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Abstract

Contemporary health policy places increasing emphasis on involving the
public in healthcare and health research. This thesis is an empirical
investigation of public involvement in the National Cancer Research Network
(NCRN) in England, and draws upon emergent themes in the literature
relating to quality, epistemic, democratic, accountability and empowerment
claims for public involvement in research, as well as Habermas’ concepts of
system and lifeworld.

Research aims were to explore professional and public accounts of
motivations and rationalisations for public involvement in research, consider
how public (lifeworld) voices may be integrated into health research (system)
spaces and, explore what counts as credible expertise in health research
settings. A qualitative approach was adopted and data were collected from
selected case studies (a local research panel and national Clinical Studies
Groups within the NCRN). The methods included participant and non-

participant observations, interviews with group members (professional and
public) and documentary analysis.

Analysis of data revealed an Inherent ambiguity in relation to public
involvement in health research. Involvement served multiple purposes for
the public, including the provision of social/support functions and
opportunities to reconstruct illness/caring identities, through the
development of research skills and active roles within health research. Case
studies revealed inherent tensions as the involved public and professionals
attempted to demarcate their roles and importantly the foundations of their
credibility within the group. The identification of professional and public
members’ attempts to prevent the integration of the public voice casts doubt
on possible empowerment claims. Furthermore, the observation that many
public members were highly deferential to certified expertise calls into
question their ability to bring a different perspective to research. Ultimately,
public involvement in health research may be less the potential to re-couple
system and lifeworld but rather a further colonisation of the public lifeworld
by professional system knowledge and expertise.
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Part One
Chapter One

Introduction to the Study

1.1. Introduction

The purpose of this first chapter is to introduce the aims and scope of the
thesis. The chapter will begin by briefly setting the scene for the thesis. Next
the aims and objectives of the research will be outlined. Following this, I will
provide some background to the study and explain where my interest in the
topic originated. Finally, the structure of the thesis and a brief synopsis of

each of the chapters will be provided.

1.2. Contextualising the thesis

Contemporary health policy in England increasingly advocates the
Involvement of patients, carers and members of the public in a variety of
ways throughout the National Health Service (NHS) (Florin & Dixon, 2004;
Forbat et al, 2009; Harrison, et al, 2002; Hogg, 2007). Patient and public
involvement in healthcare spans a wide range of activities in various
healthcare settings. For example, within the medical consultation patients
are encouraged to express their treatment and healthcare preferences
(Thorne et al, 2000) and there is an emphasis on models of ‘shared decision-
making’ between the clinician and the patient (Edwards, 2006). At a more
strategic level, the public are increasingly involved in decision-making groups
concerning the commissioning of health services (Rowe & Shepherd, 2002).
More recently, health policy has placed increasing emphasis on the active
involvement of the public in health research decision-making settings (DH,
2006). This thesis specifically addresses public involvement in health

research.

The literature highlights various rationales that underpin the development of
public involvement in health research. On the one hand, public involvement
in areas of healthcare, including health research, has been viewed as a form
of deliberative democracy, whereby formerly ‘closed’ public and private
spaces become accessible to lay scrutiny (Barnes, 2008). As part of this



argument, associations are made between public involvement in healthcare
and health research as a mechanism to address disparities in power between
professionals and the public, with the involvement agenda seen as a way to
potentially ‘empower’ the public (Small & Rhodes, 2000). At another level,
public involvement in healthcare and health research can be seen as seeking
to restore public trust in expert systems, rendering them more transparent
and potentially enhancing expert accountability (Irwin, 2006; Prior, 2003). At
a more pragmatic level, public involvement in health research can also be

seen as one component within a growing governance framework for research.
For example, the recent policy document, ‘Best Research for Best Health’

(DH, 2006), emphasises that the public ought to be actively involved in all
stages of the research process, from research priority setting exercises
through to the dissemination of results. The rationale for public involvement
in health research within health policy appears to be primarily based on a
quality claim, centred on the practical contribution that the public can make
to research (Fudge, et al, 2008). Fundamental to these various overlapping
rationales for public involvement in research are considerations of what
constitutes as credible expertise and what has been described as the
changing relationship between science and society, professionals and the
public (Irwin & Michael, 2003).

Yet, despite the various claims for public involvement in health research,
there is little empirical evidence that has explored how, or moreover if, the
voice of the public is integrated into health research decision-making spaces.
Specifically, as Stilgoe et al (2006; 19) ask:

"Are we opening up expertise to new questions and perspectives,
or are we just letting people see the experts at work?”

This question provides a starting point for articulating the aims of the thesis.
Furthermore, there are very few empirical studies that have considered how
members of the public who are involved in research, and professionals
working with the public in health research, rationalise involvement. In the
light of this, the current thesis sets out to make a contribution to the
empirical literature by exploring the context, constructions and dynamics of
public involvement in health research. The specific aims and objectives will

now be outlined.



1.3. Aims and research questions

The aim of this thesis is to explore public involvement In health research.

Specifically, this thesis set out to consider a broad set of research questions:

e How do the ‘involved public’ and professionals rationalise and
account for public involvement in health research?
e What roles do the public play in health research?

e How Is the voice of the public integrated into health research
spaces?

Furthermore, during data collection and analysis, an additional question
emerged:

e What counts as credible expertise in research decision-making
groups?

It is important to note that whilst the research questions have been outlined
here for the convenience of the reader, they were in fact informed by the
literature review that follows in chapter two. In order to explore the
questions a qualitative approach to research was taken. Specifically, drawing
on the ethnographic tradition, data for this research were collected through
interviews, observation (both participant and non-participant) and
documentary analysis, conducted with purposively selected case studies from
the National Cancer Research Network (NCRN).

1.4. Origins of the study

My approach to this study is reflected in my research questions. I initially
came to be interested in the area of public involvement in research following
some earlier work on a project concerning researchers’ attitudes to public
involvement in research. Whilst this was only a small scale study, comprising
15 interviews with university health researchers, the research findings
sparked my interest in the area and led me to think about how exactly
groups of professionals and the public can work together in a research
environment. As part of the ‘attitudes’ project a second research stage had
been devised, based around the construction of a quantitative attitudinal
scale that would measure researchers’ attitudes towards involving the public



in research. Initially, this scale development was to form the basis of my PhD.
However, my own research interests led me in a rather different direction to

undertake what is an entirely qualitative piece of work.

The reasons for my decision to change the focus of my PhD are many. Firstly,
during my work on the ‘attitudes’ project I had attended a number of
national and international conferences that were designed to showcase
examples of how the public had been involved in health and social care
research. It was also at this point that I began to engage with the extant
health services research literature. I was struck by the increasing number of
anecdotal references in the literature, and during conference presentations,
made in support of public involvement in research, and a further body of
literature that suggested potential difficulties associated with involvement.
Furthermore, I was surprised by the ground swell of patients, carers and
service users that were attending national conferences and who also
expressed a desire to be actively involved in research. However, I was also
Increasingly aware that there was relatively little research that had actually
explored the process of involvement and I felt that this was an important
area that needed consideration.

I also had some limited experience of involving the public In health services
evaluation and audit. Prior to the ‘attitudes project’ I had worked in a clinical
audit department for a Mental Health Trust and was aware of the increasing
requirement within the Trust to include lay members as part of the strategic
clinical audit meetings (and indeed at other decision-making levels with the
Trust). Admittedly, during this time my experience of public involvement was
limited to (what I felt was) the seemingly tokenistic involvement of service
users who were brought in with limited consideration for what role they
might play in the meetings. This appeared to lead to resentment on the part
of both the professional staff members and the lay member. Nevertheless,
these experiences developed my interest in public involvement as an area of

research.

Consequently, my experiences and interests led me to believe that the initial
Idea to develop an attitudinal scale would not provide the depth and detail
that I felt was necessary to understand both the processes of involvement
and public and professional attitudes towards involvement. In addition, the
scale was proposed to only measure researchers’ attitudes, and I was also

4




interested in hearing the perspectives of members of the public who were
involved in research. Secondly, I felt a personal preference towards
qualitative research given the emphasis on engaging with research
participants and constructing shared understandings. It is for these reasons

that the PhD focus changed rather dramatically.

1.5. Public involvement in this study

As this research is concerned with public involvement in research, it seemed
both important and appropriate to attempt to involve a lay representative in
my own work. Therefore, throughout the course of the research process I
have actively involved a lay advisor. The individual selected was suggested
to me by my one of my academic supervisors. My lay advisor was considered
to be appropriate as he had experience of ill health and engaging with health
services and was also involved as a lay member of various research decision-
making groups. Throughout the research process, I have met with my lay
advisor on a number of occasions. However, much of his involvement has
been via emails as his verbal communication and mobility skills are affected
by his ill health. My lay advisor has contributed to the research in a number
of ways: firstly, during the initial stages of the research, whilst I was refining
my ideas, he contributed his own thoughts which helped to shape the
direction of the research; he had direct input into the interview questions
that were asked; he has commented on draft findings and we have spent a
couple of afternoons discussing these findings at length. Throughout the
research period, I have maintained a journal of our interactions and
discussions in order to reflect on how they may have affected my decisions
and shaped the research. I certainly feel that his contribution has been
invaluable for adding a further layer of reflection and complexity into the
project, alongside my own and the contribution of supervisors.

I will discuss my work with the lay advisor in the methodology and

conclusion chapters of this thesis.

1.6. Clarifying terms

In chapter two, I present an overview for my choice of terminology
throughout this thesis. However, it is necessary to briefly mention the terms
that are used here. The term ‘public’ has been used within this chapter, the

S



literature review and within the concluding chapters to refer to patients,
carers and users of health services. This term has been chosen as it reflects
the current health policy recommendation (Hanley et al, 2004). However,
within the empirical data chapters, the term ‘consumer’ will be used to
describe patients, carers and service users, as this is the term that is
specifically used within the NCRN. This is discussed in more detail in the next

chapter.

‘Professional’ has been chosen to refer to researchers, scientists and health
professionals. Such a distinction between the ‘public’ and ‘professional’ is
necessary within this research as they describe the roles that these people
play in research. The ‘professional’ describes participants who are involved in
health research in a professional capacity, whilst the ‘public’ take part in

research to provide the voice of an individual who has experience of health
services or ill health.

1.7. The structure of the thesis

This thesis Is divided into three parts and presented in nine chapters. Part
one provides the context to the thesis and includes chapters one to four. Part
two presents the empirical data and includes chapters five to seven. Part
three of the thesis provides a discussion of the findings in relation to the
wider literature and theoretical debates. Part three includes chapters eight
and nine. A synopsis of each of the chapters will now be provided.

PART ONE

Chapter Two: This chapter provides a review of the topic specific and
background literature in order to contextualise the thesis. The review Is
divided into two sections. Section one describes the policy background and
the key claims that are made in support of public involvement in research.
Furthermore, it includes a review of the health services research literature
specifically concerned with public involvement in research. This covers the
areas of health research in which the public are currently involved, the
facilitators and barriers to involving the public in research and
conceptualisations of public involvement in health research.



Section two reviews the wider political, theoretical and sociological literature
that covers issues deemed pertinent to the development, and interpretation
of, public involvement in research. This begins with a description of key
concepts from the work of Jurgen Habermas that have been used to explore
the findings throughout this thesis. The rationale informing the choice of
Habermas’ work and an outline of the specific concepts that will be used is
outlined in section two of the literature review. Following this, the review will
cover the political debates concerning democracy, trust and governance in
relation to expert systems; the development of grassroots movements in
health and the discourse of empowerment, as it relates to public involvement
In health research; the evolving relationship between science and society;
and the construction of expertise.

Chapter Three: This chapter outlines the research design and
methodological approach that was taken in the research. Specifically, the
chapter begins by covering my theoretical orientations and methodological
considerations and my choice of research methods. Next, it outlines the
sampling strategy that was used and provides an account of the research
process, including data collection and analysis. As part of this, details of
some initial exploratory work will be outlined. The findings from this work
informed the main research study and the key findings have been included
as an appendix (appendix A). Finally, chapter three will consider issues of
rigor in qualitative research and explores the ethical implications of, and my
reflections, on the methodological approach taken.

Chapter Four: In this chapter the background and context to each of the
case studies is described. This chapter begins by justifying the selection of
the National Cancer Research Network as the framework from which the case
studies were selected. A narrative considering the nature and purpose of
each case study is provided. In addition, an outline of the context in which
the observational data were collected, and the scope of the observational,
interview and documentary data is provided. Finally, I discuss my own
reflections on each of the case studies.

PART TWO

Chapter Five: This Is the first of the empirical data chapters. In this chapter
the findings concerned with consumer and professional motivations for initial



and continued involvement in health research are considered. This chapter
will provide an exploration of the differences between consumer and
professional motivations for involvement. This chapter primarily draws on the

interview data.

Chapter Six: In this chapter, the practice of public involvement in the case
studies is explored. Specifically, this chapter considers how (and if) the

voices of the public are integrated into research systems. This chapter
primarily draws on the observational data, but with continued reference to

the interview data.

Chapter Seven: Building on chapter six, chapter seven is the last of the
main empirical data chapters and will explore public and professional
constructions of the public claim to credibility in health research. This chapter
draws primarily on the interview data.

PART THREE

Chapter Eight: Following the empirical data chapters, chapter eight
discusses the findings in relation to each other and the wider literature.

Chapter Nine: This final chapter provides a brief synopsis of the key
findings, considers the potential implications that these findings may have for
policy and practice and questions that have been raised as a result of this
research. Following this, a reflection of some of the methodological
considerations and a reflexive account of the research process will be

provided. This will include my thoughts on the research process, researching
patient and public groups and working with a lay advisor.



Chapter 2

Literature Review

2.1. Introduction

In this chapter I will explore the extant topic specific and the broader

contextual literature in order to locate the thesis within the topical, political,
theoretical and sociological debates.

Due to the range of subject areas covered within this review, this chapter
has been divided into two sections. Section one locates the present research
within the topic specific literature. Specifically, section one begins by
providing the policy context for public involvement in research. It will then
discuss empirical studies concerning public involvement in health services
research and will cover the types of health research in which the public are
involved, the levels of public involvement in research and proposed
facilitators and barriers for public involvement in health research. Following
this, section two of the literature review will explore the wider theoretical and

sociological debates that are relevant to public involvement in research.

Many of the issues that are covered in this chapter are inevitably interlinked
and presenting them in two distinct sections is not straightforward.
Therefore, some issues may occasionally be briefly revisited, and references
will be made to other parts of the literature review throughout. An iterative
approach was taken to this review, with some literature reviewed during the
research ideas generation stage, some literature reviewed during data

collection, and some reviewed during the analysis and interpretation of the

findings.

The literature informing this review was sourced from books, journals
(electronic and hand searching through hard copies), policy documents, the
grey literature and web-based material. Whilst this review is not a systematic
review, the initial literature searches were conducted in a systematic
manner, drawing up a list of key search terms related to public involvement



in health research and conducting electronic database searches' based on
these terms. Following this, the literature review was guided by snowball
search methods, for example tracking references and citations, and by

scrutinising the emerging research findings.

2.2. Clarification of Terminology

It is necessary to clarify the terms that will be used to describe the different
categories of people in this research. Whilst recognising that placing
individuals into categories can be rather crude, it is necessary to provide
some level of demarcation between people who are involved in research due
to their illness experience and people who are involved in research on a
professional basis. This will be of particular importance when distinguishing
between the roles that individuals’ play in health research. However, it is
clear that there are some potential problems associated with this and in fact
the labelling of individuals involved in research based on their experience of
il health is an issue that will be reflected on in more detail within the

discussion chapter.

There is a widespread disagreement amongst medical staff, scientists,
researchers, academics and users of healthcare services about the
appropriate term to use when referring to individuals who use health services
and who are actively involved in research (Beresford, 2007). ‘Patients’,
‘service users’, ‘users’, ‘consumers’, ‘customers’, ‘clients’, ‘carers’, ‘the
public’, ‘stakeholders’, ‘lay people’: these are all terms found within the
literature to describe individuals who engage with healthcare services and
are involved in research (Boote et al, 2002). The term ‘patient’ is preferred
by some, however for others it is considered to be strongly associated with
illness and passivity (Boote et al, 2002) and may not reflect an individual
who Is active, engaged and able to meaningfully contribute to research.
‘Service user’ is the most widely used term in the mental health sphere, yet
this has been criticised for its association with substance misuse (Boote et al,

2002).

INVOLVE - the organisation established by the Department of Health in order
to facilitate involvement in health and social care research - has been active

! Electronic databases searched include: IBIS via OVID, Wiley InterScience, CSA Illumina,
JSTOR, Medline and CINAHL
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in promoting the use of the term ‘public’. This is used as a catch-all term and
according to the INVOLVE website includes the following people:

"Patients and potential patients; people who use health and social
services; iInformal (unpaid) carers; parents/quardians; disabled
people; members of the public who are potential recipients of health
promotion programmes, public health programmes, and social service
interventions; groups asking for research because they believe they
have been exposed to potentially harmful substances or products

(e.g. pesticides or asbestos); organisations that represent people who
use services.”

(INVOLVE, 2008)

This definition Is somewhat all encompassing, but despite the detail it
appears to neglect ‘hard to reach’ groups who are rarely involved In

research, such as minority ethnic groups and groups who are disadvantaged

or socially excluded. The term ‘public’ may also be disputed due to
associations with the general public.

‘Consumer’ is the preferred term within the cancer research literature and

was also the term used by INVOLVE, and within the health services research
literature, before it was replaced by ‘public’. From an international
perspective, ‘consumer’ is still the term of choice in Australia, in particular
within the Cochrane Collaboration (Ward et al, 2009). ‘Consumer’ typically
has connotations of market ideology and public ‘choice’, and therefore some
commentators believe that it is inappropriate (Baggott, 2005; Telford et al
2002).

Whilst recognising the apparent problems in categorising individuals (indeed
during my data collection it was clear that participants had very distinct and
diverse views about how they would like to be referred to), within this
literature review the term ‘public’ will be used when directly referring to
patients, carers or users of healthcare services. This has been selected as it
is the term that is centrally promoted. The only exception to this is when
specifically referring to individuals who engage with mental health services.
In these cases, the preferred term of ‘service user’ will be used. Similarly,
during the findings chapters (which are focussed on the research within the
NCRN) the term ‘consumer’ will be used as this is the term that is used
within the NCRN.

11



In agreement with Oliver et al (2008) the term ‘lay’ will distinguish between
health professionals/researchers and the public. Again, it is recognised that
‘lay’ is not an acceptable term to everyone, sometimes implying less prestige
or worth (Stacey, 1994). However, in the absence of another suitable term
‘lay’ will be used, but it should be stressed that this is not about making
judgements based on worth or competence.,

The term ‘professional’ or ‘health professional’ has been chosen to define
researchers, scientists and health professionals more widely. Again, it is
acknowledged that this may create a somewhat false dichotomy between lay
and professional, failing to capture the professional backgrounds of many lay
people. However, for the purposes of this research and the necessity to
distinguish between different groups and their roles in research,
‘professional’ will be used as it describes the participants who come to
research in a professional role. ‘The public’, on the other hand, take part in
research as a patient, carer or health service user representative in order to
provide the voice of an individual who has experience of ill health and health

services.
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2.3 Section One

Introduction

As already outlined, section one of the literature review begins by exploring
health policy documents that have provided some of the impetus for the
development of public involvement in health research. Following this, the
health service research/public health literature concerning public involvement
in research will be outlined, including a review of the types of research that

the public are involved in, the levels of involvement, and the facilitators and
barriers for public involvement in health research.

