a human rights component as well.

While human rights are universal, indivisible, interdependent and
interrelated, social and consumer rights leave more room for national
variation, determined by social, economic and cultural factors. However,
even if social and consumer-oriented patients’ rights have different ori-
gins and address different needs and expectations, they cannot be com-
pletely separated from the human rights framework. This is illustrated
by the fundamental right to “the enjoyment of the highest attainable
standard of physical and mental health”, which was first internationally
recognized by the 1946 Constitution of the World Health Organization
(WHO). This human right to health is generally defined in broad terms,
ranging from rights related to broader health determinants to the right
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to medical care and access to health services. It also includes more typ-
ical patients’ rights, such as the right to be free from non-consensual
medical treatment, the right to seek, receive and impart information
and ideas concerning health issues, or the right to have personal health
data treated with confidentiality (Office of the High Commissioner for
Human Rights, 2000). It also includes collective citizens’ rights such
as the participation in health-related decision-making at national and
community levels. The involvement of citizens at a systems level is
expected to help reduce the gap between theory and practice in indi-
vidual patients’ rights (Hart, 2004).

Overall, then, these rights are complementary and interdependent
(Roscam Abbing, 2014). Patients’ rights can only be fully accomplished
in an environment that ensures that the care provided meets high stand-
ards of quality and safety, and that has put mechanisms in place for
redress or compensation where standards are not being met. A strong
patient voice and the promotion of patients’ rights are also considered
important for maintaining a focus on quality, especially in times of
increased financial pressures (OECD, 2017).

European frameworks for patients’ rights

Patients’ rights are mainly determined at the national level and to some
extent reflect differences in national contexts, especially where this
concerns ethical questions, such as around the beginning and end of
life. However, supra-national frameworks, such as the aforementioned
UDHR and, within Europe, the European Convention on Human
Rights (1950), play a role in influencing national legislation, as do
more recent policy concerns, such as growing migration, increased
mobility of patients and the need for cross-national cooperation in
health care as well as the internationalization of medical research
(Roscam Abbing, 2004).

Within the European context, several developments have contrib-
uted significantly to promoting patients’ rights legislation in European
countries (Leenen, Gevers & Pinet, 1993). These include the 1994
Amsterdam Declaration on the promotion of the rights of patients in
Europe. It was a first attempt to formulate a consistent set of patients’
rights that should apply irrespective of the characteristics of a country’s
health system or specific circumstances of patients. The Declaration
sought to enhance awareness among citizens about their (active) role in
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health care, to strengthen collaboration and trust between patients and
providers, and to support policy-makers in developing patient-centred
policies (Table 13.1). This vision of strengthening citizens’ voice and
choice in health care was later reasserted in the Ljubljana Charter on
Reforming Health Care (1996).

This was followed, in 1997, by the European Convention on Human
Rights and Biomedicine (Oviedo Convention) (Council of Europe, 1997).
While primarily intended to protect human dignity against misuse of
biological and medical advances, it also contains general patients’ rights
(Table 13.1). These rights can be directly invoked in countries that have
ratified this convention, provided they are unconditional and sufficiently
precise (Nys & Goffin, 2011).

Within the EU, the issue of patients’ rights in the context of EU inte-
gration was pursued as early as 1984, when the European Parliament
adopted a Resolution inviting the European Commission to submit a
proposal for a “European Charter on the Rights of Patients”, taking
into account the freedom of establishment for doctors and practitioners
of paramedical professions. In 2002 the Active Citizenship Network, a
group of European civic organizations, launched a European Charter
of Patients’ Rights, which contains 14 specific patients’ rights and three
additional active citizenship rights (Box 13.1). This initiative was inspired
by the Charter of Fundamental Rights of the EU that was adopted in
Nice in 2000. Mainly drawing on the right to health care (Article 35 of
the Charter of Fundamental Rights of the EU), the focus was on access to
high quality health care, which was seen to be of particular importance
in the context of EU enlargement and increasing mobility in health care.
Since 2007 an annual European Patients’ Rights Day has been organized
to increase awareness about the importance of patients’ rights.

Another example of a voluntary arrangement developed by civil
society is the European Cancer Patients’ Bill of Rights that was launched
by the European Cancer Concord initiative in 2014. Motivated by
the substantial differences in cancer incidence and mortality between
countries in Europe, the charter provides three main rights: the right to
accurate information and pro-active involvement, the right to timely and
appropriate specialized care underpinned by research and innovation,
and the right to be treated in health systems that ensure improved out-
comes, patient rehabilitation, best quality of life and affordable health
care (Lawler et al., 2014).
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Box 13.1 The European Charter of Patients’ Rights

Right to preventive measures

Right of access

Right to information

Right to consent

Right to free choice

Right to privacy and confidentiality

Right to respect of patients’ time

Right to the observance of quality standards
9. Right to safety

10. Right to innovation

11. Right to avoid unnecessary suffering and pain

12. Right to personalized treatment

13. Right to complain

14. Right to compensation

PN L=

Rights of active citizenship

¢ Right to perform general interest activities
e Right to perform advocacy activities
e Right to participate in policy-making in the area of health

Source: Active Citizenship Network, 2002

In 2011 the EU adopted and implemented the Directive on the appli-
cation of patients’ rights in cross-border health care, which essentially
focuses on social and consumer patients’ rights in the context of cross-
border health care (Table 13.1).

Among the four frameworks reviewed here, only the Biomedicine
Convention and the EU Directive are legally binding. Yet all four influ-
enced the promotion and development of patients’ rights in Europe, as
noted earlier. While there are slight differences in the formulation of
these rights, with an emphasis on certain dimensions, there is relative
consensus on the core elements of patients’ rights. Specific patients’
rights that are aimed at protecting specific patient groups (e.g. minors,
those with disabilities or those with mental health problems) or people
in specific circumstances (e.g. clinical trials, genetic testing) are omitted
from the assessment presented in Table 13.1.
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Table 13.1 Patients’ rights as defined under four different European frameworks

Human rights
categories

WHO/Europe
Amsterdam Declaration
(1994)

Council of Europe
Biomedicine
Convention (1997)

Active Citizenship Network
European Charter of
Patients’ Rights (2002)

EU Directive on the application
of patients’ rights in
cross-border health care (2011)

Right to respect,
dignity, integrity
and non-
discrimination

Right to
privacy and
confidentiality

Respect (1.1)

Integrity and protection (1.3)
Respect of values,
convictions and culture
(1.5, 1.8)

Dignity in treatment and
dying (1.8, 5.11)

Support of family, relatives
and friends (5.9)
Non-discrimination (6.2)

Respect of privacy (1.4,
4.6-8)

Confidentiality and
protection of personal
information (4.1)

Access to medical file (4.4)
and control over personal
and medical data (4.5)

Protection of dignity
and identity, non-
discrimination, respect
of integrity (1)
Primacy of the interest
and welfare of the

human being (2)

Respect for private life
in relation to personal
health information
(10.1)

Confidentiality of personal
information and protection

of privacy (6)

Non-discrimination with regard
to nationality (4.3)

Union provisions on the
protection of personal data (4.2.¢)
Access to (written or electronic)
medical record (4.2.f and 5.d)
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Table 13.1 (cont.)

Human rights
categories

WHO/Europe
Amsterdam Declaration
(1994)

Council of Europe
Biomedicine
Convention (1997)

Active Citizenship Network
European Charter of
Patients’ Rights (2002)

EU Directive on the application
of patients’ rights in
cross-border health care (2011)

Right to liberty
and self-

determination

Self-determination (1.2)
Information (2)

Health services (2.1)
Health status (2.2)
Treatment options (2.2)
Second opinion (2.7)
Health providers (2.8)

Informed consent (3.1)

Free and informed
consent (3)
Information about

health (10.2)

Information regarding health
status, health services (3),
treatment options (4)
Informed consent (4)

Free choice (3)

Information

on quality and safety standards
and guidelines (4.2.a)

on providers (incl. availability,
quality and safety, prices,
authorization or registration
status, professional liability
protection (4.2.b and 6.3)

on treatment options (4.2.b)
on rights and entitlements to
cross-border care (5.b and 5.4)
on patients’ rights, complaints
procedures and mechanisms
for seeking remedies, dispute
settlement (6.3)
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Right to health

Protection of health

and pursuit of highest
attainable level (1.6)
Access to health services

(5.1)

Equity and non-
discrimination (5.1, 5.5)
Quality of care (5.3)
Continuity and
cooperation (5.4)
Choice (5.6)

Social care (5.7)

Relief of suffering (5.10)
and humane terminal
care (5.11)

Equitable access

to health care of
appropriate quality (3)
Observance of relevant
professional obligations
and standards (4)

Preventive measures (1)
Equal access to health
services (2)

* Respect of patients’ time

(7)

Observance of quality
standards (8)

Safety (9)

Access to innovation (10)
Avoidance of unnecessary
suffering and pain (11)
Personalized treatment

(12)

Care in accordance with the
standards and guidelines on
quality and safety laid down by the
Member State of treatment (4.1.b)
Non-discrimination

e scale of fees (4.4)

* medical follow-up (5.c)

Reimbursement of cross-border

health care (7-9)

* same level of reimbursement
(7.2.4) and transparent
mechanism for calculation
(7.2.6)

* applicable limitations,
conditions, eligibility criteria,
formalities can only apply if
justified by overriding reasons
of general interest (7.2.7-9)

* prior authorization cannot be
refused if treatment cannot be
provided domestically within a
medically justifiable time-limit
(8.5)

* fair, transparent and swift
administrative procedures (9)
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Table 13.1 (cont.)

Human rights

WHO/Europe
Amsterdam Declaration

Council of Europe
Biomedicine

Active Citizenship Network
European Charter of

EU Directive on the application
of patients’ rights in

categories (1994) Convention (1997) Patients’ Rights (2002) cross-border health care (2011)

Right to Judicial protection Complain and receive Transparent complaints procedures

remedy against unlawful feedback (13) and mechanisms to seek remedies
infringement (23) Sufficient and swift in case of harm (4.2.c)
Fair compensation for compensation in case of Systems of professional liability
undue damage (24) harm caused by treatment insurance, or equivalent (4.2.d)
Application of (14) Procedures for appeal and
appropriate sanctions (25) redress in case of non-respect of

entitlement rights (5.b)

Right to Representation at each level Perform general interest and

participation,  of the health system (5.2) advocacy activities for the

representation protection of patients’ rights

and collective
action

(part III)
Participate in health policy-
making (part IIT)



https://doi.org/10.1017/9781108855464

Patients’ rights: from recognition to implementation 357

Types of patients’ rights

Drawing on the comparison of patients’ rights frameworks in the preced-
ing section, we identify 13 core patients’ rights that can be clustered
into six categories: self-determination, confidentiality, access to health
care, choice, information and redress (Table 13.2). These rights require
specific action or measures for implementation, while others, such as
the right to respect a patient’s integrity, do not necessarily require a
particular translation but are more reliant on attitudes within health
care settings. Similarly, the right to collective participation and action
is not included in this list as it is considered a fundamental citizens’
right that transcends the position of a particular individual, although
it plays an important role in helping to implement individual patients’
rights (Hart, 2004).

Table 13.2 Clusters of core patients’ rights as identified from four
patients’ rights frameworks

Self-determination 1. The right to (informed) consent
2. The right to participate in (clinical) decision-
making/to choose treatment options
Confidentiality 3. The right to data confidentiality
4. The right to access one’s medical record
Access to health care 5. The right to benefit from medical treatment
according to needs
6. The right to safe and high-quality treatment
received in a timely manner
Choice 7. The right to choose a health care provider
8. The right to a second opinion
Information 9. The right to information about one’s health
10. The right to information about health care
providers
11. The right to information about rights and
entitlements
Redress 12. The right to complain
13. The right to compensation

Several of these rights are interconnected. Thus, informational and
procedural rights (‘information’ and ‘redress’) cut across the various clus-
ters as they support the implementation and protection of other rights.
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For example, the right to information about one’s health is intrinsically
connected to the right to informed consent. Informed consent is also
linked to the right to a second opinion, which at the same time can be
considered as a right ‘derived’ from the right to choose one’s provider.
Provider choice in turn is supported by the right to information about
health care providers. The right to access medical records can also
be seen as an informational right. While it serves as a way to control
confidentiality and accuracy of personal data, it is also an important
lever to evaluate if the right to safe and high-quality treatment was
violated and to exercise the procedural right to complain or to claim
compensation in case of any harm. Finally, the right to participate in
clinical decision-making is perhaps seen less as a traditional right but
rather as an extension of the right to informed consent.

Mapping the implementation of patients’ rights in EU Member
States

EU Member States have taken different approaches to implementing
patients’ rights, reflecting differences in health systems as well as coun-
tries’ legislative traditions (Roscam Abbing, 2014). Most European coun-
tries have brought together all general patients’ rights into one dedicated
law (Hart, 2004). Finland, the Netherlands and Hungary were among
the first to develop such a unified law, followed by a second group of
countries which were inspired by the Council of Europe’s Biomedicine
Convention. More recently, countries such as Germany and Denmark
have consolidated or coordinated their existing framework, while others
introduced relevant legislation following public pressure (e.g. Portugal)
or examples from neighbouring countries (e.g. Luxembourg). At the
time of writing, Bulgaria and Italy were the only countries that had yet
to implement a special law or charter on patients’ rights.

The most important initial driver of the development of patients’
rights legislation was the fundamental rights movements of the 1970s,
which was accompanied, in some countries, by the development of
health law as a separate legal discipline (e.g. the Netherlands, Norway,
Slovenia). Among countries in central and eastern Europe, the political
transition of the early 1990s promoted patients’ rights legislation (den
Exter, 2002). As noted earlier, civil society, especially patients’ organ-
izations, also played an important part in placing patients’ rights on
the political agenda (e.g. France, Romania), while more recently media
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coverage of patients’ rights violations has helped to increase awareness
of this issue.

The adoption of special patients’ rights laws typically meant an
important shift towards a more patient-oriented approach, not only
with respect to formulating more detailed rights but also in terms of
improving transparency and enhancing awareness. At the same time,
other legislation (such as civil, criminal, disciplinary or administrative
law) will still apply, in particular as far as procedural patients’ rights are
concerned, such as the right to compensation, which is often enforced
through traditional legislation governing breach of duty of care or
negligence.

As countries pursue different routes, and do so at a different pace,
any attempt to classify or map approaches will intrinsically be limited
(Nys & Goffin, 2011). Concerning special patients’ rights laws, countries
use different approaches to enforcement: legal, quasi-legal and moral
rights (Fallberg, 2000) (Table 13.3).

* Legal patients’ rights are well-defined, actionable rights based on
the (horizontal) relationship between the provider and the user of
health services. Taking the contractual nature of this relationship
as the legal basis, some countries have formalized this as a specific
‘sui generis’ contract to distinguish it from other contractual forms;
examples include the Netherlands (Table 13.3). Other countries have
also taken a private law approach to adopting directly enforceable
patients’ rights laws, with countries such as Germany, Portugal
and Spain classifying it as a generic service contract (Barendrecht
et al., 2007).