2.3.1 Public involvement - the policy context

In this section I explore the policy framework and guidance that underpins
public involvement in health research, In particular, I consider some of the
possible reasons why public involvement in research has emerged within
health policy and what claims (implicit or explicit) are made with regards to
public involvement in research within the policy literature.

Public involvement in health research has been advocated in England within
Department of Health policy documents for a decade (Hanley et al, 2004).
The most recent policy document with regard to public involvement in health
research is ‘Best Research for Best Health’ (DH, 2006).

The emergence of the political support for public involvement in health
research can be located within wider developments in health policy in

England towards involving key stakeholders in healthcare services and
decision-making more broadly (Florin & Dixon, 2004). Before critically
exploring contemporary policy that specifically addresses public involvement
in health research, I first turn to broader health policy developments
regarding public involvement in healthcare.

Early influences on public involvement in health research

In England, it has been argued that guidance relating to public involvement
in healthcare services and research can be traced back to the ‘Griffiths
Report’ (Boote et al, 2002; DH, 1983) into the role of management in the
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National Health Service (NHS). Boote et al (2002) identify an evolving
discourse around patient, carer and service user involvement In health care
planning, policy and research from this point in the UK, A key
recommendation of the Griffiths Report was that the NHS needed to become
more responsive to public needs rather than provider interests, signifying a
potential change in the relationship between healthcare service providers and
healthcare service users (Boote et al, 2002). Tiers of general management
were appointed across NHS services, with a remit to identify and meet
patient and public preferences for healthcare, and maximise healthcare
service user satisfaction (Calnan & Gabe, 2001). Prior to this, there was little
consideration of healthcare service users’ views or levels of satisfaction
(Kelleher et al, 1994). The subsequent 1989 White Paper ‘Working for
Patients’ and the 1990 'NHS and Community Care Act’ began to introduce,
what some refer to as, ‘market principles’ into the NHS, and began the
development towards an internal market in healthcare (Boote et al, 2002;
Rhodes & Nocon, 1998) - establishing a purchaser/provider split in
healthcare services. The 1991 ‘'Patient’s Charter’ outlined a set of patient

rights and information about the standards of care that they should expect to
receive (Rhodes & Nocon, 1998). In 1992, ‘Local Voices’ recommended
community involvement in the NHS in order to establish priorities and
monitor services (Farrell, 2004). This initiative has been criticised for failing
to enable public participation in strategic decision-making processes (Rhodes
& Nocon, 1998). Furthermore, as part of a choice based agenda there
emerged an Increasing emphasis on patient satisfaction surveys, coupled
with the introduction of clearer patient complaint structures (Shackley &
Ryan, 2005). In short, these developments seemed to imply a health service
that was open to patient scrutiny and should not be dominated by healthcare

provider interests.

It has been argued that such developments began to establish patients and
healthcare users as ‘consumers’ of healthcare, marking out a distinct change
in the relationship between healthcare providers and healthcare recipients
(Rhodes & Nocon, 1998). Firstly, it is suggested that these policy
developments led to a greater emphasis on healthcare provider
accountability, with health services increasingly open to public assessment
and evaluation (Rhodes & Nocon, 1998). Consumerism, of course, retains
connotations of choice. Unlike a paternalist relationship where patients were
traditionally framed as grateful and passive recipients of healthcare, under
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consumerist rhetoric the patient is technically afforded greater power,
treating health care as a commodity - essentially something that can be
‘shopped around for’ (Lupton, 1997a). Freedom to make choices demands
that one has some knowledge and understanding of the available health care
information (Lupton, 1997a). Arguably, this individualises the philosophy of
care by locating the individual as the reflexive, active agent who is (or ought
to be) concerned with their own healthcare choices and welfare (Lupton,
1997a; Ward et al, 2009).

Some commentators have suggested that consumerist policy discourse
sought a ‘partial redistribution of power between health professionals and
patients’ (Williamson, 1999a; 150). In this statement, Williamson (1999) is
specifically referring to promotion of patients’ interests, with increased
patient ‘power’ referring to patient inclusion in the clinical consultation.
However, others disagree with Williamson and argue that consumerist
ideology has done little towards providing patients and service users with

any real power or influence in the policy and health care decision-making

process (Gabe et al, 2004; Williams & Calnan, 1991). For example, Williams
and Calnan (1991; 716) argue that:

“...emphasis is placed upon GPs achieving quantifiable targets, as well
as having to negotiate within internal markets for hospital services.
This may lead to the doctor becoming less of an independent
professional and more a bureaucratic functionary. Thus, while doctors
may be required to become more concerned with meeting consumers’
demands, the actual relationship between themselves and their
patients may become more formal and bureaucratic and consequently
neglect the crucial aspects of patient satisfaction...”

Other commentators have also argued that the language of patient choice
has often been used as a smokescreen to hide a real policy concern with
increasing professional accountability and central controls on the health and
medical professions (Barnes, 1997a; Calnan & Gabe, 2001; Gustafsson &
Driver, 2005; Rhodes & Nocon, 1998; Small & Rhodes, 2000). Furthermore,
some commentators have pointed to the correlation between the
consumerist approach and ‘fiscal retrenchment’ (Small & Rhodes, 2000; 23),
reducing consumerism to little more than public legitimisation of an NHS cost
cutting exercise.
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Policy developments under the Conservative administration that have been
outlined above also marked the beginning of a move towards public
involvement in health research (Barnes, 1999b). Through the discourse of
consumerism, ‘strategies of participation and community involvement’ were
outlined to engage with patient and service user preferences (Smith et al,
2008; 303). It is argued that these forms of public involvement in healthcare
services and research decision-making were essentially ‘top-down and
managerially led’” (Smith et al, 2008, 303). In the next section, policy
developments in public involvement in health under the New Labour

government will be explored.
New Labour, new language?

With New Labour government there appears to be a slight shift in the
language of public involvement in healthcare and research, with citizenship
included in policy, placing the collective back into the discourse of
involvement and participation (Milewa et al, 1999). Newman and Vidler
(2006) point to the confused nature of New Labour policy discourse and the
so-called ‘third way’. Realigning consumerism with citizenship - the
individual and the collective - patient and public ‘responsibilities’ as well as
‘rights’ featured Iin the modernisation plan for the NHS. The 1997 White
Paper ‘The NHS: Modern, Dependable’ (DH, 1997) set out six key principles
for the modernisation of the NHS. Most notably amongst these were local
responsibility, partnership working and rebuilding public confidence.
Gustafsson and Driver (2005; 530) argue that this marked a distinct
development away from Conservative emphasis on market based reforms:

"For some Labour modernizers, the journey back to Athens required
something different: a deepening of democracy through greater
participation in politics and public administration. The Conservative
consumer would become a fully fledged citizen, with rights and duties
in the governance of the country beyond the voting booth and the
marketplace. This notion of the active citizen would be at the core of
the government’s strategy for ‘democratic renewal’ and the
‘modernization’ of public services”.

Consequently, a claim for public involvement in health is made based on the
democratic renewal of the public sphere. But whilst the 1997 White Paper
acknowledged patients and service users as key stakeholders within local
health services, it failed to give any indication or quidance on the potential
role that they might play, or how participation processes may be evaluated,
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leaving some to question the commitment beyond the policy rhetoric (Boote
et al, 2002; Gustafsson & Driver, 2005; Rhodes & Nocon, 1998).

Professional accountability also continued to be addressed under New Labour
health reforms. ‘A First Class Service’ (DH, 1999) introduced clinical
governance processes into the governing structure of the NHS (Farrell, 2004)
and evidence-based medicine became fundamental to clinicians’ working
lives (Beresford, 2003). Beresford (2003) argues that the development of
clinical governance processes, which assess and monitor healthcare service
performance against national performance standards, was a response to the
Bristol Royal Infirmary Inquiry and the Alder Hay children’s hospital scandal.
The former was an inquiry following the deaths of 29 babies undergoing
heart surgery and highlighted issues regarding poor standards of
patient/carer treatment Iinformation and secrecy regarding clinicians'’
performance. The latter concerned the unauthorised use of children’s organs,
which led to widespread concern regarding professional autonomy and public
trust in medical experts (Beresford, 2003). The introduction of clinical
governance as a result of these high profile public scandals suggests the
following: 1) strengthening professional accountability in order to rebuild
public trust in the health service, through the promotion of transparent
systems of governance for healthcare; and/or 2) reducing clinical freedom

and professional power by exerting central controls and boundaries within
which clinicians are required to work.

The Health and Social Care Acts of 2001 and 2003 called for greater public
participation in the decision-making processes regarding planning and
provision of healthcare services (Tritter & McCallum, 2006). As part of this,
most Health Trusts have patient councils with a public ‘representative’ as
part of the Trust board (Boote et al, 2002; Stickley, 2006). Recent
developments in public involvement in health and social care in England,
under New Labour government, have included the development of an NHS
Centre for Involvement (2006), established in order to support the
‘embedding’ of public involvement in all aspects of the NHS?% and the
expansion of Local Involvement Networks (LINks) which promote public
Involvement in health and social care at a local level (NHS, 2007).

2 The NHS Centre for Involvement was subsequently closed in 31* August 2009 following the
completion of the Department of Health contract
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A further relatively recent programme that may challenge established
healthcare service provider/service user relationships is the Expert Patient
Programme, which was first referred to in the 1999 White Paper ‘Saving
Lives: Our Healthier Nation’. The Expert Patient Programme is concerned
with developing patients’ skills and knowledge in order to empower them to
control and more appropriately self-manage their chronic illness, thus

claiming to place the emphasis for responsibility back in the hands of the
patient (Taylor & Bury, 2007). It follows on the back of a rights agenda and

theories of empowerment and active citizenship (Wilson, 2001). However, as
will be explored in section 2.4.2, empowerment is a highly contested term.
Furthermore, some commentators have questioned the empowering effect of
initiatives such as The Expert Patient Programme, suggesting instead that
they serve to reinforce the bio-medical paradigm as patients are educated
about how to manage their condition based on a dominant professional
discourse (Wilson et al, 2007).

In summary, Newman and Vidler (2006; 197) make a useful point that
health policy discourse under New Labour government, whilst still using the
language of consumerism, also concerns ‘new forms of relationships and
patterns of identification’., In particular, they point to the discourse of
empowerment coupled with the language of the responsible citizen,
alongside the changing nature of expert knowledge and the relationship
between expert providers and receivers of health care. In the next section,
the implications of such policy discourse will be explored with specific
reference to health policy that directly addresses public involvement in health
research.

The policy for public involvement in health research

INVOLVE is the central organisation with a remit to encourage and assist
researchers to involve patients and carers in health research, and to provide
information to patients and carers who want to become involved in research.
Established in 1996, as ‘Consumers in NHS Research’ and renamed as
‘INVOLVE' in 2005, the central message promoted by INVOLVE is that public
involvement In research is research that is conducted with patients rather
than to, about or for patients (Hanley, 2000).
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Public involvement in health research has become increasingly important in
health policy over the last decade. One of the earliest policy documents to
specifically refer to public involvement in research is 'Patient and Public
Involvement in the New NHS’ (DH, 1999). This document stated that:

"Research and development (R&D) in the NHS needs to focus on what
is important for patients and users. To achieve this patients and
service users need to be involved at all stages of the R&D process”
(DH, 1999; 20).

Yet, the rationale informing this directive is unclear, as are the ways in which
the public might be involved in the research and development process.

Contemporary policy documents that support the involvement of the public in
health research include ‘The Research Governance Framework for Health and

Social Care’ (DH, 2005) and 'Best Research for Best Health’ (DH, 2006). The
latter states that:

".. patients and the public must be involved in all stages of the
research process.:

o Priority setting

e Defining research outcomes

o Selecting research methodology

e Patient recruitment

o Interpretation of findings

e Dissemination of results”,

(DH, 2006; 34)

Within ‘Best Research for Best Health’ the rationale informing the promotion
of public involvement in health research appears to be a ‘quality’ issue,
regarding relevance of research to the target population, the reliability of
research and uptake of research findings. For example, ‘Best Research for
Best Health’ (DH, 2006; 34) provides a brief rationalisation for public

involvement in research:

“We know from our experience that engaging patients and members
of the public leads to research that is more relevant to people’s needs
and concerns, more reliable and more likely to be put into practice”.

However, no explicit reference is made to evidence or examples that might
substantiate this. Furthermore, noticeably absent from ‘The Research
Governance Framework for Health and Soclal Care’ (DH, 2005) and ‘Best
Research for Best Health’ (DH, 2006) is a precise definition of what exactly
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constitutes public involvement and how the public should be involved in each
of the stages that they outline (Fudge et al, 2008).

INVOLVE offer a number of distinct claims concerning the involvement of the
public in research:

1. People who use services will be able to offer different perspectives

2. People who use services can help to ensure that issues that are
identified and prioritised are important to them and therefore to
health care, public health and social care as a whole.

3. Public involvement can help to ensure that money and resources are
not wasted on research that has little or no relevance.

4. People who use services can help to ensure that research does not

just measure outcomes that are identified and considered important
by professionals.

5. People who use services can help with the recruitment of their peers
for research projects.

6. People who use services can help access other people who are often
marginalised, such as people from black and minority ethnic
communities.

7. People who use services can help to disseminate the results of
research and work to ensure that changes are implemented.

8. Involvement in research, done well, can help empower people who
use services (Hanley et al, 2004).

In the above rationalisation for public involvement in research, offered by
INVOLVE, distinct epistemic, quality, accountability and empowerment claims
can all be identified. Building on this, in a Department of Health summary of
the evidence for public involvement in healthcare, it is stated that:

“The value of patient and public involvement work lies in the
exploration of difference, particularly the differences between

professional and patient views and between corporate and community
views” (Farrell, 2004; 41).

From this, it would appear that an epistemic claim for public involvement is
also central to the New Labour health policy. These claims place value on lay
experience and knowledge as providing something ‘different’ from the
knowledge and experience of the professionals. Presumably the public bring
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a perspective that was previously missing from research decision-making
forums? However, in what ways this perspective is different and furthermore
how and why it should be incorporated into research is not clear.

I will now turn to summarise the key claims for public involvement in health
care service and research that are made within the health policy literature.

Summary of section

This section has provided the policy context for the current research by
exploring how public Involvement in health research (and more broadly
health services) has developed in health policy. The distinct rationalisations
informing public involvement in health services and research have been
outlined throughout. To summarise, it is apparent that a number of claims
for public involvement in health research can be identified from the policy
discourse. These are:

1. A qualit{/ claim based on the practical contribution that the public are
argued to make to the health research process.

2. An epistemic claim based on the ‘different perspective’ that the
public are argued to bring to the health research process.

3. A democratic claim based on opening up research decision-making
spaces, which is closely linked to point 4.

4. An accountability claim based on public involvement in research
ensuring transparency in, and contributing towards a renewed public
trust in, expert decision-making mechanismes.

5. An empowerment claim based on the belief that involving the public
in research is empowering for the public.

Having outlined the policy discourse and claims for involvement in research,
the literature review will now turn to reflect on the health service research

literature that outlines the types of health research that the public have been
documented to be involved in and in what ways the public have been

involved.
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2.3.2 Public involvement in health services research

In the previous section, the policy claims for public involvement in health
research were explored. In order to develop this contextualisation, in this
section the empirical literature describing the types of research that the
public are involved in and the ways in which they are involved will be

outlined.

Within the health service research literature there has been a proliferation of
examples of active public involvement in research and certainly too many to
cover in this literature review. However, it is possible to identify key health
research fields within the UK where there appears to be a greater
preponderance of reported and documented public involvement in research,
such as in mental health, cancer and midwifery and childbirth research.
Furthermore, public involvement in research appears to have more of a
developed association with the qualitative research tradition and the
interpretivist paradigm than with other approaches to research (Thompson et
al, 2009). Arguably, this is due to the central focus (within qualitative
research) that is given to presenting the voice of the participant. However,
there are increasing examples of public involvement in quantitative research,
clinical trials and biomedical and laboratory based research (as will be

shown).

With regards to the specific fields of health research in which public
involvement is most common, although there is not a single comprehensive
study that specifically investigates this, two studies identify some key
themes. Firstly, Hanley et al (2001) report findings from a survey
investigating the extent of public involvement in clinical trials in the UK. The
survey was sent to 62 non-pharmaceutical clinical trials offices registered on
the National Research Register. The recipients were asked about current
public involvement In trials registered with their office and their future
intentions with regards to involving the public. Hanley et al (2001) report
that perinatal medicine, cardiovascular medicine, HIV/AIDS and cancer
research were the main areas where public involvement in clinical trials
research was reported. However, they admit that one of the limitations from
this study Is that the specific nature of the research in which the public are
involved is not reported.
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Boote et al (2006) conducted a Delphi study into the principles and indicators
of successful public involvement in research. The two-round Delphi study
comprised a panel of 96 purposively sampled participants, consisting of both
members of the public and researchers. As part of this research they asked
their panellists to report on the research areas where they had experience of
public involvement in research. The most common research areas where
public involvement was reported were menta! health, physical and learning
disabilities, cancer, pregnancy, childbirth and childcare, and older adults. In
terms of the types of research that were being conducted in these fields,
health services research was the most frequently reported, followed by
clinical trials, secondary research, behavioural research and population-
based research.

What these two studies, and my reflections on the available literature,
highlight is the range of health research topic areas in which the public are
involved. The literature indicates examples of public involvement in all
aspects of the research process, from research prioritisation through to
research dissemination, at both national/strategic and local levels. I will now
provide specific examples to illustrate the variety of ways in which the public
have been reported to be involved in different health research studies.

Firstly, at a national/strategic level, members of the public are involved In
the National Institute for Health and Clinical Excellence (NICE) (Kelson,
2005). NICE is responsible for providing guidelines on health technologies,
clinical practice and public health (Kelson, 2005). Topic specific groups
comprised of researchers and health professionals work together to produce
the guidance. A Patient Involvement Unit (renamed the Patient and Public
Involvement Programme in 2005) was established within NICE in 2003 in
recognition that:

"Previously, national clinical guidance was usually produced by groups
of health professionals and researchers. This approach did not fulfil
growing policy requirements to involve patients and carers in
healthcare policy, planning and decision-making, and ignored the

particular knowledge and expertise offered by patients and carers”.
(Kelson, 2005; 304)

It is clear from the statement provided above that the primary rationale for
the Patient Involvement Unit within NICE was based on governance
requirements, with a secondary epistemic claim for the ‘particular knowledge
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and expertise’ offered by the public. According to Kelson (2005) there appear
to be three main areas in which the public are involved in NICE. The first is
‘stakeholder consultation’, whereby national patient and carer organisations
are consulted during the development of specific guidance. It is suggested
that these consultation exercises '‘might inform the guidance development
process’ (Kelson, 2005; 305). This implies that the control of the process and
whether to incorporate public perspectives remains the decision of the
researchers and health professionals.