*  Quasi-legal patients’ rights refer to (vertical) obligations imposed
on health care providers by public or administrative law or legally
binding codes of medical duty. Finland led the way with an act
rooted in the Nordic legal tradition of obligations (rather than rights)
defined in the context of the ‘social contract’ between the state and
its citizens (Fallberg, 2000). Elsewhere, enforcement relies more on
public sector regulation, such as in France and Greece (Table 13.3).
In contrast to the legal patients’ rights approach, quasi-legal rights
imply that any direct civil action taken by the individual in case of
violation of rights would be subject to a prior sanction taken against
the provider. Also, in countries that have implemented a legal patients’
rights framework, but where this framework does not contain spe-
cific sanctions or enforcement mechanisms, then these rights could
be classified as quasi-legal by nature. This is, for example, the case
in Scotland.
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Table 13.3 Mapping national approaches according to their enforceable character and type of legislation

Legal patients’ rights

Quasi-legal
patients’ rights

5

Moral patients
rights

horizontal / private

vertical / public

‘Sui generis’ private Generic private

contracts contracts
Special patients’ Netherlands (1994) Hungary (1997)
rights law Estonia (2001) Belgium (2002)

Lithuania (2001) Spain (2002)

Slovakia (2004) Poland (2009)

Latvia (2010)
Czech Republic (2011)
Germany (2013)
Luxembourg (2014)

Patients’ rights split ~ Bulgaria, Italy
across different

pieces of legislation

Finland (1992)
Iceland (1997)
Norway (1999)
France (2002)
Romania (2003)
Croatia (2004)
Greece (2005)
Slovenia (2008)
Cyprus (2005)
Portugal (2014)
Denmark (2014)
Sweden (2015)

Austria (2002)
United Kingdom
(England) (2009)
Ireland (2012)
Malta (2016)

Source: adapted from Nys & Goffin, 2011
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*  Moral patients’ rights rely on soft law, non-legally binding documents
such as patient charters or codes of conduct. This is mostly the case
in countries that operate a public health service as the concrete reali-
zation of the state’s duty to provide medical treatment to its citizens.
Here, patients’ rights tend to be included in non-binding charters
and they tend to have a ‘declaratory’ function through formulating
citizens’ legitimate expectations vis-a-vis the state and its agents, and
they are aimed mainly at preventing any violation through raising
awareness among patients and providers. At the same time, in some
countries such charters can have quasi-legal power, such as the NHS
Constitution in England, or in Austria agreements between the fed-
eration and individual states that establish patients’ rights charters.
These are, however, not legally binding on health care providers.

Table 13.3 summarizes national approaches to patients’ rights
legislation across 30 countries in the EU and the European Economic
Area. Further detail on individual countries’ approaches is provided in
the Should this be cited as Appendix 13.1>2.

The inclusion of countries in a particular category does not reflect the
strength of patients’ rights enforcement. In practice, legal rights are not
necessarily more enforceable than quasi-legal or moral rights. Several
countries with quasi-legal approaches, such as the Nordic countries, have
elaborate dispute settlement mechanisms in place, including no-fault
patient injury compensation schemes. Also, the NHS Constitution in
England is enforced through the regulation of fundamental standards
set out in the health and social care legislation. Here, the Care Quality
Commission, the independent regulator of all health and social care
services in England, can sanction any breaches of the requirements
through NHS staff (Care Quality Commission, 2015).

The nature of individual patients’ rights

If patients’ rights are to contribute to more person-centred health sys-
tems, decision-makers need to ensure their implementation as enforce-
able legal rights that enable people to exercise these rights. Not linking
patients’ rights legislation to actual enforcement mechanisms and pro-
cedures reduces related laws and frameworks to mere declarations or
principles with little practical use and usefulness. This section explores
how countries in Europe had defined and implemented patients’ rights.
It is structured according to the three clusters of the 13 core patients’
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rights we identified earlier in this chapter: self-determination and confi-
dentiality; access and choice; and information and redress. We examine
each cluster in turn.

Self-determination and confidentiality

All EU Member States have developed (or are developing) a legal
approach to defining and implementing the traditional rights to self-
determination and confidentiality, including the right to informed con-
sent, to participate in clinical decision-making, to data confidentiality
and to accessing one’s medical record. These rights are often protected
by multiple mechanisms.

Most countries have implemented strong mechanisms to protect
the right to consent as it is fundamental to respecting a person’s auton-
omy (Buelens, Herijgers & Illegems, 2016). There can be considerable
variation in the way consent should be given (written, oral, implicit),
although certain practices in place in some countries do not appear to
be compatible with how informed consent is generally understood. For
example, in Latvia, several hospitals require patients to sign a general
consent form upon admission, which commits individuals to agree to
any treatment recommended by the treating clinician. In practice this
means that the consent given takes the form of a contractual obligation,
that is, the patient can only be admitted to the hospital upon giving
consent in advance. This further implies that the individual patient
is being denied the right to be informed about alternative treatment
options. This observation highlights the need for greater emphasis on
self-determination in some European countries.

More generally, there is a growing perception that informed consent
as a concept may be outdated in that it tends to overly rely on the notion
of the patient as a passive recipient to whom certain information must
be disclosed. Some commentators have argued for the development of
a new ethical and legal standard that prioritizes patient autonomy in
decision-making and which has been described as ‘informed request’
(Moulton et al., 2013). The right to actively take part in decisions
about treatment options has so far been formally recognized in a lim-
ited number of countries, such as Finland, Germany, the Netherlands,
Norway and Sweden.

In most countries the right to privacy and confidentiality is perhaps
even more strongly protected than the right to informed consent, with

https://doi.org/10.1017/9781108855464 Published online by Cambridge University Press


https://doi.org/10.1017/9781108855464

Patients’ rights: from recognition to implementation 363

various civil, criminal and constitutional protections in place, including
complaint and redress mechanisms and penalties for violation of confi-
dentiality and data protection. However, there have been instances where
privacy and confidentiality have been violated despite new legal safe-
guards. Examples include lack of privacy during physical examination
or inadequate protection of individual patients’ health records. More
systematic violations of confidentiality include the treatment of certain
groups of people such as ethnic minorities, people with infectious disease
or with substance abuse problems, and sex workers, with instances
documented in a number of central and eastern European countries
in particular that have been brought before the European Court of
Human Rights (Talbot, 2013). Whether such cases point to weaknesses
in legislation or lack of legal protection remains difficult to assess with
certainty, however. There remains a small number of countries that do
not specifically guarantee the right to privacy or confidentiality; instead,
this right tends to be covered by data protection legislation.

The right to access one’s own medical record is strongly provided
for in most countries included in our review, although in some countries
hospitals appear to restrict access in practice, through for example,
charging administrative fees for people wishing to exercise this right.
This right is crucially linked to the right to information while also serv-
ing as a means to monitor whether the right to privacy is being upheld.

Access and choice

The right to access medical care is intrinsically linked to the degree to
which countries provide for universal coverage. It is for this reason that
this right is generally addressed outside special patients’ rights laws. Yet
as we have seen in the Introduction to this book, there remain gaps in
health care coverage in a number of European countries, with evidence
of an increase in the gaps following the global financial crisis of 2007-8
as indicated by rising levels of unmet medical need in some countries
(Reeves, McKee & Stuckler, 2015).