The second area In which the public are reported to be involved in NICE is
through ‘direct input’ into the guidance development process. It is claimed
that at least two members of the public are involved in the topic specific
groups, with a remit of contributing a patient/carer perspective to the group
discussions (Kelson, 2005) and as such suggests active involvement of the
public in the process. However, there does not appear to be any evaluation
of these groups, leaving the extent to which the public do directly contribute
to the NICE guidance open to question.

Lastly, it is suggested that the public are involved in the dissemination of
NICE guidance by ‘promoting NICE guidance and encouraging its uptake in
the NHS at both national and local levels’ (Kelson, 2005). This role does not
correspond with the INVOLVE definition of public involvement in research and
appears to be more suggestive of the public as recipients, or advocates for
research. Therefore, whilst NICE claim to be actively involving the public in
their work, without any evaluation of the process, the degree to which this is
actually occurring in line with the national policy directive, as provided by
INVOLVE, is open to discussion.

One national research organisation that has attempted to evaluate the way
that they involve the public is the Health Technology Assessment (HTA)
programme (Oliver et al, 2006). The HTA's main remit is to produce
Independent research and information regarding the effectiveness, costs and
impacts of treatments and health technologies (HTA, 2009). As part of this,
the programme has endeavoured to involve the public in its work since 1997
(Oliver, et al, 2006). It appears that there are three main areas where the
HTA claim to be involving the public. The first is by suggesting a topic for
research. This is done by completing an online questionnaire. In their
evaluation of this particular role, Oliver et al (2006; 6) concluded:
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'Suggestions for research topics from service users face conceptual
and procedural barriers not encountered by suggestions from other
sources. Nevertheless, service users’ suggestions have fed into all
three Advisory Panels and, despite their low numbers, have been
relatively successful”,

Therefore, it would appear that despite the opportunity for patients and
carers to provide suggestions for research, based on their experiential

perspective, barriers exist regarding these suggestions. However, details are
not given on what exactly constitutes the conceptual and procedural barriers.

The second area in which the HTA claim to be involving the public is by
serving on a panel of experts assessing and prioritising the suggestions for
research. It is stated that there are three expert panels with two members of
the public on each panel. However, there is no information on the
composition of the panel or the ratio of public to professional members, or
how the public are selected and how their voices are integrated. In their
evaluation of this role, Oliver et al (2006; 7) found that:

"Discussion of the research topics ... at panel meetings tends to be
dominated by research methodology, with few references to
patient/public perspectives”.

Finally, the third way in which the public are said to be involved in the HTA Is
by directly commenting on, or peer reviewing, research protocols and
assessing these for relevance, applicability and acceptability from a
patient/carer perspective. Oliver et al (2006) argue that in this role the
public was found to comment on the recruitment processes and the
outcomes of the research. However, they conclude that involvement of the
public in the peer review process 'generally added little to the Commissioning
Board members’ judgements about scientific merit’ (Oliver et al, 2006) and
suggest that lay reviewers’ comments can be sidelined if the Commissioning
Board feel that the research is of scientific merit. Consequently, as with
public involvement in NICE, the extent to which the public have a voice
within the HTA is unclear and open to question.

It is reported that research funding bodies are also increasingly involving
public members as part of decision-making and priority setting panels,
alongside listing public involvement in research projects as a stipulation for
funding (Beresford, 2007; O'Donnell & Entwistle, 2004a). For example, the
UK National Institute for Health Research claim that structures are being
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developed to support public involvement throughout the organisation in a
variety of ways, including research priority setting and peer reviewing
applications for research funding (NIHR, 2009). However, as this is a

relatively recent development as of yet there is no documented evaluation of
the process.

In addition to the reported role of the public in research priority setting in
national organisations, there is research detailing this activity in specific
studies. For example, Wright et al (2007) report on the ‘Macmillan Listening
Study’, where 17 focus groups were conducted with 105 cancer patients to
share their views and priorities for cancer research. Wright et al (2007; S3)
report ‘key differences’ between the priorities of the patient groups compared
to those of the professional group:

"Research prioritization studies involving health care professionals
often identify the design and co-ordination of research, research into
the biological effects of treatment, symptom management, and
service delivery and organisational issues as areas of high priority.
These were not reflected in the top priority areas of the Macmillan
Listening Study. Conversely, priorities identified by the Study
participants, such as research into self-management activities and the

impact of cancer on day-to-day lives, are not commonly determined
by health care professionals”,

At one level, these findings appear to support the epistemic claim for
involvement, highlighting the ‘different viewpoint’ that the public can bring to
research. However, how the difference between patient and professional
priorities might be addressed and resolved is not discussed by Wright et al
(2007). In a similar study, Tallon et al (2000) consulted patients and
professionals concerning research priorities in relation to osteoarthritis. As
with Wright et al (2007), Tallon et al (2000) noted a clear mismatch between
the current research agenda and the priorities of patients and carers. More

specifically:

“"All the clinicians felt that drug therapies, especially non-steroidal
anti-inflammatory drugs were over-researched. Rheumatologists
thought more research was needed on appropriate indications for
knee replacement and that better outcome measures should be
developed. Physiotherapists felt that little research had addressed
clinically relevant questions and they were particularly concerned
about the absence of research into exercise based therapies. GPs
highlighted difficulties in finding good evidence about the success
rates of surgical procedures and wanted more research on
conservative treatments such as exercise and education. Patients
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were also interested in knowing more about the effectiveness of
conservative therapies and of self-help and coping strategies”.
(Buckley et al, 2007; 76)

What this indicates is not just the ‘different perspective’ of the public in
relation to professionals, but also the different perspectives and research
priorities between professional groups.

In terms of public involvement in developing research bids, Staniszewska et
al (2007) report on the development of a research bid for a project that
explored parents’ experiences of giving birth to pre-term babies. The
researchers worked with a group of parents with experience of pre-term
babies to develop the research questions, aims and methods. Staniszewska
et al (2007) report that the focus of the research was directed by the

parents’ perspectives. The researchers argue that involving the public in the
initial stages led to a research bid that:

"..is more firmly rooted in the reality of parental experience, has
more relevant research questions, uses appropriate and sensitive
methods and has a strong dissemination strategy to reach out to
health-care professionals.”

(Staniszewska et al, 2007; 179)

A number of the policy claims are implicit within the above statement,
including the epistemic claim and quality-based claims for involving the

public in research.

In the study discussed above, the role that the parents Involved in
developing the bid played in the actual research process was not
documented. However, there are some examples in the literature where the
public are reported to have been involved throughout the research process
from the initial design stage of a research project through to the project
dissemination. For example, Ross et al (2005) describe the involvement of
older people in a project that explored older people’s needs and expectations
regarding information on falls. The researchers used a participatory research
model. The researchers developed a public panel, comprised of older adult
participants. The public panel were reported to be involved in the project
management, working with the researchers from Initiation through to the
final dissemination stages of the research. The authors report on several
aspects where they felt that the public panel had enhanced the quality of the
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research, including contributing to the development of the interview agenda
and undertaking some preliminary interview analysis, which was argued to
have ‘add[ed] another layer of insight to interpretation of the data’ (Ross et
al, 2005; 274). However, whilst the authors do not report on what
distinguished this additional layer of insight and interpretation from their
own, it appears that as with Staniszewska et al (2007), they are making

epistemic and quality based claims for involving the public in research.

Whilst the above studies claim a value for public involvement based on
epistemic, quality and democratic claims, a study by Koops and Lindley
(2002) highlights the potential role for the public in confirming the
acceptability of research. Koops and Lindley (2002) involved the public Iin
order to address a specific problem with the premature closure of
pharmaceutical trials for stroke patients, due to their association with ‘high
risk factors’ for patients taking part in them. Koops and Lindley (2002)
conducted consultation exercises with stroke patients to address the ethical
implications of the trials and to ascertain what stroke patients would find
ethically acceptable. As a result of the consultation exercises, Koops and
Lindley (2002) argue that they adjusted their patient information sheets in
order to make the trial more ‘ethically acceptable’ to patients. They state
that the research was granted research ethics approval with only one cycle of
minimal amendments. In this study, Koops and Lindley (2002) appear to
establish a distinct role for the public in providing ethical evaluations of
research, based on their personal experience. This was argued to be vital In
ensuring that the study was granted ethical approval with only minor

amendments.

Summary of section

To summarise, In this section specific examples of public involvement in
research have been explored. In particular, examples of public involvement
at national and local levels indicate that the public are involved in research in
a variety of ways. At a national level, public involvement is seemingly
recognised as a governance requirement, with quality, epistemic and
democratic based claims found within organisations’ rationalisations for
public involvement Iin research. However, whilst structures for public
involvement in research prioritisation exercises and the peer reviewing of
research protocols appeared to be in place, it would seem that the extent to
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which the public actually have an impact within these organisations is
unclear.

Away from the large national organisations, there were examples of the
public contributing to research. It was illustrated how these examples appear
to be primarily based on the ‘different perspective’ of the public, suggesting
strong variation in public and professional research priorities. Consequently,
as research conducted within the NHS is primarily funded through general
taxation, it seems that a clear democratic claim for involvement can be

made.

Having so far explored some practical examples of public involvement in
research, the literature review will now turn to reflect on arguments that are
presented for involving the public in research.

2.3.3. Reasons to involve the public in health research

There are numerous arguments proposed for involving the public in research
cited in the health services research literature. The arguments tend to fall
into two, although not exclusive categories; those based on moral and
political principles and consequentialist based arguments (Thompson et al,
2009). The moral and political arguments for involving the public in research
centre on concepts of rights, citizenship and democracy. In contrast, the
consequentialist arguments focus on the actual contribution of the public to
research and its wider acceptability (Thompson et al, 2009). A different
classification is provided by Stirling (2005) who describes normative,
instrumental and substantive arguments for involvement. Normative
arguments are based on public involvement being ‘the right thing to do’ and
like the moral and political category suggested by Thompson et al (2009) are
concerned with involvement as a democratic right and based on concepts of
equality and social justice. Instrumental arguments frame involvement as a
mechanism to better achieve strategic aims (for example building public trust
In science), whilst substantive arguments are concerned with the contribution
of the public to the quality of research. Instrumental and substantive
arguments are similar to the consequentialist category proposed by
Thompson et al (2009).
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The most commonly cited argument based on moral and political principles is
that as citizens and taxpayers, individuals have a democratic right to
influence research that is publicly funded (Dyer, 2004; Dutton, 1984;
O’'Donnell & Entwistle, 2004b; Thompson et al, 2009). This includes NHS
research and research that is conducted or funded by charitable
organisations and medical research charities, as public donations comprise a

large part of the finance for these organisations (Kent, 2002).

In terms of the consequentialist based arguments for involvement, from the
literature it is possible to identify a number of practical benefits that are said
to result from involving the public in research. Firstly, public involvement in
research is said to increase the relevance, credibility and acceptability of
research (Entwistle et al 1998; Oliver, 1995; Paterson, 2004: Tallon &
Dieppe, 2000). For example, in the previous section the study by Koops and
Linley (2002) highlighted the role of the public in assessing the acceptability
of a research project.

Secondly, it is argued that the public bring a unique contribution to research
in terms of their personal knowledge of a particular iliness or condition or
their experiences of services, or their ‘experiential expertise’ (Caron-
Flinterman, 2005; Faulkner & Thomas, 2002). It is suggested that this
‘alternative perspective’ can provide an element of ‘reality check’ - reminding
researchers of the overall purpose of their work as the ultimate recipients of
the research (Rhodes et al 2002; Paterson, 2004).

As part of the ‘different perspective’ argument, it is claimed that public
involvement in research can improve the overall quality of research by
expanding its capacity to include issues that have been prioritised by the end
users of research - issues that researchers may have been unaware of
(Boote et al, 2006; Entwistle et al 1998; Hanley, 2000; Herxheimer, 1997;
Telford et al 2002). Examples of this were highlighted in the previous
section. At a more practical level, public involvement in research is argued to
be beneficial for recruitment to trials or research studies, with public
members often successfully engaging potential participants or suggesting
different approaches that researchers may use in order to successfully recruit
participants (Boote et al, 2006; Hanley et al. 2004).
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Furthermore it is suggested that the public can help to maintain a focus on
the outcomes of a research project. Some commentators have argued that
the public can assist with research dissemination and often push for change
as a result of a project (Hanley 2000). It is suggested that this helps to
ensure that any recommendations and changes are implemented and
followed up (Hanley, 2000; Telford et al, 2002). Accordingly, it would appear

that the public play the role of an ‘auditor’, or ‘watchdog’ in research.

Lastly, in addition to the practical aspects, some consequentialist based
arguments consider the impact of involvement in terms of the wider societal
acceptance of research. For example, increased accountability amongst the
research group is cited as a potential benefit of public involvement
(O'Donnell & Entwistle, 2004b). It is argued that researchers are required to
work much more transparently in order for the public to understand the
research process (O'Donnell & Entwistle, 2004b). More transparent working
practices are said to increase wider public trust in research (Stilgoe et al,
2006). Some researchers have reported public involvement in research as a
mechanism for legitimising research aims, methods and findings (Thompson
et al, 2009). As part of this argument it has been reported that having the
public on board with a research project can be a validating experience for
researchers, with some researchers associating this validation with a sense
of Increased public respect for the research (Thompson et al 2009).
Furthermore, O’‘'Donnell and Entwistle (2004b) argue that public involvement
during the early research prioritisation and review stages increases public
confidence that research funding is being allocated fairly and by a committee
that is not restricted to the views of a dominant professional elite.

This section has outlined the primary arguments for public involvement found
within the health service literature. The next section briefly turns to the
literature concerning public motivations for involvement in research.

2 3.4, Public motivations for involvement in health research

There appears to be a dearth of literature concerning public motivations for
becoming involved in research. Within this limited literature, the motivations
for the public to become involved In research include both motivations for
societal benefit and motivations based on personal benefit. For example,
altruistic motivations, based on an individual’s desire to ‘/eave a legacy and
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influence research for the benefit of others’ (Tarpey, 2006; 14) and
motivations based on an individual’s desire to change services and create
more patient-centred services (Staniszewska et al, 2007) reflect views of
involvement in research driven by a wish to impact on the wider society.

On the other hand, personal benefits associated with involvement in research
include the opportunity for individuals to turn a bad situation into something

good, l.e. use their experiences of ill health in a more positive and
constructive manner (Paterson, 2004), having renewed interests and the
opportunities to develop new skills and knowledge (Paterson, 2004; Staley,
2009) and the development of new social opportunities, by meeting people
through research groups (Paterson, 2004).

Having so far explored the arguments for public involvement in research, and
the potential benefits for lay people who are involved in research, this review
will now turn to consider the barriers to public involvement in health

research.

2.3.5, Barriers to public involvement in health research

The barriers to public involvement in research are well documented in the
health services research literature. Interestingly, some of the barriers to
involvement provide a direct contrast with the arguments suggested for
involving the public in research. Four areas can be ldentified; epistemic

barriers, quality barriers, practicality barriers and barriers based around
professional knowledge and understanding.

Firstly, in terms of the epistemic barriers for involvement, lay participants’
‘lack of specialist skills’ or their inability to converse fluently in research
language and jargon Is reported as a potential problem that can hinder
effective Involvement and communication (Oliver et al, 2001). These

arguments appear to stand in contrast to the emphasis that is given to the
‘different perspective’ that the public bring to research.

Mismatches in the views, values and priorities of researchers and members
of the public are often referred to anecdotally and have been suggested as a
potential difficulty when involving the public in research (Grant-Pearce et al,
1998). Again, as part of the ‘different perspective’ argument for involvement,
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the wide variety of viewpoints is often stated as one of the fundamental
benefits for involving the public in research. By suggesting the possibility of
disagreement between the public and professionals as a potential barrier, the

epistemic claim for involvement is undermined.

Secondly, Caron-Flinterman et al (2005a) argue that a fundamental concern
within the research community is the possibility for public involvement to
undermine the quality of clinical research. This argument was based on both

lay participants inability to understand or converse in the scientific language,
namely the epistemic argument as discussed above - and also lay
participants’ inability to consider long-term research aims, or to consider
research topics other than those based on social issues as a priority.

Thirdly, in terms of the practical barriers, resource allocation issues and the
cost of public involvement, both in time and monetary value, are cited as key
concerns and barriers to involvement (Baxter et al, 2001; Boote et al. 2002;
O’'Donnell & Entwistle, 2004b). This may suggest that whilst there is clear

support for public involvement in the government health policy, in reality the
structures are not sufficient to facilitate this.

Finally, Boote et al (2002) suggest that there is a lack of understanding
amongst the research community concerning who to involve in research, how
to recruit them and concerns regarding the representativeness of lay
members of research groups. Indeed, how to obtain a representative sample
of public members in a research project and whether one public member can
represent the views of the community reportedly surface as barriers (Boote
et al, 2002; O'Donnell & Entwistle, 2004a, 2004b). However, Beresford
(2007) argues that issues of diversity in involvement are often confused with
issues of representativeness. Beresford (2007) argues that achieving a

representative sample of public members within a research project is an
unlikely and unnecessary approach.

It has been reported that some professionals can be unresponsive to public
involvement in research due to the potential relinquishing of ‘power’ and the
authority that is associated with this (Florin & Dixon, 2004; Johnson &
Silburn, 2000; Nathan et al, 2006). For example, Dutton (1984; 170) argues
that some scientists view public involvement as a ‘harmful intrusion of
inexpert and alarmist ideas’. Building on this argument, Tyrer (2002; 406)
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makes an interesting comment that is indicative of some professional

resistance to involvement:

“There is a real danger that the engine of user initiatives in mental
health services, although positive in principle, will accelerate out of
control and drive mental health research into the sand.”

This argument frames the public perspective as ‘out of control’, clearly

viewing a divide between the role and place of experts and the roles and
place of non-experts. Ward et al (2009) suggest that these arguments may
be regarded as a form of ‘professionalising strategy’, whereby researchers’
actively seek to protect the boundaries of their profession by maintaining the
exclusive and esoteric nature of research.

The previous three sections have provided the key arguments presented for
and against public involvement in research. It has been highlighted how
some of these arguments overlap, with the ‘different perspective’ of the
public presented as both a rationale for involvement and a barrier to
involvement. Furthermore, it appears that whilst some commentators and
the policy documents suggest public involvement has contributed towards

improved quality in research, others are concerned that involvement will
have a detrimental effect on the research process and outputs.
Consequently, the previous sections have illustrated that whilst public
involvement in research is presented in the health policy as a simple policy
statement, the arguments presented for and against public involvement in
research illustrate the highly complex and ambiguous nature of this policy

directive.

In the next section, the literature review will reflect on a further aspect of
public involvement in research that has led to theoretical debate, which is
the conceptualisation of ‘levels of public involvement in research’.