The right to receive safe and high-quality treatment in a timely
manner is generally expressed as an obligation of the provider to
adhere to a certain standard of care. The notions of ‘standard of care’
and ‘adherence’ are, however, not well defined in relevant legislation,
ranging from ‘meeting certain patients’ expectation’ to ‘adhering
to the current scientific medical knowledge’. Several countries have
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specified the right to receive treatment in a timely manner, with, for
example, Denmark, Finland and Sweden defining maximum waiting
times guarantees. Within the European Union, people are entitled to
receive treatment in another EU Member State where that treatment
cannot be guaranteed domestically within medically justifiable time
limits (Palm & Glinos, 2010). This entitlement was reaffirmed in the
aforementioned EU Directive on the application of patients’ rights in
cross-border health care.

The ability to choose a health care provider is increasingly acknowl-
edged as a patients’ right, although countries vary in the extent to
which this right is realized. Provider choice can form an intrinsic
value of the health system, or serve as a means to increase efficiency
and improve quality and patient satisfaction (see Chapter 8). Under
Directive 2011/24/EU, patient choice of provider is, within limits,
extended to health care providers in another EU Member State irre-
spective of whether or not the provider in question is contracted by the
publicly funded health system in that Member State. This can increase
pressure on Member States to extend choice options and also allow
reimbursement for non-contracted providers domestically. However,
as shown in Chapter 8, provider choice can form an important source
of inequity, especially for people living in rural and remote areas, and
more importantly perhaps, for those who do not have the means to
express choice and act upon it.

The right to a second opinion is less universally accepted, with only
a small majority of countries having formally and unconditionally
recognized this right. This implies that related costs will be covered
under the publicly funded health system. In countries that do not permit
free choice of provider, the right to a second opinion is often subject
to strict rules and conditions, typically through strictly defined referral
pathways requiring the explicit approval of the treating physician.
Some countries only permit one referral per treatment or care process
(Estonia, Norway, Slovenia, Spain) or a second opinion is limited to
certain providers, usually public or contracted providers, or providers
within the same provider organization (Slovenia), providers that are
listed for a given pathology (some Italian regions), or as selected by
the treating physician (Poland). In Estonia and Italy, a second opinion
may also be obtained from a non-contracted provider or a provider
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outside the country, while elsewhere the right is restricted to certain
(mostly life-threatening) conditions (Denmark, Italy, Spain, Sweden).
In Denmark, the Health and Medicines Authority can establish a spe-
cial second opinion panel for people with serious illness to assess the
patient’s eligibility for experimental treatment at a private hospital in
Denmark or elsewhere, with the treating physician responsible for the
final decision. In Italy, patients with a (suspected) rare disease can be
evaluated by experts from the National Network for Rare Diseases,
and this may include seeking scientific advice from outside Italy.
Overall, clinicians tend to have a high level of discretion in deciding
whether the patient will be able to exercise their right to a second
opinion. In Poland, the right to a second opinion is framed as a right
of appeal to a medical opinion or decision, which is to be filed to a
Medical Commission operated by the Patient Rights Ombudsman’s
office. The Commission takes a decision on the basis of the medical
records and any necessary examination. In 2013, 28 objections were
filed but only two met the formal requirements and were forwarded
to the Commission.

Information and redress

Informational rights are key to enable people to make informed
decisions about their own care and to enforce other patients’ rights.
Their enforcement requires procedural rights that ensure the provi-
sion of ex-ante information to enable people to exercise their rights
and ex-post information that involves redress procedures in case
of violation of these rights. One major challenge in the delivery of
health care more generally, and the clinician-service user relationship
specifically, remains the imbalance of knowledge, frequently referred
to as information asymmetry (see also Chapter 4). It is against this
background that enhancing access to information about health and
health care is seen as a priority in many health systems in order to help
people make informed decisions. Within the EU context, the afore-
mentioned European Directive on the application of patients’ rights in
cross-border health care emphasizes the need to improve information
for cross-border patients, through, for example, establishing national
contact points.
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The right to information has three dimensions:

o The right to information about one’s bhealth is instrumental to the
right to consent and the right to participate in (clinical) decision-
making more broadly. Countries vary in terms of the content of
information that should be provided and its dissemination. Typically,
information should address the effectiveness, benefits and risks of
any proposed treatment as well as alternative options, and it should
be provided in a way that is understandable and suited for differ-
ent people’s needs, but this raises some practical and ethical issues
(Entwistle et al., 1998). Importantly, the right to information also
includes a right not to know, which needs to be respected where this
is the individual’s expressed preference (Laurie, 2014).

o The right to information about health care providers is instrumental
for people to be able to exercise their right to provider choice. There
are many challenges to realizing this in practice, such as the nature
of the data and information that should be provided, approaches
to data collection and validation, as well as their source and format
(see also Chapter 7). Many countries have established an obligation
for providers to publish information about various aspects, ranging
from basic information about certification to practice to data about
the quality of care provided, along with outcomes. A number of
countries have invested in centralized web-portals to provide infor-
mation about providers, but as discussed in Chapters 4 and 9, the
evidence about the use and usefulness of this information by the
public remains inconsistent.

o The right to information about rights and entitlements is instru-
mental to enforcing other patients’ rights. Providing accurate and
transparent information about citizens’ rights and entitlements is part
of good governance and is seen as a way to empower the public to
access social services and demand the protection of their rights (Office
of the United Nations High Commissioner for Human Rights, 2007).
Governments have invested in improving access to information and
reducing the administrative hurdles for people to claim and obtain
the services to which they are entitled, including through central
contact points, hotlines, web-portals, etc. The aforementioned EU
Directive on cross-border health care specifies that the information
provided should be easily accessible and made available by electronic
means. It should include objective information about administrative
procedures. While these provisions have been formulated in the
context of cross-border care, people living in countries that have yet
to establish public information systems may benefit, too.
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Redress is the most critical aspect in the enforcement of patients’
rights. It covers the whole spectrum of instruments to settle disputes that
may arise in the context of the patient—provider relationship. Disputes
not only result from harm inflicted on the patient, but also from their
rights being violated, expectations unmet or miscommunication. We
have noted earlier that as effective sanctions are lacking in many settings,
redress is often regulated under more traditional legislation covering
breaches of duty of care and negligence (‘tort law’).

Professional liability regulations provide a strong incentive for pro-
viders to act cautiously and they also provide for fair compensation for
patients who have suffered harm. Yet reliance on professional liability
also has several flaws. Patients seeking compensation carry the burden
of proof, including the need to provide evidence of damage incurred
as well as evidence demonstrating negligence (fault) on the part of
the provider and of the causal link between the provider’s action and
incurred harm. Countries such as Sweden, Finland, Denmark, Norway,
Iceland, France and Belgium have developed no-fault compensation
schemes which grant financial compensation for medical injury with-
out the need for the patient to establish evidence of negligence. While
the modalities differ, no-fault out-of-court compensation systems are
generally seen to be more fair and efficient, with some evidence point-
ing to reduced health care costs as a result of clinicians reducing the
practice of defensive medicine (Vandersteegen et al., 2015). Relevant
schemes may also benefit health systems more broadly by enhancing
transparency around adverse events.

Redress based on medical malpractice is, however, not suited to
address breaches of statutory rights which do not necessarily cause
physical harm. Countries have thus developed alternative dispute res-
olution mechanisms that seek to prevent litigation through establishing
complaint and mediation procedures. Several countries have introduced
independent mediators, such as ombudsmen (Mackenney & Fallberg,
2004) or mediation councils, which act at provider level (e.g. Belgium,
Finland), regional level (e.g. Norway, Slovenia), national level (e.g.
Greece, Malta, Poland), or simultaneously at all levels (e.g. the UK).
Outcomes range from out-of-court settlements, administrative or dis-
ciplinary sanctions, to explanations or apologies. The latter is typically
done through providing a report to the complainant following an
internal investigation by the health care provider or institution. If the
outcome is not satisfactory, the patient can still decide to initiate a legal
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procedure. In order to address inequalities in the use of redress mech-
anisms, patients can be assisted or represented by patient advocates or
patients’ organizations, who sometimes act as their legal representative
in court (Belgium, Estonia, France, Hungary, Italy).

Complaints are most commonly triggered by concerns about the
quality of care, in particular safety, including poor communication,
staff attitudes and undignified service. Complaints data, where collected
systematically, can help steer quality improvement initiatives, although
the evidence of impact of such systems remains weak (Pedersen et al.,
2013). Complaints procedures can also contribute to monitoring the
implementation of patients’ rights. For example, Bulgaria, Greece,
Hungary and Malta have introduced special patients’ rights committees
inside or outside the health ministry, which are tasked with monitoring
the situation and advising on any changes. At the international level,
monitoring mechanisms for individual and social human rights also
contribute to the implementation of patients’ rights. One example is
the 1997 Biomedicine Convention described earlier, which can involve
the European Court of Human Rights in giving advisory opinions on
legal questions concerning the interpretation of the Convention, and
the Court can also act directly if patients’ rights that fall within the
remit of the European Convention on human rights are being violated.

Conclusions and policy lessons

Patients’ rights in Europe have become more widely acknowledged and
accepted. The consolidation of patients’ rights and their enforcement
is expected to help raise awareness, to empower patients, and to guide
policy-makers to support the achievement of broader health system
objectives. However, evidence that patients’ rights achieve any of these
goals is generally lacking. In the Netherlands, an evaluation of the
law on patient contracts (ZorgOnderzoek Nederland, 2000) found
that the patient’s perspective was taken into account and that a fear
of legalizing the doctor—patient relationship proved to be unfounded
(Leenen, 2001). An assessment of the implementation of the 2015
Patient Act in Sweden showed little evidence that it had improved
the legal position of patients (Vardanalys, 2017) (see also Chapter 3).
This was mainly because enforcement mechanisms were found to be
inadequate and efforts at the various levels in the health care adminis-
tration to implement the Patient Act had been limited. More generally,
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shortcomings in the implementation of a patients’ rights framework
could lead to reduced confidence in the health system, while also
increasing inequalities where the mechanisms introduced only benefit
that part of the population that is better able to take advantage of new
opportunities afforded.

Increasingly the concept of patients’ rights is interpreted in a broad
sense; this includes the basic individual patients’ rights rooted in human
rights frameworks and the rights that are more closely linked to social
and consumer protection frameworks. We find that fundamental
patients’ rights appear to have become well-established in most coun-
tries in Europe, while the implementation of consumer-oriented rights
lags behind. The broader interpretation of patients’ rights also includes
greater attention to quality and safety in the health sector, and the
responsiveness and efficiency of public services more broadly.

A broader notion of patients’ rights that integrates these various
dimensions is likely to help advance the notion of the patient as an
individual who needs to be protected from unlawful intrusion into their
personal sphere to an informed and active partner in the health care
system. This increased recognition is reflected by recent moves in some
countries such as Norway, which revised its Patients’ Rights Act in
2011, to also include users of care services. Similarly, the 2014 reform
of long-term care in the Netherlands explicitly includes stipulations on
the participation and shared decision-making of service users.

However, while progress has been made, the implementation of
patients’ rights in European countries requires further development. A
major challenge remains enforcement, with lack of awareness among
different stakeholders seen as a major barrier towards achieving the
intended aims of legislative frameworks. Effective complaints and
mediation procedures as well as systematic monitoring of patients’
rights compliance are important instruments to increase their impact
on individuals and the system as a whole. International efforts can
play an important role, such as the 2011 European Directive on cross-
border care, which prompted several EU Member States to update
their patients’ rights legislation, at least the procedural rights around
information and redress. Also, more effective European mechanisms
for monitoring patients’ rights development and compliance with the
relevant international frameworks could help to support their further
development, as well as the promotion of good practices in raising
awareness and enforcing patients’ rights nationally.
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Appendix 13.1 Patients’ rights legislation in European countries

Country

(Main) legal source

Category (%)

General comments and highlights

Austria

“Agreements on
guaranteeing patients’
rights” concluded between
the Bund (Federal Republic)
and the respective Linder

(states)

v

The division of power between Federal and State level,
lack of transparency and the more traditional approach
to health care are hampering the development and
enforcement of patients’ rights.

Nine Federal States have so far concluded non-binding
Patients’ Rights Charter agreements: Burgenland,
Carinthia, Lower Austria, Upper Austria, Salzburg, Styria,
Tyrol, Vorarlberg and Vienna.

Next to rights drawn from constitutional, civil,

criminal or administrative law, laws regulating different
professions in the health care sector and court decisions
play an important role, especially national supreme
court decisions relating to rights and duties arising from
the treatment contract (specifically relating to informed

consent).
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Belgium

Bulgaria

Law of 22 August 2002

Health Act (2004)

II

The law of 22 August 2002 on the rights of the patient is
mainly focused on traditional patients’ rights as it derived
from the discussion on the ratification of the Biomedicine
Convention in the 1990s.

In 2014 the right to receive limited information about the
health care provider (insurance and registration status)
was included, also under the impulse of the patients’
rights directive.

For its enforcement, patients are referred to standard
liability procedures (civil, criminal, disciplinary).

The patients’ rights law also grants the right to a
complaints and mediation procedure. All hospitals

are required to appoint an ombudsman. The law also
established a central liability for hospitals.

Patients’ rights are still rather in the stage of awareness
raising. There is no special law on patients’ rights.

In 2009 the Public Council on the Rights of the Patient
was established, an advisory and monitoring body within
the Ministry of Health that is mandated to monitor

and analyse all activities related to patients’ rights and
support the development of patients’ rights legislation.
Complaint procedures are established at various levels of
the health system.
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Appendix 13.1 (cont.)

Country

(Main) legal source

Category (*)

General comments and highlights

Croatia

Cyprus

Czech Republic

Patients’ Rights Protection
Act (2004)

Safeguarding and
Protection of Patients’
Rights Law 1(I)/2005

Act no. 372/2011 Coll. on
Health Care Services

I

111

II

The Patients’ Rights Protection Act provides for the establish-
ment of a commission for the protection of patients’ rights.
Apart from the criminal act that contains provisions
about malpractice, enforcement is a weak point.

Within civil society the Croatian Association for the
Promotion of Patients’ Rights is pushing for the further
improvement of patients’ rights.

The law on the safeguarding and protection of the

rights of patients (2005) includes 17 patients’ rights and

a mechanism for monitoring and resolving patients’
complaints about patients’ rights violations.

Enforcement of patients’ rights still remains an important
challenge, which is related to the subsisting paternalistic
doctor—patient relationship that translates into relatively

low awareness and sensitiveness levels among citizens.

The Health Care Services Act clearly defines the basic
rights and obligations of each party and includes
complaints procedures for patients and relatives as well as
sanctions for providers.

The Act also sets adjusted monitoring and (quality)
control requirements targeted at improvements in patient
safety and the quality of care.