2.3.6. Conceptualising the levels of public involvement in research

Having so far explored the arguments presented for and against public
involvement in research, this section will examine the different approaches
that have been taken to conceptualising levels of involvement. These
arguments are important because the various conceptualisations appear to
be assoclated with the degree of power, or empowerment of the involved
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public. Therefore, consideration of these arguments is necessary given the
policy claim that public involvement in research can be empowering for the

public.

A number of commentators have reflected on the different approaches to
public involvement in research as constituting a hierarchy. As part of this a
number of models and frameworks for participation have been adopted,
and/or adapted, from other areas of research. For example, Arnstein’s
(1969) ladder of citizen engagement is one of the most commonly cited
models (see figure 2.1). This model is based on eight possible ‘rungs’ of a
participation ladder. The bottom rungs are not considered to constitute
involvement, the central rungs are often regarded as tokenistic attempts to

involve the public, whilst the top rungs are concerned with a redistribution of
power (Tritter & McCallum, 2006).

An alternative model has been suggested by Hoyes et al (1993) for use
within the research decision-making process (see figure 2.2). Hoyes et al

(1993) suggest six levels of participation in decisions, with level 1 being the
highest (most desirable) and level 6 being the lowest (least desirable).

Figure 2.1: Arnstein’s (1969) ladder of citizen engagement
8. Citizen control
7. Delegated power

Partnership

Placation

Consultation

Informing

. Therapy

Manipulation

= N WA GO

Figure 2.2: Hoyes et al (1993) model of public participation in
decision-making
1. Users have the authority to take decisions
Users have the authority to take selected decisions
Users’ views are sought before decisions are finalised
Users may take the initiative to influence decisions

Decisions are publicised and explained before implementation
Information is given about decisions made

o KW
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Within the health services research literature, and particularly that produced
by INVOLVE, three hierarchical levels of public involvement in research are
commonly identified: Consultation (at the bottom of the hierarchy);
collaboration; and user led research (at the top of the hierarchy) (Hanley et
al 2000). Consultation is sometimes regarded as a tokenistic gesture because
the research aims and methods are usually predetermined by the
professional researcher (Smith et al, 2008). Collaboration implies more of a
joint venture, or a partnership, between the public and researchers. Whilst
user led research is research that is determined, planned and conducted by
the public, sometimes with the assistance of a professional researcher. User
led, or user controlled (Turner & Beresford, 2005) research indicates a
greater degree of public influence and control in the research process and is

sometimes hailed as the ‘gold standard’ in public involvement in research
(Tritter & McCallum, 2006).

What is apparent from these models of involvement is the clear focus on the
distribution of power and control within the research process. For example,
lower levels of involvement are generally about a one-way transfer of
information, signifying a lesser degree of control and are often considered as
poor attempts at involvement. Higher levels of involvement become
increasingly concerned with a dialogue between the public and professionals
(Rowe & Frewer, 2000) and are often viewed as preferential (Tritter &
McCallam, 2006). Beresford (2002) regards consultation and collaboration as
part of the consumerist ideology and believes consultation and collaboration
are primarily concerned with bringing about an impact on services with public
involvement conducted as part of service improvement.

Models of public involvement are a useful benchmarking tool. However, as
Tritter and McCallum (2006; 162) suggest a linear model of involvement is
not appropriate for application to public involvement as such models
“conflate means and ends, implying that user empowerment should be the
sole aim.” As also noted by Smith et al (2008), hierarchical structures often
fail to capture the dynamic nature of public involvement. It can be
misleading to place citizen control as the highest ‘rung’, and thereby most
desirable form of involvement, as this implies that public control is the
ultimate aim of involvement in research when in actuality the aims and

motivating factors for involvement are much more varied (Tritter &
McCallum, 2006; Smith et al, 2008).
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Furthermore, hierarchical models for evaluating public involvement in
research potentially elevate the process of involvement over the research
outcome. For example, a consultation exercise might result in a better
outcome than a research project conducted in partnership. However, using a
hierarchical model, such as Arnstein’s (1969) ladder, the consultation
exercise would be classed as tokenism. Rather than holding citizen control as
the ultimate level of participation, Tritter and McCallum (2006) argue that
the level of involvement should fit the needs of the research project, along
with the needs and desires of all members of the research team, including
the public members. However, for some discourses of involvement that have
developed out of a challenge to medical practice (for example, in mental
health research (Telford & Faulkner, 2004) such a suggestion may not be
considered appropriate. Therefore, whilst it is certainly appropriate to
highlight the complexity of public involvement in research and the limitations
of hierarchical models, the power dynamics between the public and
professionals involved in research processes must also be considered. This
will be explored in more detail in section 2.4.2 (The relationship between

science & society).

One possible way to address the variation in approaches to public
involvement has been provided by Telford et al (2004), in their ‘principles
and indicators of successful public involvement in NHS research’. Telford et al
(2004; 216) provide eight guiding principles for public involvement.

These include:

1. The roles of the public are agreed between the researchers and the
public involved in the research.

2. Researchers budget appropriately for the costs of public involvement
in research.

3. Researchers respect the differing skills, knowledge and experience of
the public.

4. The public are offered training and personal support, to enable them
to be involved in research.

5. Researchers ensure that they have the necessary skills to involve the
public in the research process.

6. The public are involved in decisions about how participants are both
recruited and kept informed about the progress of the research.

7. Public involvement is described in research reports.
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8. Research findings are available to the public, in formats and in a
lanquage they can easily understand.

However, Telford et al (2002) and Boote et al (2006) acknowledge that
further research is needed in order to fully understand the usefulness and
impact of implementing these principles in practice.

This section has outlined some of the key arguments and problems
concerned with conceptualising levels of public involvement in research.
What these conceptualisations add to the debate is a contribution to an
overall picture of public Involvement In health research as complex and
ambiguous. The next section will build on this point by providing a summary
of the arguments presented in section one of the literature review.

2.3.7. Summary of section one

In section one of this review, the literature pertaining to public involvement
in health research has been explored. The section began by outlining the
policy for public involvement in research and exploring examples of public
Involvement in health research, including the proposed benefits and barriers

associated with involvement. It was suggested that public involvement in
health research is based on a number of claims. These include:

1. A quality claim - based on the practical contribution that the public
are said to make to health research.

2. An epistemic claim - based on the ‘different perspective’ that the
public are argued to bring to the health research process.

3. A democratic claim - based on opening up decision-making spaces.

4. An accountability claim - based on public involvement ensuring
transparency and accountability in expert systems.

5. An empowerment claim - based on a belief that involvement In

research can address unequal distribution of power between service
users and service providers.

Conceptual frameworks for public involvement were explored, including the
widely cited ‘ladder of involvement’ (Arstein, 1969). These suggest different
assoclations between involvement and increased power. However, it is clear
that such models do not capture the complex and ambiguous nature of public

38



involvement in health research. As a result of the complexities associated
with public involvement in research, in section two of the literature review
the sociological literature will be considered. It is suggested that public
involvement in research is a micro example of wider macro debates, and as
such section two will explore some of these key theoretical debates in order
to provide further context to the research questions.
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2.4 Section Two

Introduction to section

Public involvement in health research can be seen as a micro example of
wider macro theoretical debates. It forms part of a number of developments
in the broad field of science and society, or what Leach et al (2005; 3) refer
to as ‘.complex interfaces and intersections between science and
citizenship...’. These include: political debates concerning democracy, trust
and governance; the development of grassroots movements in health and
the discourse of empowerment; the evolving relationship between science
and society; and the construction of expertise. As such, exploration of these
interrelated fields is necessary in order to form a broader understanding of

the theoretical context informing the development of public involvement in
health research.

This section of the literature review will explore these debates. As a starting
point, the review will begin by outlining some of the key arguments provided
by Habermas, in his critical theory of society. In accordance with the
rationalisation provided by Britten (2008; 18) a focus on Habermas’' social
theory has been chosen as his work provides "... a means for linking macro
and micro levels of society while also enabling a detailed analysis of lay
perspectives”. Moreover, a number of sociologists of health and illness have
recently drawn on the work of Habermas in exploring the emergence of ‘lay
health knowledge’ (Williams & Popay, 2001), ‘doctor/patient interaction’
(Mishler, 1984; Scambler & Britten, 2003) and the emergence of forms of
patient action in heaith care (Kelleher, 2001). Consequently, key elements of
Habermas’ work have been usefully applied in this field. Of particular concern
to my research are Habermas’ ideas about:

"..the deformation of the public sphere under conditions of advanced
capitalism, for example; his critique of the way in which political
decisions are re-defined as technical prescriptions; his perspective on
the dominance of technique over praxis; and his arguments about the
colonization of the lifeworld - in both public and private spheres — by
the powers of the state and the forces of capitalism; and the
possibilities of resistance with both politics and civil society”.

(Williams & Popay, 2001; 29)

I will now turn to explore these ideas in more detail and their utility to my

research questions.
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2.4.1. Habermas’ critical theory of society

At this point it is important to outline key ideas from Habermas' grand theory
of society. As already stated, Habermas provides some key theoretical ideas
that are relevant to many of the debates concerning public involvement in
research. His ideas will be referred to throughout the proceeding sections of
this review and the thesis as a whole. In the proceeding sections Habermas’
ideas on the ‘system’ and the ‘life-world’, the rise of New Social Movements
and deliberative democracy will be explored. As explained above, these
theories are particularly pertinent as they highlight the interface between
science and society. As with Williams and Popay (2001), it is my intention
that drawing on Habermas’ work will be useful in exploring my empirical
research and the wider contextual literature, rather than provide a distinct
critical contribution to his ideas. I will first turn to the concepts of ‘system’

and ‘life-world’.

System and life-world

In his grand theory of social life, Habermas (1987) provides a useful
distinction between lay forms of knowledge and certified forms of knowledge.
Broadly drawing on a Marxist division of society, Habermas (1987)
distinguishes between two spheres of social life: the system and the life-
world (Barry et al, 2001; Britten, 2008; Finlayson, 2005: Jones, 2003).
Building on Weber’s theory of rationalism®, Habermas identified a different
form of rationality in each of these two spheres (Scambler, 1987). The
system is governed by instrumental rationality - orientated towards
successful outputs, whilst the life-world Is governed by communicative
rationality - orientated towards reasoning and achieving mutual

understanding (Jones, 2003; Scambler, 1987).

Essentially, the life-world refers to the sphere of social life whereby
knowledge and understanding are culturally reproduced (Britten, 2008;
Habermas, 1987). Culture, traditions, basic assumptions and common sense
understandings are all rooted within the life-world (Cuff et al, 2006). Within
the life-world, individuals come to understand themselves and their social
surroundings through what Habermas calls ‘communicative rationality’,

} Weber painted a bleak picture of contemporary socie'ty whereby instrumental rationality, e.g. the pursuit of technical
efficiency, dominated and as suph the pursuit of meaning was increasingly lost. Weber felt that this progression was not
only inevitable but also irreversible (Jones, 2003).




based on goals orientated towards sharing and constructing common
understanding (Barry et al, 2001). As Habermas (1987; 138) states:

"The interactions woven into the fabric of everyday communicative
practice constitute the medium through which culture, society and

person get reproduced. These reproduction processes cover the
symbolic structures of the lifeworld.”

Finlayson (2005; 51) goes further to suggest that the life-world is:

"“..the informal and unmarketized domains of social life: family and

the household, culture, political life outside of organised parties, mass
media, voluntary organizations, and so on.”

In the field of health, the voice of the life-world is used to refer to the
patient’s contextually grounded knowledge and understandings of self (Barry

et al, 2001) - in other words their ‘experiential expertise’. Experiential
expertise will be explored in more depth in section 2.4.6.

On the other hand, the ‘system’ refers to areas of social life that are
concerned with the material reproduction of society via instrumental and
strategic rationality, i.e. goals orientated towards achieving successful
actions and outputs (Britten, 2008; Finlayson, 2005). For example, the
economy and the state are ‘systems’ sites orientated towards material
reproduction. Scambler (1987) points to ‘formal knowledge’ - the knowledge
of professional experts - as constituting systems rationality. In the context of
health and medicine, Mishler (1984) made a direct link between the ‘voice of
medicine’ and the ‘system’. Consequently, it could be argued that health
researchers working within the technical discourse of science and medicine
can be identified as part of the system.

One of the central arguments articulated by Habermas (1987) is that there
has been a separation of the system and the life-world in modern societies.
Habermas (1987) argues that this has led to the increasing systematisation
of areas of the life-world, or the gradual reshaping of the life-world in
systems terms (Cuff et al, 2006). Habermas (1987) labels this process as
‘the colonisation of the life-world’ (Braaten, 1991). For example, within
health it is often argued that the domain of medical expertise has expanded
its boundaries so that more and more areas of culturally reproduced
knowledge become sites of medical dominance and professional expertise
(Illich, 1975). The areas of pregnancy and childbirth provide clear examples
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of issues that were traditionally part of the life-world that have become
increasingly systematised or ‘medicalised’ (Scambler, 1987). For example, it
is argued that the introduction of forceps, which could only be used by
trained medical professionals removed childbirth from the home into the
hospital and under the control of the medical profession (Nettleton, 1995).
Furthermore, one can see also how the doctor/patient consultation can be
viewed as a site of strategic action based on achieving maximum outputs in
minimum time (Barry et al, 2001). Thus consultation times are limited and
the scope for communicative rationality to be achieved is severely restricted.

Mishler (1984) provides one of the first attempts to draw on the
Habermasian concepts of sysiem and life-world and apply them in a health
research setting. Specifically Mishler (1984) conducted research into
doctor/patient interaction, referring to the voice of medicine as part of the
system and the patient as part of the life-world. Mishler (1984) concluded
that when brought together, system and life-world spheres were essentially
incompatible and prone to struggle. Analysing the interactions between
patient and practitioner from 25 clinical consultations, Mishler suggests that
most often the consultations were conducted in the voice of medicine and
that the exchange between the patient and the practitioner is maintained
within the practitioners control, an exchange that Mishler labelled as ‘the
unremarkable interview’ (Barry et al, 2001). Therefore, Mishler argues that
the clinical consultation was distorted in favour of the voice of the system
vis-a-vis medicine and the techno-scientific discourse (Barry et al, 2001).

Building on Mishler's ideas, Barry et al (2001) studied 35 clinical
consultations and suggest a typology of consultations based on four types:
1) ‘Strictly medicine’, where patients and practitioners spoke exclusively in
the voice of medicine; 2) 'Lifeworld blocked’, where patients expression of
life-world concerns were blocked by the medical practitioner; 3) ‘Lifeworld
ignored’, where patients spoke in the voice of the life-world whereas the
practitioners spoke in the voice of medicine; and 4) ‘Mutual lifeworld’, where
both practitioners and patients spoke In the voice of the lifeworld.
Interestingly, Barry et al (2001) found that the best outcomes were achieved
using the ‘strictly medicine’ or the ‘mutual lifeworld’ models, which supports
Mishler’s claims that bringing the voices of medicine and lifeworld together
results in tensions and struggle. Barry et al (2001) go further to suggest that
within the ‘strictly medicine’ model, the patients appeared to be happy to
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conduct the consultation in the voice of medicine. Systems rationalisation,
Barry et al (2001) suggest, is so pervasive that patients’ own understanding
and interpretations of their health and iliness are mediated through the voice
of medicine. Such life-world colonisation, Barry et al (2001) argue, may
account for some patients’ preferences to communicate in the voice of
medicine:

"One possibility is that the patients themselves have become

accustomed to thinking about themselves with the voice of medicine
(their lifeworld has become colonised)”.

(Barry et al, 2001; 501)

One of the most recent examples of Habermas’ concepts of ‘system’ and life-
world’ applied to health research is provided by Britten (2008). Britten
conducted research into prescribing practices and use of pharmaceuticals,
exploring the different approaches taken by professionals and patients.
Britten argues that current prescribing practices ignore patients’ life-world
concerns. As part of this, Britten argues that much of the available medicines
information emphasises the benefits over the potential for harm, therefore
ensuring systems imperatives by promoting the use of particular medicines.
In claiming back the life-world, Britten found that patients often disregarded
professional advice concerning the use of medicines and endeavoured to self
manage their medicines without consultation with a certified medical
professional. This type of patient behaviour was found to be a key concern of
the health professionals, who viewed patient disregard for systems rationality
as a challenge to their expertise. Therefore, there was a clear divide between
patients’ life-world perspectives and professionals’ systems perspectives.
Britten suggests that one way to re-couple system and life-world interests
would be to enhance public involvement in strategic decision-making bodies,
such as NICE and other medicines and research commissioning boards.
Accordingly, it is suggested that life-world aims can be incorporated into key
decisions regarding prescribing practices and use of medicines. My research
takes Britten’s suggestion as a starting point, by reflecting on how or indeed
if life-world perspectives are incorporated into such decision-making

committees.

In the next section a further important aspect of Habermas’ thinking in
relation to the wider debates surrounding public involvement In research will
be considered. These include the advent of a ‘legitimation crisis’ in the
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system and the ensuing rise of New Social Movement activity based on life-
world perspectives.

Legitimation Crisis and the Rise of New Social Movements

As outlined above, Habermas (1987) talks of two distinct spheres of social
life: the system and the life-world. It is argued that areas of the life-world
have become increasingly systematised and driven by forms of instrumental

rationality — achieving outputs in the most effective and efficient manner.
Furthermore, it was shown how this argument can be applied to health care.

As part of the ‘colonisation of the life-world’ thesis, Habermas (1976) argued
that increasing state intervention into areas of social life raised public
expectations in the state by promising to deliver outputs in an effective and
efficient manner (Braaten, 1991; Cuff et al, 2006). However, these
expectations have not always been met when the state has failed to deliver.
The result of this, Habermas argues, is a decline in public trust and respect
for expert systems and organisations (Braaten, 1991), labelled as a
‘legitimation crisis’ (Habermas, 1976; Irwin, 2006; Scambler, 2001). For
example, as applied to the health sphere, in the UK contested expert
assessments of the risks of the triple-jab measles, mumps and rubella
vaccine, genetically modified foods and Bovine Spongiform Encephalopathy
(BSE) illustrate how expert decisions are open to question, frequently failing
to offer a single line of advice. These examples Indicate the potential
fallibility of experts in the health sphere and the emergence of a legitimation
crisis in this arena.

Furthermore, Habermas argued that as a result of this legitimation crisis,
grassroots collective action begins to form. These forms of collective action
have been labelled as New Social Movements (Habermas, 1981). According
to Kelleher (2001) a fundamental aspect of New Social Movement Activity is
their defence of parts of the life-world that have become colonised by the
system, For example, in mental health service user activist movements arose
in reaction against the dominance of psychiatry and a broadly medico-
scientific model of mental health care, where the service user role was one of
passivity (Crossley, 1999a). Therefore, the relevance of Habermas’ theory of
social life and his reflections on the system, life-world and New Social
Movements appear to have some congruence with public involvement in
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research and provide a useful theoretical framework through which to
explore this research area. Further forms of New Social Movement will be
explored in section 2.4.3 ‘grassroots approaches’.

Deliberative democracy

As a remedy to the legitimation crisis and a counter to the colonisation of the
life-world, Habermas (1987) proposes a deliberative ideal based on new
forms of participation and a reintegration of system and life-world aims
(Habermas, 1987). Deliberative democracy provides an alternative to elitist
approaches to decision-making. It is argued that deliberative democracy
would enable expert decision-making systems to (re)gain legitimacy by
becoming more transparent, opening the doors to new discursive practices
and a plurality of voices (Pellizzoni, 2001; Scambler & Martin, 2001). Public
involvement in health research is often advocated as a form of deliberative
democracy and a mechanism to rectify a democratic deficit in expert
decision-making systems (Barnes et al, 2004). As Davies and Burgess
(2004; 350) argue:

"Deliberative governance strategies, in many areas of public policy,
are one response to the uncertainties posed by the introduction of
new technologies into complex, plural and unequal societies.”

At a micro level, Habermas (1984; 1987) proposes the theory of
communicative rationality as a way to transform deliberation and
participation in practice (Davies & Burgess, 2004). Central to the theory of
communicative rationality is the idea that open dialogue, free from distortion
through coercion or manipulation, can lead to more democratic decision-
making (Godin et al, 2007; Habermas, 1987). This discourse ethic would
suggest that all participants would be entitled to present their perspectives,
resulting in the ‘best’ argument succeeding, based on the validity of the
argument, rather than involving manipulation or strategic action (Ploger,
2001). Davies and Burgess (2004), suggest two fundamental principles to
ensure effective deliberation; competence and fairness. Competence is about
an individual’s legitimacy to speak and the validity that is associated with
their claim. Fairness Is concerned with the scope for engaging a wide range
of voices and embracing a plurality of expertise (Davies & Burgess, 2004). It
Is through open and unconstrained dialogue that true cooperation, free from
power, could exist and the life-world can reclaim its place in society (Cuff et
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al, 2006; Fleming, 2001; Hayes & Houston, 2007). This unconstrained
dialogue is labelled as ‘an ideal speech situation’ (Habermas 1976). Hayes

and Houston (2007; 1001) provide a useful set of criteria that are necessary
in order for an ideal speech situation to exist:

e “Everyone affected by the issue in question is included in the
dialogue provided they have the communicative ability to do so.

e Each of the participants is able to introduce, question and
criticise any issue,

e Participants are able to express their attitudes and needs without
restriction,

e Participants must have genuine empathy for others’ perspectives
and frames of reference.

e Power must be in check so that the only legitimate force is the
better argument.

e Participants must try to achieve consensus based on reasoned

argument and abandon communication where there is a lack of
transparency and coercion is present”,

It is often recognised that such a situation, as outlined by Habermas (1987)
is an ideal and as such is unlikely to exist In its entirety (Barnes et al, 2006;

Hodge, 2005a). However, it does provide a useful set of criteria by which to
reflect on public involvement in research decision-making settings. For
example, Hodge (2005a) explored service user participation in a mental
health forum using Habermas’ theory of communicative rationality, In
particular exploring the competence aspect of the theory. Using an
ethnographic approach, Hodge (2005a; 168) selected a local mental health
forum that was set up by the mental health service in order to involve
service users in the policy-making process. Hodge found that within the
mental health forum the style of communication was far from the
Habermasian ideal speech situation. Hodge showed that the service users
‘life-world’ contributions to the forum were restricted, and bound within the
remit of what was institutionally defined as acceptable talk and this served to
reinforce the institutionally constructed service user identity:

"..the kind of discourse constructed by the system is far from
communicatively rational. Participants are structured into adopting
communicative roles that mirror the institutional identities created by
the system, and these roles limit the forms of knowledge that can be

drawn upon by occupants of different roles in discourse”,
(Hodge, 2005; 178)

Hodge (2005a) highlights a potential difficulty with Habermas’ ideal speech
situation, namely, the conceptualisation of competence as unproblematic
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when all speakers are considered as equal. Such an analysis fails to account
for the institutional power dynamics that Hodge (2005a) reports were
evident within the mental health forum. For example, as Hodge (2005a)
notes, the dynamics between professional and patient in a clinical situation
were often echoed in the mental health forum, limiting the opportunity for
mental health service users to engage within the forum on their own terms.
This finding may be of particular interest in relation to public involvement in
health research and decision-making.

Summary of section

To conclude, this section has explored some of the key theoretical arguments
proposed by Habermas and discussed by other commentators in relation to
the area of health. Specifically Habermas’ ideas concerning the ‘system’ and
‘life-world’ can be seen to have particular resonance in the area of public
involvement in health research. According to Habermas, the public can be
located within the realm of the life-world, whereas researchers and research
organisations are part of the system. It is argued that as a result of a
‘legitimation crisis’ public trust and confidence in legitimacy of certified
‘experts’ has waned. Furthermore, it is arqued that esoteric and elitist
decision-making groups are failing to fulfil the criteria of liberal democracy.
Consequently, public involvement in health research can be understood as a
potential mechanism to re-couple system and life-world aims, opening up
research decision-making settings to a plurality of expertise, brought in the
form of the voice of the public.

In the next section, the broader literature concerned with the changes in the
relationship between science and society will be considered. In particular, the
idea of the ‘democratic deficit’ will be explored along with important
reflections on the operation of power within deliberative spaces.

2.4.2. The relationship between science and society

In the previous section the work of Habermas was explored. In particular,
Habermas’ work is suggestive of a changing relationship between science

and society, professionals and the public. In this section, these ideas will be
considered in more detail. As Prior (2003) contends, during the later part of
the 20" century there have been a number of developments that have led to
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an emphasis on the accountability of medical and techno-scientific experts. A
variety of public participation developments have ensued, public involvement
in research being one of them. The literature highlights various schools of
thought in relation to these developments. For example: proponents of late-
modernity* argue that contemporary society is framed by changes in the way
that individuals relate to each other, organisations and expertise (Giddens,
1990, 1991); some theorists suggest a decline in public trust in science;
technological and global developments have altered the way that the public
can relate to science (Beck, 1992); and contemporary theories of
consumption suggest a change in the relationship between consumption,
personal identity and empowerment (Shaw & Aldridge; 2003).

A number of theorists have reflected on key changes in the nature of trust
between the public and professional experts in society (Beck, 1992;
Habermas, 1987; Irwin & Michael, 2003; Jasanoff, 2003; Wynne, 1996). For
Habermas (1987), a decline Iin public faith in the institutions of science,
politics and medicine should be viewed in relation to a ‘legitimation crisis’

(Braaten, 1991; Prior, 2003). Hess (2004) builds on this idea by suggesting
that public trust in the scientific and medical institutions has declined for
three primary reasons; a gap between public expectations of services and
the reality of the services delivered, increased media attention to hospital
errors and the impact of iatrogenic diseases. In a similar vein to those
arguments proposed by Habermas, Giddens’ (1990) ideas concerning the
decline of public trust in expert systems and Beck’s (1992) ‘risk society’,
suggest a change in the relationship between science and society,
professionals and the public. For example, Beck (1992) illustrated how
expert systems have created a cycle of fallibility, whereby risk goes hand-in-
hand with industrialisation and modernisation (Abbinnett, 2003). As Irwin

and Michael (2003; 73) explain:

“"Science, mediated as it is within and by these institutions, is often
identified with those moments when things do not run smoothly and
life becomes anything but predictable. The spate of problems and
outright disasters that have entered popular culture recently has led
to the public becoming  deeply  suspicious of the expert
pronouncements made over, for example, the safety of the MMR
vaccine, the appropriate measures to be taken for foot and mouth
disease, and the release of genetically modified crops.”

¢ Late modemity is a term used to describe society based on a belief in the continued decline of traditional institutions that
began during modernity and a view of the relationship between society and modern institutions as increasingly complex
and uncertain, raising important concemns regarding trust in expert systems, self reflection and relationships with others
(Jones, 2003; Giddens, 1990, 1991).
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Similarly, Davies and Burgess (2004; 350) point to the “uncertainties posed
by the introduction of new technologies into complex, plural and unequal
societies”, Furthermore, along with a decline in public trust in science, it is
suggested that healthcare decision-making organisations are subject to ‘a
democratic deficit’ (Barnes, et al, 2006; Martin, 2008; Milewa et al, 1999).
Specifically, the democratic deficit refers to:

"...a lack of institutionalised local accountability and an absence of
direct local electoral control, with regard to decision-making in health
care planning”.

(Milewa et al, 1999; 446)

Public participation in healthcare decision-making and research is often cited
as a response to this democratic deficit in healthcare (Barnes et al, 2006;
Martin, 2008).

Therefore, as a result of such a ‘crisis of trust’ and a perceived democratic
deficit in expert systems, it is argued that the inclusion of ‘different ways of
knowing’ and a plurality of expertise brought by the inclusion of the public
may restore public trust in expert systems and increase their accountability
and transparency (McClean & Shaw, 2005; Stilgoe et al, 2006). For example,
as discussed in the previous section, Habermas suggests that forms of
deliberative democracy should be introduced into these settings, in order to
restore free and open dialogue and the power of the ‘best’ argument. Hence,
public participation in healthcare decision-making and research can be
regarded as mechanisms to remedy the ‘democratic deficit’ (Barnes et al,
2006) by increasing a plurality of expertise into organisations traditionally
dominated by an expert elite.

However, the effects of opening up deliberative spaces as a remedy to the
democratic deficit and a mechanism to re-establish trust need to be
established. As Davies and Burgess (2004; 350) ask:

"The interesting question is whether, in equivalent contemporary
spaces and processes, deliberative processes provide the

practical solvents to scepticism, the crisis of trust and legitimacy
dogging science, politics and policy-making?”

Furthermore, as Stilgoe et al (2006; 19) ask:
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"Are we opening up expertise to new questions and perspectives, or
are we just letting people see the experts at work?”

In attempting to address such questions, Barnes et al (2004) conducted
research into public participation in 17 case studies in England. The case
studies were drawn from two ‘large English cities’ and included senior
citizens’ forums, social service user group (which included mental health
service users, older people and disabled people) and neighbourhood forums.

Each case study provided an example of public dialogue with professionals
and according to Barnes et al (2004; 268):

"All the case studies were selected as examples of ongoing dialogue
between citizens and public officials rather than one-off consultation
exercises.”

The aims of the research were to understand the rules of engagement in
such groups, the processes of deliberation and the impact of deliberation on
statutory decision-making bodies. Amongst their findings, of most
significance is their conclusion that traditional institutional norms are
Incredibly resilient to the involvement of the public, suggesting a limited
impact of the public voice in public policy decision-making settings. For
example, Barnes et al (2004) report that lay members expressed ‘profound
frustration’ with lack of action taken as a result of their concerns and that
they also felt ‘fobbed off’ as their concerns were deflected. As such, it is

important to reflect on some of the various conceptualisations of power in
deliberation that are suggested in the literature.

In section 2.4.1, Habermas’ (1987) theory of communicative rationality and
the ‘ideal speech situation’ were outlined. This normative framework is one
way to explore deliberative practices and the operation of power based on
the ability for the public to have a voice at the decision-making table and
their opinion to be heard. However, as Hodge (2005a) argues, such a
framework, whilst providing a useful starting point, does neglect other
potential forms of power dynamic. For example, as previously discussed
Hodge’s (2005a, 2005b) work on service user involvement in a mental health
trusts’ service user forum highlights the inherent power dynamics within
institutionally defined identities, i.e. professional versus patient. As a result,
the most valid argument may be prevented from being voiced. For example
as Pellizzoni (2001; 61) suggests, professional certification is most often
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associated with competence and legitimacy to be seen as a credible source in
decision-making groups:

"Definition of the competence necessary to take part in discussion is
often tied to professional qualification...”

Such an analysis appears to be in keeping with an early Foucauldian analysis

of power, whereby power operates as an invisible, diffuse entity that
regulates relations between individuals (O’Farrell, 2005; Pease, 2002).
Internalized social norms that act as regulators of power ensure that
individuals adjust their behaviour in order to assimilate with soclally ascribed
norms and values (Clegg, 1989). These norms and values can help to
structure society in order that it functions in an effective way. Accordingly,
competence to speak is often associated with professional ways of knowing,
whilst patienthood is often associated with inferior ways of knowing. As
Fischer (1993, 166) suggests:

"For him [Foucault] intellectual technologies such as policy science do
more than asymmetrically distort communication; their discursive
practices constitute the very objects of communication themselves.”

These are important issues to take into consideration when exploring public
involvement in research. Lukes' (2005), ‘three dimensional view of power’
provides a further analytic lens for considering the operation of power within
decision-making spaces. In contrast to Habermas’ focus on communication in
decision-making spaces, Lukes (2005) proposes that in order to establish the
operation of power in deliberative groups, greater attention should be given
to what is not said or done. This incorporates ways that agenda items are
suppressed or individuals’ are prevented from expressing their opinions
(Crossley, 2005; Lukes, 2005). Furthermore, Lukes’ (2005) analysis suggests
that decision-making groups’ norms and values are constructed, shaped and
filtered in the interests of those with the power:

“"The three dimensional view of power shows that the culture of the
organisation is important in the decision-making process. The socially
constructed and culturally patterned behaviour of groups, and the
practices of institutions are implicitly connected to the exercise of

power”,
(Gunn, 2008; 254)

Building on this, a key part of Lukes’ analysis is the idea of ‘real’ interests.
Lukes’ (2005) suggests that ‘real’ interests are what an individua!l would do
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under ideal democratic circumstances. However, Lukes’ proposes that an
individual’s real interests may be unknown to the individual due to the
processes of normalization through which their interests are actualized. This
idea appears to bear some resemblance to the Marxist idea of ‘false
consciousness’. Specifically related to a class system in society, Marx
suggested a ‘false consciousness’ to describe the way that subordinate
classes readily comply with the dominant ideologies of the upper classes
because they have been socialised into these beliefs, values and ideas. In
other words their perception of reality is false (Jones, 2003).

Of course Lukes’ analysis of power in decision-making settings is not without
its critics. For example, Clegg (1989), amongst others, highlights the
difficulty with revealing what ‘real’ interests are, as Lukes does not provide a
model for doing this. Clegg also suggests that ‘real’ interests could be
confused with what are simply different perspectives. Lukes (2005) admits
that ‘real’ interests is a difficult concept to reveal. However, it is this
complexity that makes the power in decision-making spaces so pervasive:

"[Power] is at its most effective when least accessible to observation,

to actors and observers alike, thereby presenting empirically minded
social scientists with a neat paradox”
(Lukes, 2005: 64).

Drawing on Lukes’ ideas, Gaventa (2005) talks about the importance of the
power associated with the spaces and the places where public participation
occurs. In other words, Gaventa (2005) claims the deliberative space in
which public participation takes place; either provided (or closed), invited, or
claimed (created) provides some indication of whose interests are met within
the parameters of that space. Provided, or closed, spaces are those in which
decisions are made by a minority group for the majority. Moving along the
continuum, invited spaces are essentially closed spaces which have begun to
operate in a more transparent manner, increasingly engaging with wider
public opinion, however essentially remaining institutionalised. Claimed
spaces are argued to have a greater ‘grassroots’ foundation and are created
out of a common interest or concern with the social and political world
(Gaventa, 2005). In turn, this can help us to think about how the voice of
the public may (or may not) be facilitated in these spaces. For example, one
may consider that the impact of the public in decision-making settings may
be more difficult in provided spaces than it would be in invited spaces, as
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closed forms of decision making spaces may be subject to embedded
institutional norms and values to a greater degree than invited spaces.
Therefore, Gaventa’s ideas (2005) provide a way of reflecting on the context

and process of public involvement in research.

Having considered the potential for power to distort public involvement in
healthcare and health research, I will now turn to consider the argument that
public involvement may ‘empower’ the public. Section one of the literature
indicated that such a claim is made in the health policy literature (Hanley et

al, 2004). Therefore, in the next section I will briefly explore some of the
literature concerned with empowerment.

Empowerment

As illustrated in the first part of this literature review, within health policy
literature an empowerment claim is made suggesting that public involvement
In research Is in some way ‘empowering’ for the public. However, whilst
‘empowerment’ is generally regarded as implicitly ‘good’, there is little clarity
on what this concept actually means (Laverack, 2005; Small & Rhodes,
2000; Starkey, 2003).

A dictionary definition of empowerment is as follows:

“Empower: to give power or authority to; to authorize; to give ability
to; to enable or permit”.

(Collins English Dictionary, 1993)

Drawing on the dictionary definition, empowerment appears to be about one
individual bestowing power upon another. This model of empowerment is
common to the health policy literature. For example, within health policy,
references to empowerment seem to be about health professionals providing
patients and service users with opportunities for increased ‘choice and voice’
In the healthcare system (Clarke, 2005). In this way, empowerment is based
on consumerist notions of the rights of healthcare consumers to make their
own healthcare choices when provided with a range of information and
options by healthcare professionals. In promoting choice, consumers are
argued to be ‘active and independent agents’ able to make healthcare
decisions based on their own personal preferences (Clarke, 2005).
Furthermore, within the ideology of healthcare consumerism, in promoting
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‘voice’, patients and service users are increasingly consulted for their
opinions and involved in healthcare decision-making. Therefore, inherent to
the policy construction of patient empowerment, through enhanced ‘choice
and voice’, are notions of Individual control and moreover personal
responsibility (Anderson, 1996).

Building on this, the Expert Patient Programme (DH, 2001) is founded on the
idea of ‘empowering’ patients to take control over their health through a
programme of self-management (McDonald et al, 2007; Taylor & Bury,
2007). In order to become ‘expert patients’, patients with chronic illnesses
are invited to attend weekly sessions as part of a structured training course
that typically runs over a six-week period (Taylor & Bury, 2007). Throughout
the training course patients are taught how to deal with issues directly
related to their chronic illness such as pain management, fatigue and use of
medications, as well as wider social consequences of their ill health such as
effective communication and managing personal relationships (Taylor & Bury,
2007). Again, the focus on personal control and personal responsibility is

suggested to empower patients by moving the control from the professional’s
to the patient’s hands (Wilson et al, 2007).

However, the Expert Patient Programme, and wider consumerist discourses
of empowerment have been critiqued for the potential that they might serve
to reinforce the dominance of professional power over the patient. As Fox et
al (2005; 1300) suggest:

"While there is a logic to developing patient expertise in an age where
one in three people have a chronic illness or disability, and medical
interventions manage rather than cure these conditions, the notion of

the expert patient ignores entrenched professional power and

structural constraints to do with access to resources and conflates
experience and education”,

In other words, the dominant biomedical discourse is central in defining the
terms of the Expert Patient Programme, and more widely what choices are
available to patients and how these choices are conveyed to patients (Clarke,
2005). Such a construction of empowerment has been contested as it
essentially maintains power divisions between those who can empower and
those who need empowering (Pease, 2002). Consequently, the notion of
‘patient empowerment’ Is arguably closely guarded within professional terms,
with the professional acting as the ‘agent’ of empowerment. Furthermore,
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Wilson (2001) argues that the Expert Patient programme leads to the
medicalisation of patients’ home life, with biomedicine effectively ‘seeping’
into increasing areas of life beyond those within medical remit.