Additionally, a Specific Health Services Act (2011)
specifies patients’ rights related to specific situations such
as sterilization, in vitro fertilization and organ donation.
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Denmark

Estonia

Consolidating Health Act
n0.1202 (2014)

Law of Obligations Act
2001 (chapter 41 ‘Contract
for provision of health care

services’)

111

In 2011 the National Agency for Patients’ Rights

and Complaints was established as an independent
government institution.

The Patient Insurance Scheme grants no-fault
compensation in case of harm caused from medical
treatment in the health system.

In case patients cannot be treated in a regional hospital
within two months they can benefit from an extended
free choice of hospital. In 2013 a waiting time guarantee
was also introduced for diagnostic assessment based on a
referral by a General Practitioner.

Estonia is still in the early phase of developing a
comprehensive framework on patients’ rights.

The Estonian Patients Advocacy Association (EPAA)
counsels and represents patients in mediation. Formal
complaints can be lodged with the Health Care
Quality Expert Commission, which acts under the
Minister of Social Affairs as an independent and
consultative body.
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Appendix 13.1 (cont.)

Country (Main) legal source

Category (*)

General comments and highlights

Finland Law No. 785 (1992) on the
status and rights of patients

Patients’ rights are seen as essential in protecting the
confidential relationship between patient and health care
provider.

Each health care facility employs a patient ombudsman,
whose duty is to inform patients of their rights and assist
them, if necessary, in submitting a complaint, appeal or
claim for indemnity. The most serious complaints are
brought before the National Authority for Medico-Legal
Affairs (NAMLA).

The 1987 Patient’s Injury Act (amended in 1999)
established a no-fault compensation scheme for
unforeseeable injuries resulting from medical treatment or
diagnosis. The scheme is managed by the Finnish Patient
Insurance Centre. Unexpected adverse effects caused

by pharmaceuticals (including from clinical trials) are
covered under the Finnish Pharmaceutical Insurance Pool,
a voluntary insurance taken by pharmaceutical companies

operating in Finland.
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France Act No. 2002-303
concerning the rights of
patients and the quality
of the health system
(incorporated in the Code
of Public Health)

Germany Patients’ Rights Act (2013)
(Patientenrechtegesetz)

111

II

The Patients’ Rights and Quality of Care Act established
patient complaint and compensation procedures.
Following the scandal of blood contaminated by HIV,

a no-fault compensation scheme was introduced for all
infections contracted through medical activities. For other
therapeutic hazards, patients are compensated by their
health insurance fund through the National Office for the
Compensation of Medical Accidents.

Patients’ associations have played an important role in

the development of patients’ rights. They also sit on
hospital administrative committees and on research ethics
committees. They can represent individual patients in court
and before the Commission for indemnification.

To increase their transparency and consistency, patients’
rights, which were formerly dispersed over various laws,
were re-edited in the special Patients’ Rights Act (2013).
A mandatory complaint management system was
introduced for hospitals, but other institutions and
health service providers have also started to use them on
a voluntary basis as part of their quality management
programmes.

A Charter of Rights for People in Need of Long-term Care
and Assistance was developed in 2003 with the support
of the Federal Ministry of Family Affairs, Senior Citizens,
Women and Youth, and the Federal Ministry of Health.
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Appendix 13.1 (cont.)

Country

(Main) legal source Category (*)

General comments and highlights

Greece

Hungary

Law No. 2071/92 as 11
amended by the Law of 17

July 1997

Law . 3418/2005 on the

Code of Medical Ethics

Health Act CLIV (1997) II
Chapter II (Rights and
obligations of patients) and
Chapter VI (Rights and
obligations of health care

workers)

The legal approach to patients’ rights in Greece is

still in the early stages of development. The status of
enforcement still remains weak but recently case-law
before the courts started to emerge.

Even if non-binding, the opinions and recommendations
of the Hellenic National Bioethics Commission,
established in 1998 as an independent advisory body of
experts under the jurisdiction of the Prime Minister,
are considered influential enough to fill any gaps in the
legislation.

Also control mechanisms and institutions were created
to support patients’ rights implementation, e.g. the
Ombudsman’s office and the Office of Patient Rights in
the Ministry of Health.

The law also provides for non-litigious resolution of
disputes between patients and health care providers
through a Mediation Council.

The Commissioner for Fundamental Rights, the National
Center for Patients’ Rights, Children’s Rights and
Documentation (OBDK, established by government
decree in 2012) and the network of patients’ rights
advocates all play a key role in the enforcement of

patients’ rights.
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Iceland Act on the Rights of
Patients No. 74/1997.

Ireland National Healthcare
Charter ‘You and Your
Health Service’ (2012)

111

v

The Patients’ Rights Act is to support the confidential
relationship between patients and health care
practitioners. It also accords patients the right to the best
health service available for their condition, which also
includes continuity of service and cooperation between
all health care practitioners and institutions involved in
their treatment.

In 2000 a Patient Insurance Scheme was established to
compensate patients for any physical or mental damage

in connection with health services.

The development of patients’ rights in Ireland is
mainly driven by national reform strategies, reports
and controversies in the media, and constitutional
jurisprudence of the courts.

The Human Rights Commission, established under the
Human Rights Commission Act of 2000 and charged
with promoting and protecting human rights as defined
both in the Constitution and in international agreements
to which Ireland is a party, is an important advocate for
patient rights.

The National Healthcare Charter, established by the
Health Service Executive and the Department of Health,
sets out what users of health and social care services can
expect from the Health Service, without calling them
rights, as part of an exercise to improve its quality.
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Appendix 13.1 (cont.)

Country (Main) legal source

Category (*)

General comments and highlights

Italy Law establishing the
National Health Service
(833/1978)

Latvia Law on Patients’ Rights
(2010)

\%

II

Patients’ rights are mostly derived from the constitutional
right to health and the general principles of dignity,
solidarity, autonomy and professionalism that underpinned
the institution of the National Health Service.

Several initiatives at national and local level aim at raising
patients’ rights awareness. In 1980 Cittadinanzattiva,

one of the largest Italian citizens’ associations, created
the Tribunal for Patient Rights (Tribunale per i diritti

del malato), a network of citizens and professionals
organized in local sections, to collect complaints from
users of health care services and undertake action for

patient participation in health care policy.

The traditional paternalistic model of doctor—patient
relationship still prevails in many respects and there is still
a considerable gap between the legal situation and real
practice. Despite a poor knowledge about patients’ rights,
they attract a lot of media coverage and public interest.

In practice, the main institution dealing with patients’
rights is a non-governmental organization called

the Patient’s Ombudsman, which assists patients in
mediation with providers. Formal patient complaints can
be filed to the Health Inspectorate, under the Ministry of
Health.

Since 2014 a Medical Treatment Risk Fund has been in place
within the National Health Service to provide compensation
in case of harm caused to a patient’s life or health.
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Lithuania

Luxembourg

Malta

Law on the Rights of
Patients and Compensation
for the Damage to their
Health No 1-1562 (1996),
included in Civil Code
(2001)

Law of 24 July 2014 relating
to the rights and obligations
of the patient

National Patients’

Charter of Rights and
Responsibilities (2016)

II

v

Patient complaints can be lodged at the provider level, or
at the level of the Ministry of Health (the Commission on
Evaluation of the Damage Caused to Health of Patients).
The State Consumer Rights Protection Authority, which
coordinates the activities of state institutions with regard
to consumer protection, has a special division for paid

medical services.

The special law was inspired by the patients’ rights law in
Belgium and France and was to some extent induced by
the EU Directive on cross-border care.