In addition, McDonald et al (2007; 434) suggest that the discourse of
empowerment within health policy literature, with particular reference to the
Expert Patient Programme is a ‘'mechanism for shifting responsibility from the
state to the patient’. Consequently, health policy preferences for
empowerment may actually be experienced by some patients as dis-
empowering Iif their preference is for greater professional intervention. As
Aujoulat et al (2008) argue, the common construction of empowerment
assumes that patients value being in control of medical decisions over other
aspects of their illness experience, an assumption which has been contested
by some commentators (Fisher, 2008; Wilson, 2001). Therefore, such
critiques of the consumerist model of empowerment remind us of the
inherent role of ‘power’ in empowerment.

In a challenge to consumerist constructions of empowerment, feminist and
liberational constructions of empowerment attempt to redefine ingrained
power imbalances and are therefore concerned with individuals empowering
themselves (Stakey, 2003). Empowerment is understood as a mechanism to
change the division of power and challenge oppression and exclusion
(Starkey, 2003). Beresford and Evans (1999) talk about the empowering
effect of public involvement in research as the ‘emancipation of research
participants’. Rather than being involved as passive research recipients,
through the process of involvement in research it is suggested that
“.participants have the direct capacity and opportunity to make change”
(Beresford, 2002; 97). Consequently, liberational constructions of
empowerment concern direct changes to the existing healthcare system,
whereas consumerist constructions of empowerment are framed within the
existing system (Laverack, 2005).

Due to the Iintrinsic complexity associated with empowerment, some
commentators have attempted to define key principles necessary for public
empowerment through involvement in healthcare decision-making and

research. For example, Small and Rhodes (2000) cite, Barnes and Walker's
(1996) eight key principles of empowerment:
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1. Empowerment should be concerned with personal development

2. Empowerment should increase individual’s abilities to take control of
their lives.

3. The empowerment of one person should not result in the exploitation
of another.

4. Empowerment should not be viewed as a sum zero.

5. Empowerment must be reinforced at all levels within the healith
service.

6. Empowerment of those who use services does not remove the
responsibilities of those who produce them.

7. Empowerment should not be used as a way to reduce resources.
8. Empowerment should be a collective as well as an individual process.

It is suggested that such principles of empowerment may provide useful
guidelines when assessing the ‘empowering’ claims of health organisations
and developments.

Summary of section

In this section, the literature concerned with the changing relationship
between science and society has been considered. In particular, it has been
suggested that a number of developments can be linked to the emergence of
participatory forms of governance: a decline in public trust and faith in
science, politics and medicine (Beck, 1994; Giddens, 1990, 1991; Prior,
2003); uncertainties associated with the development of new technologies
(Beck, 1994; Davies & Burgess, 2004) and a democratic deficit in healthcare
decision-making settings (Barnes et al, 2006; Martin, 2008).

However, the review has indicated that deliberative decision-making spaces
should not be automatically considered the solution to these developments.
Moreover, it would seem that the operation of power within these spaces
should be considered. For Habermas, this would entail an analysis of the
conversation within decision-making groups, with truly democratic decision-
making spaces complying with an ideal speech situation. On the other hand,
it has been suggested that the construction of norms and values should be
taken into consideration as the dominant discourse may be responsible for
shaping individuals ideas, again preventing truly democratic decision-making
spaces (Lukes, 2005).
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Furthermore, this section has presented a brief overview of the key debates
associated with empowerment. It is suggested that such arguments need to
be kept in mind given the health policy claim that public involvement in
research provides a mechanism for empowering the public.

Having so far considered some of the broad sociological reflections on the
changing relationship between science and society, in the next section, the
literature review will explore one particular aspect of this in more detail.
Specifically, the next section is concerned with the emergence of grassroots
approaches to involvement, which present a set of examples on how the
sociological reflections from this section are played out in practice.

2.4.3. Grassroots approaches to public involvement in healthcare and

research

In this section of the literature review, the literature regarding the
emergence of grassroots movements in health will be considered. This
literature is important as it provides alternative ways of understanding the

development of public involvement in health research, alongside the political
discourse that was considered in section one of the literature review.

Petersen (1984) points to the increasing number of grassroots movements
that emerged during the 1970s and 1980s in relation to citizen disputes with
issues such as; the fear of risks related to technological developments,
central encroachment on traditional values and lifestyle and campaigns for
equity, for example the women's, disability and environmental movements
(Croft & Beresford, 1992). One rationale for the rise of such grassroots
movements is provided by Habermas (1981) in his accounts of ‘New Social
Movements’, which are argued to have arisen as a result of a ‘legitimation
crisis’ and the colonisation of the life-world (as explored in section 2.4.1
‘Habermas' critical theory of social life’). New Social Movement activity,
conslisting of individuals with specific experience and knowledge, works to
promote the (re)integration of local situated knowledges (or the life-world)
into exclusive expert decision-making process (Kelleher, 2001),

In health care, grassroots movements can be broadly linked to the formation
of lliness specific groups, which are argued to directly challenge medical
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policy and make demands on the current provision and access to therapeutic
treatments (Allsop et al, 2004). These groups may also question the aims
and goals of the medical and scientific worlds, including research. Allsop et al
(2004) label these groups as ‘health consumer groups’, whereas Hess (2004)
refers to them as ‘health social movements’ and Brown and Zavestoski
(2004) talk of ‘embodied social movements’. For the purposes of this

discussion they will be referred to as health social movements (HSMs).

It is argued that HSMs have been formed through individuals experiencing
iliness finding commonalities with others in similar situations and are thus
identity based, centred on some degree of shared illness identity. Scott
(1990) outlines two types of social movement: those based on exclusion
from citizenship rights; and those based on exclusion from processes of elite
negotiation and demanding participation rights. In many ways it could be
arqgued that health social movements have transcended from the first
category to the second. Initially, many health activist groups were concerned
with gaining citizenship rights and increasing public recognition and
acceptance of particular health conditions. However, more recently increased
attention has been paid to the rights of the public to be part of the
professional decision-making processes. Brown and Zavestoski (2004; 679)
define HSMs as:

*...collective challenges to medical policy, public health policy and
politics, belief systems, research and practice which include an array

of formal and informal  organisations, supporters, networks of
cooperation and media”.

It appears that an important aspect of HSMs is that they consist of
individuals with a specific condition, rather than individuals representing
those with particular conditions. The focus is on the personal and individual
accounts of illness, yet the strength of the groups is rooted in collective
action (Allsop et al, 2004). Byrne (1997) states that in order for a social
movement to Initially form and then remain strong, group members must
identify with the shared values and moral principles of the group, making
these a high priority. As part of this, Byrne (1997) believes that involvement
in a social movement Is a symbolic statement about an individual, evoking a
sense of belonging, locating the individual within a group that has a central
goal, aim and identity.
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It would seem that the specific function and focus of HSMs varies between
each group. However, from the literature it is clear that most are concerned
with improving health care conditions and the availability of, and access to,
therapeutic treatments (Brown & Zavestoski, 2004). There is also a key
emphasis on the discourse of empowerment - “People are concerned with
speaking and acting for themselves”, (Croft & Beresford, 1992; 23)

Whilst not directly discussing HSMs, work by Callon and Rabeharisoa (2003)
on patient organisations and the co-production of knowledge, has clear
resonance with this field. Callon and Rabeharisoa (2003) point to three types

of patient organisation, based on their relationship with professional groups:

e Auxiliary organisations - groups based on recognition of the
difference between experiential expertise and professional certified

expertise. Some auxiliary organisations work in collaboration with
professional groups, whereas other auxiliary organisations acquire
certified expertise comparable with the professional groups.

e Opponent organisations - groups that reject techno-scientific
discourse.
e Partner organisations - groups that work collaboratively with

professional groups.

Much of the literature appears to identify HSMs as a form of auxiliary
organisation. For example, Epstein (1995, 1996) points to the way that
HIV/AIDS treatment activists acquired a thorough understanding of the
scientific methods and terminology in order to contribute to scientific and
policy discussions and challenge what is presented as ‘scientific fact’ and
‘knowledge’ (as discussed below).

It Is commonly cited that the latter half of the 1960s marked the beginnings
of HSMs that were openly visible to the media and public gaze (Martin, 2001;
Allsop et al, 2004). During this period other rights based movements had
gained momentum, such as the women's rights movement and the black civil
rights movement in America. It could be argued that these movements
provided models upon which HSMs could be based (Scotch, 1989). For
example, the natural childbirth movement, a reaction against the

medicalisation of childbirth, is argued to have emerged on the back of the
growing feminist movement (Allsop et al 2004).
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Furthermore, there are a number of widely documented HSMs. For example,
the disabled people’s movement emerged as a result of local groups of
people with disabilities, who rejected the medical model of disability,
grouping together to present a united group. The disabled people’s
movement campaigned for civil rights and demanded to be afforded the
same rights as able-bodied people (Beresford, 2002; Scotch, 19589).
Similarly, some groups within the mental health movement campaigned
against the medical model of illness, and held an anti-psychiatry stance.
Campaigners expressed their strong desire to be regarded as people first,
rather than patients, and were concerned with mental health ward
conditions, quality of life and the use of particular treatments (Wallcraft and
Bryant, 2003). The beginnings of the contemporary mental health movement
has been traced to group protest against the closure of a day hospital in
London (Crossley, 1999a, 1999b), therefore demonstrating the grassroots
nature of the service user movement. The Alzheimer's movement is a
relatively recent movement to emerge and has been concerned with
“transforming senility from a private family matter to a medical epidemic
demanding public concern” (Beard, 2004; 798). Other health social
movements include HIV/AIDS treatment activism, which emerged during the
1980s (Epstein, 1995), on the back of the gay rights political movement
(Wachter, 1992). It is argued that HIV/AIDS treatment activists emerged in
order to challenge the scientific failure to provide a cure for HIV/AIDS
(Crossley, 1998). In other words, the legitimacy of scientific institutions were
exposed to doubt due to their inability to meet patients’ expectations, I.e. a
legitimacy crisis. In the USA, HIV/AIDS treatment activists campaigned for
more biomedical research and clinical trials to be conducted and for all
patients to be given the option of testing experimental treatments. In order
to be heard within the scientific institutions, the activists’ tactics included
sabotaging research (e.g. not complying to the conditions of control and
treatment arms of clinical trials) and also becoming proficient in the techno-
scientific discourse (as will be explored In the next section). Indeed, such has
been the success of the HIV/AIDS treatment activists in bringing life-world
concerns to the research table that Epstein (1995; 414) concluded:

" .the AIDS movement is indeed the first social movement in the
United States to accomplish the mass conversion of disease ‘victims’

into activist-experts, .and in that sense the AIDS movement stands
alone, even as it begins to serve as a model for others”.
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Building on this, Brown and Zavestoski (2004) argue that one of the key
reasons why HSMs have emerged is in response to a legitimation crisis. This
argument highlights the ‘democratic deficit’ claim for involvement based on
the limited opportunities that have traditionally been made available for
public participation in policy debates. Effectively, claiming that decision-
making processes have become increasingly elusive and removed from the
public sphere. Therefore, health and medical issues that are discussed and
given priority are those that are judged to be important by techno-scientific
decision makers with decision-making rights. Following Brown and
Zavestoski’s (2004) argument, HSMs are considered to be a reaction against
the dominance of science in the decision and policy-making arena. This
clearly echoes Habermasian ideas of HSMs as a response to a ‘colonization of
the life-world’ (Kelleher 1999).

Furthermore, beyond serving as a mechanism to (re) couple system and life-
world aims, in acquiring in-depth understanding of the scientific discourse
surrounding a specific illness and also having first hand experience of that
iliness, some have argued that HSMs present a ‘powerful challenge’ to the
traditional dominance of biomedical science (Hess, 2004). Within the HSM
literature, Hess (2004) labels this form of knowledge as ‘counter-expertise’
and argues that the medical professions and scientific research communities
have had to adapt and undergo epistemic changes as a result of challenges
posed by some Health Social Movements. However, as will be explored in the
next section, the extent to which such groups present a challenge to the
techno-scientific discourse is contested by some commentators. Such a
question Is central to the discourse surrounding public involvement in
research. Does an alleged democratisation of knowledge, coupled with the
availability of new participatory spaces, lead to a change in the way that
decisions are made and their outcome? These questions remain unanswered.

In the next section, these questions are further considered as the literature
concerning the changing relationship between lay and professional expertise

will be explored.
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2.4.4. The changing relationship between lay and professional

expertise

So far, section two of the literature review has explored arguments
concerning the changing relationship between science and society,
professionals and the public. It has been argued that the emergence of
decision-making spaces that are orientated towards more deliberative
processes of operation may offer the potential for the inclusion of a plurality
of expertise, and accordingly the involvement of lay people. In accounting for
the emergence of HSMs, Hess (2004) argued that lay knowledge can provide
a form of ‘counter expertise’ and a challenge to ‘traditional’ forms of
knowledge. However, how is the contribution of lay people distinct from that
of health professionals? In order to begin to reflect on this question, in this

section of the review the literature pertaining to lay and professional forms of
knowledge and expertise will be explored.

It is reasonably clear that since the Enlightenment period, decision-making
processes in healthcare and health research have traditionally been the
domain of professional expertise (Jasanoff, 2003; Roberts, 1999). In his
work on the health professions, Freidson (1986) provides an account of
professional power, or medical expertise, founded upon what is referred to as
‘formal knowledge’ (Scambler, 1987). Formal knowledge is that which is
known only to a minority elite group, achieved through education and
certification, and is largely inaccessible and incomprehensible to the general
population. Professional control of such formal knowledge is maintained
through their unique position, bestowing an expert elite exclusive authority
In constructing and defining what constitutes knowledge (Pollock, 2005;
Bosk, 2006). As Jasanoff (2003; 394) explains:

" ..what operates as credible expertise in any society corresponds to
its distinctive civic epistemology: the criteria by which members of
that society systematically evaluate the validity of public knowledge”.

Accordingly, it is clear that professional formal knowledge, associated with
such ‘markers of excellence’ as certification and accreditation, has set the
standard and the criteria against which all claims to knowledge have been
judged.
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However, as outlined in the previous section, it is argued that during the last
few decades the credibility of professional claims to expertise have been
questioned and have been subject to a ‘legitimation crisis’ (Habermas, 1976;
Prior, 2003). Knowledge and expertise have been shown to be subject to
political and cultural influences (Jasanoff, 2003b). As a result, there are a
growing number of examples of the changing dynamics between professional
and lay forms of knowledge, with expertise viewed as increasingly contested
within late modern societies (Beck, 1992; Giddens, 1991; McClean & Shaw,
2005). Some commentators attribute this to a ‘democratisation of

knowledge’ (Prior, 2003; Turner, 2001) - opening the closed doors of science
and scientific decision-making to the public gaze.

From a broad healthcare perspective, the changing relationship between
service providers and service users is evident in a number of developments,
for example: emphasis is now placed on the necessity for health care
providers to offer public health information, as this is considered to be a
‘right’ of the layperson in the current health care environment (Henwood et
al 2003); within the medical practice there is an emphasis on ‘shared
decision-making’ (Edwards & Elwyn, 2006; Prior, 2003) and the relationship
between professional and patient in the health care environment is said to be
one of ‘active negotiation’ (Bury, 1997). The growing theoretical attention
paid to lay beliefs and the increasing reference to ‘consumers’ or ‘partners’
could potentially signal an alternative view of the medical encounter, one
which has been labelled by Tuckett et al (1985) as a ‘meeting between

experts’.

Specifically related to this thesis, public involvement in research potentially
signals a changing relationship between professionals and the public. What is
apparent is that public involvement in healthcare and health research implies
that different forms of knowledge and ways of knowing are brought into the
health research and decision-making processes. Although often overlooked
within health policy discourse, central to discussions about public
involvement in research are questions regarding the nature of expertise itself

and its epistemological underpinnings, moreover what counts as credible
expertise in research (Davies & Burgess, 2004)?

Over the last thirty years considerable academic attention has been paid to
the construction of lay knowledge and the potential that lay knowledge may
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contribute towards existing bodies of ‘expertise’ (Popay & Williams, 1996).
Collins and Evans (2007) point to Kuhn’'s eminent book, ‘The Structure of
Scientific Revolutions’ (1962), in which the logical positivism of the natural
sciences was openly critiqued, as marking the beginnings of such an interest.
Within Kuhn’s account, the central notion that science represents an
objective and value free process was held to doubt (McCormick et al, 2004).
In highlighting the embedded nature of values in scientific decision-making,
the potential for such processes to be broadened out beyond a scientific elite
Is argued to be a necessary element of the democratic ideal (Krimsky, 1984;
McCormick et al, 2004). Bury (1997; 19), quoting Good (1994), provides a
clear argument in support of this:

"Rather than scientific medicine being treated as if it were a ‘mirror of
nature’ it should be regarded...as a ‘rich cultural language linked to a
highly specialised version of reality and system of social relations’
including ‘deep moral concerns’ as well as technical ones. Similarly,
lay practices and interpretations should be studied in order to reveal
the ‘diverse interpretative practices through which illness realities are
constructed, authorized and contested in personal lives and social

institutions”

Given the case that Is made for the inclusion of lay health knowledge in
healthcare decision-making and research, what does this term actually
mean? Essentially, it Is argued that lay health knowledge refers to the
implicit, or situated, knowledge, experience and understanding that an
individual has about their body, health, illness and use of services and
treatments (Caron-Flinterman et al, 2005a). It is knowledge created through
common sense explanations, knowledge that is passed down through family
generations, and shared within communities and societies (Barry et al,

2001).

In distinguishing between lay and professional forms of knowledge, Brown
(1992; 267) argues that:

"Professionals generally concern themselves with disease processes,
while lay people focus on the personal experience of illness... From
the professional perspective, symptoms and diseases universally
affect all people, yet lay perceptions and experience exhibit great
cultural variation. Similarly, lay exploratory approaches often utilize
various causal models that run counter to scientific notions of

etiology”.
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Brown (1992) appears to suggest that lay health knowledge is distinct from
that of professional health knowledge, with lay knowledge often contrasted
with that of professional knowledge. Professional knowledge s
‘universalistic’, whereas lay knowledge is ‘situated’ (Weiner, 2009). Building
on Brown’s suggestions, Popay and Williams (1996) argue that lay
knowledge is essential for developing holistic accounts and explanations,
particularly in relation to chronic illness and disability. For example, in some
areas of disease it is argued that the expertise of the layperson is greater
than that of the certified expert. Stevenson and Scambler (2005) explain
that patients with chronic ilinesses often acquire expertise about their
condition over a sustained period of time. Consequently, they may become
better versed in the depth and detail of their symptoms and preferable
treatment options and an overall understanding of their illness than their
consultant, who often deals with a broad surface level understanding of
many patients. Thus, there are parallels between constructions of lay
knowledge and feminist accounts of ‘situated knowledges’ (Haraway, 1991)
and ‘stand-point epistemology’ (Cuff et al; Tew et al, 2006). Stand-point
theorists basically assert that it is impossible to understand what a
phenomenon is like unless one has directly experienced that phenomenon
(Cuff et al, 2006; Tew et al, 2006).