The obligation to issue a Patient Charter was set out in
the Health Act of 2013.

The Charter introduces a waiting time guarantee
(maximum 18 months) that would give a patient the
right to obtain treatment from a local private provider
or in another European country in accordance with the
Maltese Cross-Border Healthcare Regulations, under the
Health Act.

In the interests of patients’ rights, the Government
established three commissioner functions: the
Commissioner for Health, the Commissioner for Mental
Health and the Commissioner for the Elderly. These
officials act as ombudsmen in dealing with grievances and
concerns from the public in their respective areas.
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Appendix 13.1 (cont.)

Country (Main) legal source Category (*)

General comments and highlights

Netherlands Medical Treatment I
Contract Act (1994)

Norway Patients’ Rights Act No. 63 1II
(1999)

There is an elaborate system of complaints, mediation and
compensation. In 2016 a new Patients and Clients Rights
Act was adopted containing new rules aimed at ensuring
good and effective complaints and disputes management
in health care as well as promoting quality of care.

With the 2006 health care reform, the Dutch health care
system assigned a more significant role to patients with
greater opportunity for them to influence the quality of
services and a more pronounced right to receive information
needed to make an informed choice of health care provider.

The Patients’ Rights Act has been amended several times.
The heading of the Patients’ Rights Act was revised in 2011,
adding “users of care services”. In 2013 the Patients’ Rights
Act was amended to simplify the priority-setting process for
specialized health care. The severity of the condition will
only be used to determine the maximum waiting time.
Every county must have a Health and Social Services
Ombudsman (POBO), who assists users of care services
with information, advice and guidance.

The Norwegian System for Patient Injury Compensation
(NPE) instituted by the Patient Injury Act (2001) handles
compensation claims for patients who have sustained an
injury while accessing statutory as well as private health
care services. Its binding decisions can be appealed to the
Patients’ Injury Compensation Board.
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Poland

Portugal

Act of 6 November
2008 on Patients’ Rights
and Patients’ Rights
Ombudsman

Law no. 15/2014 on the
rights and duties of the
Health Care System
beneficiaries

1

The Law on Patients’ Rights and the Patients’ Rights
Ombudsman gathered all dispersed patients’ rights in one
well-defined legal act and established the post of Patient
Rights Ombudsman. All patients’ rights regulations

are to be interpreted in compliance with the Polish
Constitution of 1997.

The Office of the Patient Rights Ombudsman, a central
government authority appointed by the prime minister,
acts independently of the Minister of Health and the
President of the National Health Fund, aiming to ensure
that patients’ rights are protected and providing support
in exercising those rights. Nevertheless, the state of
enforcement of patients’ rights is still considered to be

weak in reality.

Despite growing attention and monitoring by the
regulatory health authorities, the level of implementation
at the level of health care institutions still seems

weak. Also the judicial system seems to be hesitant in
sanctioning patients’ rights violations and enforcing
medical liability.
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Appendix 13.1 (cont.)

Country (Main) legal source

Category (*)

General comments and highlights

Romania Law 46/2003 related to 111
patients’ rights

Slovakia Act No 576/2004 Coll. I
on health care, health
care-related services and
on the amendment and

supplementing of certain laws

Slovenia Patients’ Rights Act No. I
15/2008

Given the poor patients’ rights knowledge among the
population and the fragmentation in complaint and
redress procedures, enforcement remains weak. However,
media reports about shortcomings in the health system,
including poor conditions and cases of neglect in long-
term and mental care facilities, have stirred the public
debate. It also encouraged citizens to set up or join
patients’ organizations that provide counselling, support
and practical guidance (even to seek treatment abroad).

Complaints about inadequate care can be lodged with the
Health Care Surveillance Authority, an independent body
which has become a credible advocate of patients’ rights.
A non-governmental organization called the Association
of Protection of Patients’ Rights also deals with patients’
rights.

General awareness among patients, doctors and other
medical professionals is still quite low. Also the enforcement
of patients’ rights is weak but improving gradually.

In 2002 the ombudsman for patient rights was appointed for

a period of six years. This person, however, is only responsible
for the population of the eastern part of the country.

The nongovernmental Slovene Consumer Association

is involved in the development of legislation relating to
patients’ rights, patient satisfaction and quality of health
care services.
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Spain

Sweden

Basic Law 41/2002 on I
the Autonomy of the

Patient and Rights and
Obligations with regard to
Clinical Information and
Documentation

Patient Act (2015) I

Within the framework of Basic Law 41/2002, all
Autonomous Communities have developed their own
Patients’ Rights and Duties Charters, in some cases as
part of the regional health act.

Regions have established specific structures and
procedures to monitor and enforce patients’ rights and
deal with complaints through Patient Support Services
(Servicios de Atencion al Paciente) or User Complaint
Units (Unidades de Atencién al Usuario).

Most regional health systems have also introduced a
patients’ ombudsman. Their reports have a certain
influence in safeguarding patients’ rights due to their
impact in the media.

The idea of the Patient Act was to gather all statutes
regarding patients into one single law in order to improve
transparency to care providers, patients and their family
members.

The Patient Act needs to be interpreted along with

other relevant acts and frameworks, e.g. the Health and
Medical Services Act, the Patient Safety Act and the
Patient Data Act.

Since 1997 a no-fault patient injury insurance scheme
compensates any person suffering an injury in connection
with medical or dental care in Sweden under the terms of
the Patient Injuries Act.
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Appendix 13.1 (cont.)

Country (Main) legal source Category (*) General comments and highlights

United Kingdom NHS Constitution for v * The NHS Constitution for England, which is regularly
England (based on Health updated, outlines the principles and values of the NHS,
Act 2009) as well as the rights and responsibilities of patients and
Scotland: Patient Rights Act NHS staff in England.
(2011) * The Scottish Charter of Patient Rights and

Responsibilities was published in 2012, after legislation
required it. Wales introduced the idea of a charter for
patients’ rights as early as 2007, but to date one has not
been published. There is no charter in Northern Ireland.
Patients who want to file a complaint can get assistance
from the Patient Advice and Liaison Service (PALS),
which is located in all hospitals in England. They can
also contact their local Healthwatch branch, a statutory
body established under the Health and Social Care Act
2012 and hosted by the Care Quality Commission.
Complaints that cannot be solved at the provider level
can be addressed to the Parliamentary and Health Service

Ombudsman.

Note: (*) I = ‘sui generis’ private contract legal rights model; II = generic private contract legal rights model; III = vertical quasi-legal rights

model; IV = moral rights model; V = split rights model
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asylum seekers 164, 166
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personal budgets 2624
use of e-health portals 93
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Autonomy Preference Index (API)
300

Bamako Initiative 117

barefoot doctors 116

behaviour change 120-1, 190

Belgium, personal budgets 263, 264-5,
273-4

benefits, welfare 166

bias 176

biomedical indicators 80-1, 1035,
328-9
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Brexit referendum 145