Despite this, it is argued that lay knowledge is often regarded as subjective
opinion, inferior or ‘misguided ways of knowing’ (Popay & Williams, 1996), as
'lawed scientific knowledge’ or moreover ‘as something other than
knowledge altogether’ (Horlick-Jones et al, 2007; Williams & Popay, 2001;
31). As such, the legitimacy of the contribution of lay knowledge in health
and scientific decision-making settings has often been queried. The attitude
of the professional towards the public and vice versa will often determine
whether or not each party member is viewed as a credible agent. Within
research settings, many researchers are still driven by the epistemology of
logical positivism, striving for objectivity and rational claims to universality
(Caron-Flinterman, 2005). These values can make it difficult for some
researchers to view experiential knowledge as valid, as it can challenge the
rigidity of strict objective methodologies (Thompson et al, 2009; Ward et al,
2009).

In his exploration of expertise, Prior (2003), points to the development in the
language used in the sociological literature regarding lay knowledge and
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expertise. Prior (2003) draws on a development within the sociological
literature that has advocated the significance of ‘lay beliefs’ or ‘lay accounts’
about health and illness, changing to ‘lay knowledge’ and then further
developing with the introduction of the ‘lay expert’. Alongside these
developments in terminology, Prior (2003) also points to the construction of
‘lay epidemiology’, referring to what was previously regarded as lay
understandings of disease causation. For example Davison et al (1991)
proposed the term ‘lay epidemiology’ to refer to the development of lay
beliefs and knowledge regarding the markers of increased risk from certain
diseases and illness. The implication here appears to be clear, with the label
‘expert’ carrying much more of an association with a certified form of
knowing, whereas ‘belief’ would imply a way of knowing that is more open to
Interpretation and question, and consequently more likely to be discredited
as ‘unproven’ and potentially unimportant by the scientific community
(Williams & Popay, 2001). The development in the language would suggest
increasing weight being given to lay ways of knowing.

Given the apparent contrasting nature of lay knowledge in respect to that of
professional knowledge, it is common for accounts to suggest a ‘clash of
cultures between the expert and the lay’ (Irwin & Michael, 2003). Williams
and Popay (1994) suggest that lay knowledge provides a challenge to expert
knowledge for two primary reasons: firstly, it challenges the ‘objectivity’ of
expert knowledge, thereby providing an epistemic challenge; and secondly, it
provides a political challenge to the ‘institutional power of expert knowledge
in general’ (Williams & Popay, 1994; 120). Consequently, there are a number
of seminal accounts that document the apparent differences between
expertise generated through experience and expertise generated through
certification, and the resultant conflicts that occur when these two forms of
knowledge are brought together. These accounts span from environmental
health scandals through to specific disease related social movements.

In the area of adverse environmental incidents, Wynne (1996) provides a
clear account of such differences in his study of the social interaction
between sheep farmers and scientists in the Lake District following the
radioactive fallout from the 1986 Chernobyl accident. Wynne's research
illustrates the problematical relationship between the local, situated expertise
of the sheep farmers and the general certified expertise of the scientists.
Wynne explains how scientific guidance that was given to the local sheep
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farmers, regarding their cattle and the risks of contamination from
radioactive waste lacked consistency. Initially the scientists proclaimed that
the effects of the nuclear fallout were minimal. However 6 weeks later this
guidance was retracted and a ban placed on the movement and slaughter of
sheep from some of the effected areas (Wynne, 1986). Naturally, Wynne
argues that such inconsistent scientific advice reduced the farmers’ trust in

the scientific experts. However, arguably of greater impact on the
relationship between the sheep farmers and the scientists, was the scientists’
disregard of the farmers’ own local knowledge. For example, Wynne (1986)
explains how the scientists advised the sheep farmers’ on where to let their
sheep graze in order to avoid the effects of the radioactive fallout, ignoring
the farmers’ own local knowledge of the environment and the suitability of
grazing land. According to Wynne, the scientists disregard for local
knowledge led to differences of opinion between the scientists and the sheep
farmers, with the farmers feeling that their identity and expertise was under
challenge:

“"Naturally the farmers felt that their whole identity was under threat
from outside interventions based upon what they saw as not
ignorant but arrogant experts who did not recognise what was the

central currency of the farmer’s social identity, namely their
specialist hill-farming expertise.”
(Wynne, 1996; 36)

Wynne's study (1986) provides one example of the complexity inherent
within lay and professional constructions of credible expertise. Brown (1992)
provides another influential example of lay and professional interaction over
environmental incidents. Building on earlier research Into childhood
leukaemia in Woburn Massachusetts in the USA, Brown (1987, 1992) talks of
the development of 'popular epidemiology’ as providing a ‘bridge’ between
lay and expert perspectives. The Woburn childhood leukaemia case
concerned the efforts of local families and community activists in successfully
proving that a high rate of childhood leukaemia in the area was linked to
industrial toxins that were being leaked into the local residential water
supply. In working with scientists and public health officials, the families and
community activists challenged aspects of the scientific method, such as
required levels of ‘statistic significance’ and sample sizes and also drew
attention to lay knowledge of causal linkages, in order for research in this
area to be considered significant. Brown (1987, 1992) labelled this form of
public and community activism as *popular epidemiology’:
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"Popular epidemiology is the process by which laypersons gather
scientific data and other information, and also direct and marshal the
knowledge and resources of experts in order to understand the
epidemiology of disease...Further it involves social movements, utilises
political and judicial approaches to remedies and challenges basic
assumptions of traditional epidemiology, risk assessment and public
health regulation”.

(Brown, 1992; 269)

Williams and Popay (1994) provide a further example of the development
and mobilisation of lay epidemiology, in their exploration of the Camelford
water poisoning. The Camelford water poisoning incident concerned a toxic
spillage into the treated water reservoir that supplied local residents in the
Camelford area. Following this incident, local residents and holiday makers
who were Iin the area at the time, reported a number of different health
Impacts that appeared to be related to the toxic spillage. This was met by a
government assessment of the initial and long-term health effects of the
contaminated water on people’s health. The official expert panel denied a
correlation between the spillage and long term health effects. However, the
local residents strongly disagreed, and some of the local residents formed an
activist group to dispute the conclusions. As part of this, the local residents
developed an evidence base on the relationship between the toxic waste and
Alzheimer's disease based on a review of the research and their own
knowledge and experience. Whilst this action was dismissed by the
government, over two decades later residents are still calling for the case to
be reviewed. Williams and Popay (1994) argue that what this case adds to
the literature is a further example of how lay epidemiology can provide a
sophisticated critique of established practices in health:

"This kind of mobilisation of lay knowledge expresses a critique of the
manner in which health risks are conceptualised and measured, a

profound mistrust of the experts given responsibility for doing the
defining and a rejection of existing pubic health policies”.
(Williams & Popay, 1994; 134)

In the areas of disease specific activism, Epstein (1995, 1996) provides a
highly cited account of lay/professional interaction, in his research
concerning HIV/AIDS activists’ relations with the scientific experts. Pointing
to the ‘credibility tactics’ employed in order to be seen as legitimate experts,
Epstein (1995, 1996) reflects on the HIV/AIDS activists eventual elevation to
the position of credible experts. Drawing on extensive documentary,
interview and observational data, Epstein (1995), points to the situated
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knowledge of the HIV/AIDS activists as providing the initial ‘challenge’ to the
professional experts. In this case, the challenge was particularly related to
HIV/AIDS activists gaining access to clinical trials and to the activists’ role in
rapidly pushing through the approval of experimental treatments. However,
in order to be seen as a credible source and to have an effective voice
amongst the scientific experts, the activists underwent a process of
expertification whereby they were able to converse in the dominant techno-
scientific discourse. Epstein (1995; 426) argues that their unique position
was crucial to the activists’ success in achieving the status of credible

experts:

“..they [HIV/AIDS activists] were able to make effective use of
existing differences of opinion among credentialed experts; and that
they [HIV/AIDS activists] were able to weave back and forth between
epistemological, methodological, political, and ethical claims to
construct powerful arguments that proved effective in both specialized
and public arenas.”

Epstein (1995) suggests that due to their unique claim to credibility, based
on both experiential knowledge and certified knowledge, the HIV/AIDS
activists were able to present a powerful challenge to the certified experts.
However, given that the HIV/AIDS activists in Epstein’s study had to become
proficient in the dominant discourse, in order to be regarded as a credible
source of knowledge, one may query the extent to which the activists
provided an epistemic challenge to the existing professional group.

In a similar account to that provided by Epstein (1995, 1996), McCormick et
al (2003, 2004), discuss the impact of breast cancer activism on breast
cancer research in the USA. McCormick et al (2003, 2004) provide examples
of breast cancer activist groups in Massachusetts and San Francisco Bay
‘advancing research, educating the public and changing policy about
environmental causes of breast cancer’ (McCormick et al, 2003; 564). Such a
link between health activism and public involvement in research, as found
within the examples from Brown (1987, 1992), Epstein (1995, 1996) and
McCormick et al (2003, 2004) amongst others, suggests a clear role for the

public in challenging established knowledge, practice or recommendations.

However, in contrast to this argument some commentators have questioned
the extent to which public or experiential expertise may provide a challenge
to professional expertise. For example Kerr et al (2007) provide an account
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of a study concerning public and professional interaction during three public
events about genetics. Drawing on data collected through a combination of
discourse analysis and ethnography, Kerr et al (2007) found that the
potential to forge a public dialogue between the public and the professional
was ‘muted’. This was largely because the lay members were found to be
deferential towards the scientific role, privileging certified forms of
knowledge over their own experiential knowledge. As Kerr et al (2007; 408)
concluded:

"This makes us question the extent to which lay people can ever
expose scientific error and hubris, given that the layness we found

was so fragile, easily compromised and so readily aligned with expert
positions by both scientific experts and others”,

In a different setting, Weiner (2009) also considered the interaction of lay
and professional forms of knowledge and the potential for lay knowledge to
pose a challenge to certified knowledge. Weiner’s ethnographic study looked

at the merger of a patient led heart charity and a professional organisation in
heart health. Weiner argues that the merger of the two organisations, and
accordingly the two different forms of rationality, was of strategic importance
used to secure resources and as such cannot be regarded as a move towards
the democratisation of knowledge or a partnership between lay and
professional forms of knowledge. Therefore, Weiner concludes that it may be
inappropriate to see lay involvement as involving a challenge to traditional
modes of expertise or knowledge production.

Hitherto, the constructions of lay knowledge have been considered and
various examples have been provided to illustrate how lay and professional
forms of knowledge may work together in practice. The literature appears to
suggest that there is little agreement about what constitutes legitimate lay
claims to knowledge and decision-making. In this respect, questions about
who to involve in deliberative forums remain. In the light of this, a number of

commentators have attempted to provide frameworks and models to account
for expertise in decision-making settings. These will now be explored.

2.4.5. Models of expertise

As explored in the previous section, there is little agreement about what
constitutes legitimate expertise, particularly within the health research
environment, where there has traditionally been a strong commitment to
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positivist conceptions of knowledge (Popay and Williams, 1996). Debates
concerning the nature of expertise and the credibility of lay claims to
knowledge have led to questions about how society ratifies, accepts or
discredits expertise (Collins & Evans, 2002, 2007).

Collins and Evans (2002, 2007) argue that experiential knowledge or
expertise in itself is not enough to justify an expert position within technical
decision-making processes. Concerned that much of the previous sociological

research, relating to lay knowledge and expertise, has effectively
deconstructed the boundaries between experts and non-experts, Collins and

Evans (2002, 2007) call for a re-examination of the way that expertise is
selected and identified, advocating the development of a normative theory of
expertise. Collins and Evans’ (2002) model suggests that decisions will still
be the domain of a ‘core set’ of expert decision-makers, rather the question
to be answered is how a wider public will ‘qualify’ to be part of this core set.

Hence, the normative theory of expertise, as proposed by Collins and Evans
(2002, 2007) consists of three 'types’ of qualifying expertise:

e ‘Contributory expertise’ entails having enough expertise to contribute
to the science;

e ‘Interactional expertise’ means that one has ‘enough expertise to
interact with participants and carry out a sociological analysis.’
(Collins and Evans, 2002; 254);

e ‘Referred expertise’, which Is expertise that one may have in a
particular area that can be applied to another area.

For example, using the example of Epstein’s study of HIV/AIDS activists,
Collins and Evans (2002) point to the ‘interactional expertise that the
HIV/AIDS activists gained by engaging with the scientific discourse, granting
them the label of ‘non certified experts’. However, as Graham (2008) points
out, the model provided by Collins and Evans (2002) is not concerned with a
presumed democratic deficit, or presumption that expert decision-making
processes become more transparent when they encapsulate a plurality of
voices; rather it is @ model that is based on a technocratic rationale for
specific contributions that the public can make. Furthermore, the model
proposed by Collins and Evans (2002) has been accused of being both vague
(Martin, 2008) and reductionist (Jasanoff, 2003), and does not describe how
decisions should be made about who is considered to have achieved expert
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status. This could potentially reinforce traditional lay and expert
demarcations. Moreover, Jasanoff (2003; 397) accuses Collins and Evans’
(2002) model of focusing on a “narrow formulation of the purposes of public
participation in technically grounded decision-making”, and of going against
the grain by seeking to limit rather than extend public participation. Jasanoff
(2003) contends that rather than ask whether technical decisions should be
based on narrowly defined expert advice or wider democratic processes, as
Collins and Evans (2002) do, conceptualisations of expertise should be
concerned with how to integrate different forms of knowledge.

Wynne (2003) has also provided a critique of Collins and Evans model. In
particular, Wynne (2003) argues that in seeking to reflect on the legitimacy
of experts, Collins and Evans (2002) have neglected the construction of
expertise:

"I suggest instead that this multidimensional legitimacy problem is
more about the institutional neglect of issues of public meaning, and

the presumptive imposition of such meanings (and identities) on
those publics and the public domain”.
(Wynne, 2003; 402)

In other words, Wynne (2003) highlights the social construction and
inherently political nature of science and expertise.

Two alternative models for public participation in decision-making are
provided by Dyer (2004), following her research into the role of the lay
member on Local Research Ethics Committees. The first model, ‘extra
scientific public participation’, views the role of the public in decision-making
as providing ‘moral and social filters’. Here, public legitimacy for participation
in decision-making is rooted in their personal experience. Dyer suggests that
this model supports the idea that scientific facts can only be made by
‘certified experts’, yet that these facts can be balanced with the contribution
of values from the public. One potential advantage of this model is that it
potentially encourages lay people to be involved in research and technical
decision-making settings Irrespective of their knowledge of the techno-
scientific world.

The second model suggested by Dyer (2004) is the ‘scientifically engaged
public participation® model. This model describes a mobilised and
scientifically literate public involved in techno-scientific decision-making.
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Unlike the first model, the credibility of the public is located in their ability to
participate in a dialogue with techno-scientific experts and as such is similar
to the ‘interactional expertise’ suggested by Collins & Evans (2002, 1007).
Dyer suggests that this model recognises the ‘value laden’ nature of science
and scientific decision-making, and public involvement in this sense is about
challenging value judgements. Yet to do so, Dyer (2004) suggests that one
must have attained the ability to converse in the technical discourse.
Therefore, as with the critique of Collins and Evans (2002, 2007) model,

Dyer’'s ‘scientifically engaged’” model potentially undermines the value of
experiential expertise.

Whilst it is recognised that the boundaries separating these models are
somewhat blurred (Collins & Evans, 2002; Dyer, 2004), what these models,
and the previous section exploring the arguments concerned with
experiential knowledge, highlight is the considerable complexity and
ambiguity that surrounds the current health policy concerning public
involvement in research. What contribution can (or do) the public make to
research decision-making settings? Which members of the public are
considered to have a credible role to play in research decision-making
settings? What constitutes a credible voice in these settings? And what role
should the public play in research decision-making settings? Such questions
are worthy of further reflection and will be addressed within the aims and
objectives of this thesis.

2.4.6. Summary of section two

In section two of the literature review, the wider sociological, political and
theoretical debates that underpin the development of public involvement In
research were considered. Firstly, it was arqued that the work of Habermas,
with particular reference to his ideas on the ‘system’ and the ‘life-world’, is
pertinent to this thesis and provides a way to link micro and macro levels of
society (Britten, 2008). The review outlined the literature pointing to a
change in the relationship between science and society that suggests: a
decline in public trust in expert systems (Beck, 1994, Giddens, 1990, 1991;
Habermas, 1987); the growth of uncertainties associated with globalisation
and the development of new technologies (Beck, 1994) and a perceived
‘democratic deficit’ (Barnes et al, 2006; Martin, 2008). As such it was
suggested that forms of deliberative democracy, such as public involvement
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In research may provide a remedy to these developments. However, the
review highlighted how processes of participatory governance are far from

straightforward and are tied up with notions of competence, legitimacy and
constructions of credible expertise.

Taken together, section one and two of the literature highlight the necessity
to explore the process of public involvement in research given the distinct
claims that are made for involvement (as seen in section one) and the
apparent complexity that surrounds these claims (as shown in section two).
Therefore, having situated my research within the contemporary body of

knowledge, in the next chapter I will provide details about the research that

was conducted, restating my aims and objectives and outlining my approach
to the study.
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Chapter Three

Research Design and Methodology

3.1. Introduction

Having contextualised the thesis within the literature, this chapter will
provide an account of the research design that was developed in order to
explore the research questions. The chapter begins by restating the main
research questions that are explored in this research. Following this, key
methodological considerations affecting the type of data that would best
answer the research questions will be outlined. This will involve a brief
reflection on the ‘quantitative versus qualitative research debate’ and my
rationale for selecting qualitative research. The chapter will then explore the
research strategy and data collection methods that were chosen in order to
best answer the research questions.

Prior to deciding to focus the study on the NCRN, some initial interviews were
carried out with public and professionals involved in research decision-
making settings from three health areas; mental health, dementia &
neurodegenerative disease and cancer. The rationale informing this initial
work will be provided, including the sample selection, the data collection
methods and analysis techniques that were used. I will also detail how this
initial work informed the main research.

Following this, I set out how the research was undertaken. I begin by
detailing the sampling strategy that was used and the final sample that is
included In this research. I then explore the practical process of undertaking
this research, along with some of the methodological -challenges that I faced.
Issues of reflexivity, working with a lay advisor and ethical implications
related to the research will also be covered. Furthermore, I will conclude the
chapter by exploring some of the arguments concerning rigour in qualitative
research and the ways in which I have attempted to strengthen my research
in the light of these arguments.
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3.2. Restating the research questions

As stated in chapter one, the broad topic area for the research was
concerned with the reality and process of public involvement in health
research.