British Social Attitudes survey 188
budgets, personal see personal budgets

Cape Verdean community, The
Netherlands 128-9
care see health care
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179, 361
centredness 30-1
challenges facing health services and
systems 4, 317
change agents 116
children 243, 247-8, 267
choice
concept of 9-10, 202-3
enhanced with personal budgets
272-4
of health insurance 51-3, 82,
229-52
implications of 69
of provider 41, 49-51, 191-2,
201-20, 364, 366
right to 63, 357-8
chronic disease 4-5, 6, 320-1, 324-6,
335-6 see also diabetes
citizenship 125, 203, 351, 352
civil society 69, 149, 180, 303, 351,
358
clinician-patient relationship see
doctor-patient relationship
Cochrane Center (US) 151
cognition 292
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patient experience measurement
collaboration 155, 284 see also shared
decision-making (SDM)
comfort, physical 26
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communication 25, 27, 46, 100-1,
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community participation in health
systems development 43-5
evolution of 115-17
value of 118-22
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outcomes, lessons and way forward
133-7
compensation schemes 361, 367
competition, between insurers 230-7
complaints 177, 367, 368
confidentiality 63, 350, 357-8, 362-3
consent, informed 63, 287-9, 362
consultation 90, 148, 155, 157
consumerist approach 66, 125, 147,
148,218
Consumers United for Evidence-Based
Healthcare (CUE) 151
contracting, selective 232-4, 235,
236
contribution, to research 155
control, user 155, 162-3, 166, 218,
272-4
Control Preferences Scale 300
coordination of care 5, 25
co-production 9-10, 155-6, 218-19
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of personal budgets 275-6
of shared decision-making 293
costs, of health insurance 247
Crossing the Quality Chasm, report 76

data
epidemiological 190
on views and experiences of care
47-9, 83-4, 97-100, 176-7
data collection 157, 181, 182, 187
electronic 192, 193
data protection 362-3
decision aids 285, 289, 290-1,
294,296,297, 302 see also
information

Decision Conflict Scale (DCS) 300
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decision-making (shared) see shared
decision-making (SDM)
decision-making, health care 41, 78-9,
117
definitions of person-centredness 1,
22-4
democratic rationale see empowerment
rationale
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choice in health care system 204
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diabetes 61, 76, 322-3, 334-5, 335-6
Digital Economy and Society Index
(DESI) 94
digital technologies 85, 92-7
direct payments 260, 261, 263, 265-6,
268, 273 see also personal
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disability rights 53, 65, 146-7
disability support 262-4, 264-5, 268
disadvantaged social groups 7-8, 51,
88,92, 163, 208, 292
discrimination 146, 164-5
disease, chronic 4-5, 6, 320-1, 324-6,
335-6 see also diabetes
disease management programmes
(DMPs) 249, 323
disease-control 60, 327-9, 3334,
338-9, 340
disputes 367
diversity, in those involved in research
164-5, 166
doctor-patient relationship 27, 174-5,
330 see also interpersonal level
of care
role of power 81-2, 292,297
shared decision-making 285-6,
291-2,296-7

EBM (evidence-based medicine) 83-4,
270
economics 213, 217
education see also health literacy
for involvement in research 166
low educational attainment 50-1,
209
for person-centred care 25, 100-1
for self-management 61, 321-2,
322-3
for shared decision-making 303
efficiency of health care 9, 215-16
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emotional factors 26, 292
empathy 174-5
empowerment 2, 19, 120-1, 124-5,
128, 136, 146-7
engagement, patient 296-7, 302-3 see
also shared decision-making
(SDM)
England see also United Kingdom
choice in health care system 205-6,
211, 213-14, 215
education and training for person-
centred care 101
national PROMs programme 186-7
personal budgets 263, 265-6,
272-3,274, 275
self-management support 338-9
Enthoven, Alain 230
epidemiological data 190
equity 51, 211-13 see also inequalities
in health care
Estonia
public attitudes to health care 189
use of e-health portals 93
ethical argument see philosophical
argument
ethics, of shared decision-making 57,
292,293-4
ethnic minorities 164-5, 166
Eurobarometer surveys 189
European frameworks for patients’
rights 350-6, 370-84
European Institute for Public
Participation 131
European Union
Brexit referendum 1435
patients’ rights 351-6
public attitudes to health systems
189
Value+ 152-3
EuroQol measure (EQ-5D) 184-5, 186
evidence-based medicine (EBM) 834,
270
experiences of health care see patient
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experiential knowledge 163
Expert Patient Programme 323, 327
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193 see also patient experience
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(UK) 153, 154, 161-2

France, shared decision-making 290

friends and family, involvement 26,
271, 301

Friends and Family Test (FFT)
(England) 181-2

funding, PPI research 166

Germany
health insurance 232-4, 237, 240,
242-3
measurement of patients’ experience
180
group-based self-management
programmes 325

Health and Social Care Act (2008) 361
Health and Social Care Act (2012)
206
health behaviours 120-1, 190
health care
access to 9, 63, 357-8, 363-4
attitudes to 188-90
decision-making 41, 78-9, 117
efficiency of 9, 215-16
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interpersonal aspects 75, 81, 174-5
quality of 9, 75-6, 191-2, 213-15,
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evaluation 46-9, 79-80
health care professionals 301, 327,
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for self-management support 323

informed consent 63, 287-9, 362
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174-5 see also doctor-patient
relationship

Index

interviews 177, 193
intrinsic values 2, 46, 50, 66
INVOLVE, NIHR 45, 147, 149-50,
154-5, 156
involvement 2, 9, 19, 43-5, 66,
69 see also co-production;
empowerment
Israel, health insurance 233, 234,
239-40, 242, 243-4, 247-8
Ttaly
health care system 129-30
measurement of patients’ experience
180-1

knowledge, experiential 163

Latvia, consent forms 362
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health insurance 246-7
litigation 292-3
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London Patient Choice Project 209
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self-management

market competition 66, 208, 217,
218
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270
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personal budgets 265, 268, 2724,
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Millennium Development Goals 117

moral rights, patients’ 360-1

motives for participation in health care
systems 132-3

multimorbidity 4-5

National Health Service (NHS) (UK)
188, 190, 205, 210, 213
NHS Constitution 179, 361
and self-management support
338-9
National Institute for Health Research
(NIHR) (UK) 45, 147, 149-50,
155-6
National Involvement Partnership
project (UK) 153, 154
neo-liberalism 66, 134, 145-6, 203
The Netherlands
Cape Verdean community 128-9
effect of patient choice on surgeons
212
health insurance 233, 234-5, 237,
240, 242, 248
personal budgets 263, 266-7
quality of care 213
shared decision-making 290
Nightingale, Florence 22
Norway, choice in health care system
206, 211
nursing 22, 27-8, 30

Obamacare 237
Observing Patient Involvement Scale,
OPTION 300
older people 4, 164, 166, 209
access to health information 87
internet use 93-5
personal budgets for home care
services 264, 265
online
discussion forums 7, 85
health services 92-7
surveys 192
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opinion surveys 188-90

Organisation for Economic
Cooperation and Development
(OECD) 183, 192, 194

Organisational Health Literacy
Responsiveness (Org-HLR)
framework 89-91

organisations see health services and
systems

outcomes 47-8, 184-8, 193-4

participation 2, 9, 19, 43-5, 66,
69 see also co-production;
empowerment
Patient Act, Sweden (2015) 58, 287,
386
patient and public involvement (PPI) in
research 44-6, 84, 145-6
competing approaches 146-8
examples of 149-54
levels of 154-6
at different research stages 156-8
impact of 159-62
ensuring inclusivity 164-5
methodological challenges and next
steps 162-6
patient decision aids 285, 289, 290-1,
294,296,297, 302 see also
information
patient engagement 296-7, 302-3
see also shared decision-making
(SDM)
patient experience measurement 46—9,
79-80, 83-4, 86, 97-100,
173-5 see also CollaboRATE,
tool
purpose, methods and scope 175-7
measuring patient satisfaction
177-83
patient-reported experience
measures (PREMs) 47, 178-83
patient-reported outcome measures
(PROMs) 478, 184-8, 1934
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