The research questions addressed by this research cover the context of
involvement, individual accounts and perceptions of involvement and the

dynamics of involvement. Specifically, the research questions are:

e How do the ‘involved public’ and professionals rationalise and
account for public involvement in health research?
e What roles do the public play in health research?

e How is the voice of the public integrated into health research
spaces?

e What counts as credible expertise in research decision-making
groups?

The chapter will now turn to outline key theoretical and methodological
considerations in light of these questions.

3.3. Theoretical orientations and methodological considerations

A theoretical paradigm is a set of basic assumptions that in turn informs
one’s methodological decisions and consequently the methods that one uses
to collect data (Crotty, 2003). There are different types of theoretical
perspective, including:

e Positivism - with an emphasis on objectivity and verifiable knowledge
claims.

o« Interpretivism — encompassing hermeneutics, social constructionism
and symbolic interactionism, with an emphasis on a constructionist
approach to knowledge.

The interpretative framework forms the basis of much qualitative research.
Drawing on the interpretivist tradition the social world is explored through
the research participants’ and the researcher’s interpretations. It Is
impossible to be value free as understanding is continually negotiated
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through interpretation (Richie & Lewis, 2003). I draw on Richie and Lewis’
(2001) ’'subtle realist’ ontological stance in my perceptions about the social
and natural world, in that I believe that there is a material world that exists
independently of our interpretations, yet that what is perceived as reality is
only known to us through our social constructions and interpretations. In
many ways, I believe that this approach is consistent with, what one might
label as, ‘weak’ social constructionism (Schwandt, 2000).

Due to the exploratory nature of the research questions, with their focus on
interpreting multiple perspectives and meanings, and my own stance on the
nature of the social world, a qualitative approach to the research was
deemed to be most suitable. A number of distinctions between qualitative
and quantitative approaches are presented in the literature. Firstly,
qualitative research techniques are largely recognised as inductive in nature
and are often used for exploring social settings and generating ideas and
theories from the data (Denzin & Lincoln, 1998). In contrast, quantitative
research methodologies are generally deductive in nature, used for testing a
hypothesis or set of predefined ideas (Murphy et al, 1998). Secondly,
research conducted within the qualitative approach pays great attention to
the subjective nature of the data generated and the inextricable link between
the researcher and the research participant (Mason, 2002). Within the
qualitative paradigm, data are contextual and situated in personal accounts
and constructions (Mason, 2002). Therefore, there is an emphasis on depth,
detail and context within qualitative approaches. On the other hand,
quantitative research methodologies tend to claim a degree of objectivity,
and data are often reduced to numbers or the quantifiable.

Therefore, a qualitative approach to research was considered appropriate for

a number of reasons. Firstly, my research questions are exploratory, rather
than testing a defined hypothesis or predefined ideas. Secondly, I am
interested in exploring depth and detail through multiple perspectives and
participants’ constructed accounts. A qualitative approach to the research
enabled me to engage with the research participants in order that they
actively reflect on their accounts, allowing me to probe and prompt for
further meaning and reflection. This would not have been achievable using a
quantitative approach. Thirdly, the emphasis within qualitative research on
processes as well as meanings (Denzin and Lincoln 1998) was also seen to
be particularly suited to my questions concerned with the roles that the
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public play in research forums and the integration of patient/carer voices into
these spaces.

3.4. Matching research methods to research aims

Having outlined my case for selecting a qualitative approach to the research,
I now turn to the specific methods that I chose to collect my data. Within the
qualitative tradition there are a number of research methods, or ‘tools’ that
can be utilised for data collection. Observation, interviews, focus groups,
documentary analysis, conversation analysis and biographical methods
constitute the main methods available to the qualitative researcher (Mason,
2002; Richie & Lewis, 2003). My choice of methods was based on a number
of reasons: the types of question that I was exploring and the data that I
believed would best illuminate these; practicalities in terms of what was
made available to me (time, resources, access); and personal preferences.

It became clear that due to my research topic of ‘public involvement in
research’, which in itself a rather broad area of research, selecting specific
examples or cases where involvement was occurring might provide me with
one focussed way to address my research questions. In this way, the
research draws its strength from the qualitative preference for depth and
detail rather than quantitative concerns with generalisability. Selecting
specific case studies is a common strategy in qualitative research that aims
to understand complex social phenomena (Yin, 2003). Cases are selected on
the basis that they illustrate a particular example of the phenomena under
investigation (Yin, 2003) and as will be shown within this chapter, I selected
case studies for my research that provided examples of public involvement at
two different levels — local and national.

Furthermore, the research questions are all focussed on the study of a
specific sub-culture, that of public involvement in research. Therefore, I felt
that it was necessary to draw on aspects of the ethnographic tradition in
order to best explore these research questions. In what follows I provide a
brief exploration of the ethnographic tradition, reflecting on the key aspects
of this research strategy that I hoped to bring to my own research.
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3.4.1. Drawing on the ethnographic tradition

Ethnography, a technique associated with anthropology, has traditionally
been concerned with the study of cultures and subcultures and the
interpretation of phenomena through the accounts of those who experience
them (Grbich, 1999; Taylor, 2002). Taken literally ethnography means ‘a
description of folk” (Boyle, 1994; 161). Ethnographic research aims to
produce a deeper understanding of a particular culture or subculture through
the values, accounts and perceptions of the participants within that particular
case (Crotty, 2004). Ethnographic research is concerned with the depth and
detail, seeking to understand how a particular group function, how certain
social systems work or social dynamics have evolved. Data are generated ‘in
the field’ with the researcher seeking to observe and record naturally
occurring events (Denzin & Lincoln, 1998; Fielding, 2001). The ethnographic
researcher aims to understand individual participants’ ‘situated accounts’ in
order to create a detailed picture of the field (Taylor, 2002).

"The ethnographic researcher is said to obtain an insider’s view of
society and so to understand other people’s own worldview, instead of

taking the outsider’s perspective of the conventional scientist”
(Taylor, 2002).

Therefore, an ethnographic research approach is reliant on the researcher
gaining access to the research field and typically becoming immersed in that
field. An ethnographic approach demands that the researcher undertake
detailed data collection in order to provide a comprehensive account of the
field encountered. Geertz (1973) referred to this as ‘thick description’, a
central feature of ethnographic work that sets it apart from other research
techniques. A further aspect of ethnographic work is that it is non-reductive
(Taylor, 2002) meaning that the diversity within the field of research is an
essential element that is presented as a part of a holistic account. Larger

chunks of data are reported rather than short sentences and snippets that
can be seen as reductionist (Taylor, 2002).

Ethnography has been described as both a process and a product (Savage,
2000). The process is the specific technique that is applied and the product is
the ethnographic written account (Savage, 2000). The process of
ethnographic inquiry involves the use of multiple research methods in order
to provide a holistic and contextual account. Observation (both participant
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and non participant) is one of the most fundamental methods used.
Observation tends to take an unstructured approach in order that the
researcher is ‘free’ to pick up on the seemingly mundane, or ‘taken for
granted’ instances, which may not be considered important at the initial
stages of study conception, or that the participant might not consider to be
important enough to mention in an interview (Becker & Geer, 1969).
According to Mueke (1994), in classical ethnographies a key feature is the
prolonged fieldwork, in which the researcher is a participant observer in the
field continuously for at least a year.

One of the most well known examples of ethnography in health research is
Goffman’s (1961) 'Asylums’. Goffman undertook fieldwork over a year long
period whilst acting as an assistant to the athletic director and claiming to be
a student of recreation and community life. Conducting mainly covert
participant observation of a mental health institution, Goffman (1961) used a
symbolic interactionist perspective to reflect on the rules, rituals and forms
of interaction within the institution. A further classic example of ethnography
in health research can be found in Strong’s (1979) work, ‘The ceremonial
order of the clinic’. This research was concerned with understanding the
social rules that characterise the doctor/patient relationship. Strong observed
1120 consultations between health professionals, young patients and their
parents over a three-and-a-half-year period. Strong and a fellow researcher
collected the data using verbatim hand written notes and these notes were
then taped and transcribed. Using the data from these observations, Strong
(1979) was able to develop a 'typology of consultations’, which provide the
reader with a descriptive account of the different consultations observed, the
similarities and differences between each of these and their typicality. Strong
acknowledged the difficulties associated with observation as a primary
method of data collection, such as the impact of the researcher upon the
situation observed and the accuracy of note taking. However, he argued that
as a method of data collection, observation has the advantage over
interviews, as interviews are 'no guide to actual behaviour’ (Strong, 1979;
226). This clearly is a major strength of the ethnographic approach.

Notwithstanding this, interviews are also frequently utilised in ethnography.
Interviews provide participants with the opportunity to reflect on their views,
values, experiences, perceptions and observed behaviour. Interview data can
help to elaborate on observations by providing participants’ accounts of

81



social events, their actions and the actions of others. A third key method is
documentary analysis where key documents relating to the field of research,
such as minutes of meetings, can contribute towards understanding the case.
Together these methods of data collection help to create a more complex and
contextualised account of an organisation, group or community, providing
both the emic (insider) and etic (outsider) perspective (Boyle, 1994). The
three methods of data collection can complement each other. The interviews
provide each participant’s account of the research setting and their

perception of the group dynamic, the observational data will provide an
outsider’s perspective on the research setting, the researcher’s account of

the group dynamic and provides the context to compare and contrast
individual accounts with what is observed and build tacit knowledge. The
documentary data can provide a historical context and background
information on the organisational structure and culture.

In the next section I will explore some examples of how the ethnographic
research approach has been applied in contemporary health settings.

3.4.2. Different types and examples of ethnography

Having so far outlined the key features of the ethnographic approach to
research, in this section some examples of ethnographic research in health
and social care will be explored. Within these fields, due to time and funding
restrictions, ethnography has been used in a more targeted and succinct
manner to the traditional applications that have previously been outlined.
Muecke (1994) labels these ethnographies as ‘focussed’ or ‘health science’
ethnographies and states that they are commonly found in nursing research.
The same commitment is paid to developing a detailed exploration of a
particular group, however the amount of time spent in the field may be much
reduced compared to that of classical ethnographic works (Muecke, 1994).
Rather than a continual immersion within a particular subculture, observation
Is conducted at selected times and events over a set period of time (Muecke,
1594).

For example Griffiths (2002) conducted ethnography into the use of humour
amongst two community mental health teams. Data were collected over a
12-month period, which entailed the researcher attending weekly team
meetings and conducting unstructured interviews with team members. The
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team meetings and the interviews were audio taped and transcribed
verbatim. Audio recording of observational sessions is not always considered
an appropriate approach due to difficulties associated with ethical approval,
ability to distinguish between multiple voices on the recordings, and the time
taken to transcribe this data. However, due to the specific approach that
Griffiths (2002) was taking to analyse the data - conversation analysis - in
this instance it was appropriate to audio record the data. In a different health
services ethnography, Fudge et al (2008) explored service user involvement
in the development of stroke services. Fudge et al (2008) used participant
observation at set times to observe specific meetings, documentary analysis
and semi-structured interviews over a two-year data collection period. Fudge
et al (2008) recorded the observational data using handwritten notes and
also maintaining a reflexive diary. The interviews were tape recorded and
transcribed verbatim. All data were analysed for key themes and patterns.
The resulting ethnographic account provides a detailed reflection of service
user involvement in stroke services referring directly to extracts of data from

the reflexive diary, the interviews and the meeting notes.

A further ethnography worth mentioning was one carried out by Atkinson
(1995). Undertaking fieldwork in a US hospital over a ten-week period,
Atkinson followed the work of three clinical fellows working in a
haematology-oncology department, in order to look at the interaction
between medical professionals and the construction and application of
medical language. The ethnographic account produced is richly descriptive
that both sets the scene and draws the reader in, as a work of fiction may
do, yet also critically engages with the issues and themes arising from the
data.

Having outlined some examples of how ethnography has been applied in a
variety of contemporary health research settings, the next section will turn to
reflect on some of the criticisms that are targeted at the ethnographic
approach.

3.4.3. Critiques of ethnography

As with any methodology ethnography has its limitations and critiques. One
of the key criticisms concerns the degree of subjectivity that is embedded in
ethnographic work, which is a criticism that is made of qualitative research
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more broadly. Subjectivity is addressed by defenders of ethnographic
research and the qualitative tradition more widely, as an unavoidable, and
moreover necessary, part of engaging with data in a naturalistic setting. As
the researcher is the research instrument and is engaged with the research
field in order to gain insight and understanding of complex phenomenon on
its own terms (Guba & Lincoln, 1981) subjectivity is an inherent part of the
account that is constructed and is not necessarily a negative aspect of the

technique.

One way of addressing this criticism is by maintaining reflexive practices
throughout the research process, acknowledging one’s personal perspective,
how themes are generated from data and how conclusions have been arrived
at (Atkinson, 1990). This is often done through the use of a reflexive diary.
Reflexive practice was followed throughout this research in the form of both
an ongoing research diary, which included general field notes, personal
reflections and daily points of interest. In addition, prior to beginning data
collection a situational analysis was carried out which outlined my motivation
for undertaking the research, prior experience and assumptions. A reflexive
account of the research process is provided at the end of this chapter and in
chapter ten.

A further criticism aimed at ethnography, and again other qualitative
research, concerns the generalisability of ethnographic research findings
(Savage, 2000). The ethnographic researcher does not make claims to
generalisation, rather the ethnographic account is a product of the way In
which the researcher engaged with a particular research field and
constructed an account for the data that was generated (Hammersely, 1992;
Taylor, 2002). It is the depth of the account that is useful and from this
depth parallels to other research settings might be drawn (Stake, 1998).
Other criticisms include the labour intensive nature of ethnographic research
(Savage, 2000). However, this can be overcome by undertaking a ‘focused’
or ‘health sciences’ ethnography as proposed by Muecke (1994) and
illustrated with the examples in the previous section.

Despite acknowledging criticisms, given the types of question that the
research sought to explore, with their focus on understanding meaning,
motivations, relationships and dynamics, I felt that certain aspects of the
ethnographic process were indeed relevant for the research. The methods
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section will detail the particular methods that I have used for this research,
but my overall aim was to follow the ethnographic tradition, capturing depth
and detail and exploring the research questions through the use of multiple
methods.

I will now explain how I selected the sample for the research, turning first to
some initial interviews that were conducted in order to explore the field.

After this, I will explain in more detail my choice of data collection methods
and how these methods were practically applied.

3.5. Initial Exploratory Interviews

Before turning to the main research stage, the initial exploratory work
informing the research sample and case study selection will be outlined. The
literature review highlighted the wide range of areas in which the public are
involved in health research. As the research questions are specifically
focussed on exploring if, and how, the voice of the public are integrated into
research decision-making settings, the initial stage of the research set out to
find out the different contexts in which this took place. Most importantly the

Initial stage was necessary in order to identify the most appropriate areas for
more detailed ethnographic research.

During the initial stage I was interested in exploring the scope and range of
involvement in health research, through public and professional accounts.
The UK Clinical Research Collaboration (UKCRC) was chosen as the sampling

population for the research. The reasons for selecting the UKCRC as the
sample population are as follows:

e The UKCRC provides the most comprehensive infrastructure for
clinical research conducted in the UK, bringing together clinical
research in the National Health Service, academia, patient groups and
organisations, research funders and charities, regulatory bodies,
industry and Royal Colleges (UKCRC, 2008).

e Furthermore, as part of the UKCRC there is an established network of
research comprising seven disease specific networks: Cancer, Mental
Health, Stroke, Diabetes, Dementia and Neurodegenerative Diseases,
Primary Care and Medicines for Children. As part of this, each network
has a database of the clinical research that has been conducted, and
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the key contact names for each project. Therefore, it was felt that a
broad scope of health areas was comprehensively covered and a wide
range of professionals could be contacted.

e As the NHS is a partner organisation the UKCRC is subject to the
Department of Health policy for public involvement in research. As
part of this, each of the seven disease networks is developing their
approach to public involvement in research. It was therefore felt that

within these networks there would be a good opportunity to select
case studies to undertake the ethnographic research.

From the seven disease specific areas, the exploratory sample was narrowed
down to the National Cancer Research Network (NCRN), the Mental Health
Network (MHN) and the Dementia and Neurodegenerative Disease Network
(DeNDRoN). The reasons for this choice were: firstly a review of the
literature led me to believe that these groups had the most developed
strategies for public involvement in research; each of these networks had
developed a strategy towards involving the public in research and would
therefore have case studies that could be selected for the main research
stage; and because the range of public involvement in research across these

three groups was felt to be fairly diverse. Within the MHN service user led
research is increasingly common, the NCRN has a history of working with

professionals in collaborative research, whilst DeNDRoN is a relatively recent
group with a greater emphasis on carer involvement in research. On this
basis it was considered that these three groups would provide a range of
perspectives and experiences. I will turn to explore the data collection

methods used for this research.

3.5.1. Choice of data collection methods

I chose to conduct semi-structured interviews for the exploratory work, using
a combination of telephone and face-to-face interviews. My choice of the
interview as a data collection method was based on its suitability for the
research questions, with their focus on exploring participants accounts of
roles, relationships and experiences of involvement with participants’ asked
to provide practical examples throughout the interview. Using semi-
structured interviews meant that I was able to follow a broad topic guide in
order to explore certain themes and ask particular questions of every
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participant, but providing flexibility within the interview to develop and

explore new and emerging ideas introduced by the participant.

For the interviews, a topic guide was derived from the literature, from
discussion with the supervisory panel and in collaboration with my lay
advisor. The interview guide was piloted with two individuals in the field prior
to data collection. The piloting exercise was extremely beneficial in helping to
refine the topic guide and provide some practical experience of conducting

interviews and build up my confidence. The interview aimed to cover
experiences of and attitudes towards public involvement in research,

reflections on the policy of public involvement in research, consideration of
the social dynamics of involving the public in research, motivations for
involving the public in research/becoming involved in research and the role
and contribution of the public in research (see appendix B). Further
discussion about the use of interviews to collect qualitative data can be found
in section 3.6.2.

A combination of face-to-face and telephone interviews were used. This was
due to restrictions in time, available resources, geographical location and
also participants’ preference. Telephone and face-to-face interviews both
presented benefits and drawbacks. Telephone interviews are a relatively cost
effective way of collecting qualitative data, they allow the interviewer to
follow their topic guide, without having to maintain eye contact, and may
also appeal to participants’ who want to preserve a level of anonymity,
perhaps yielding greater openness and ease (Sturges & Hanrahan, 2004).
However, telephone interviews can also present potential problems
associated with the reduction of social cues, which may prevent a natural
dialogue and free flowing conversation to develop (Opdenakker, 2006).
Without the visual aide that a face-to-face interview provides it can be
difficult for the interviewer to assume when a participant has come to a
natural end on a point that they are making, or taking pause for thought.

Face-to-face interviews have the potential benefit of creating a greater sense
of rapport between the interviewer and the participant as they allow eye
contact and the use of body language. These can be valuable mechanisms
for both maintaining a dialogue and a sense of how the participant may fee/
about what they are saying (Opdenakker, 2006). During some face-to-face
interviews following an interview guide was difficult because of a desire to
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maintain eye contact and this resulted in some face-to-face interviews going
off track on some occasions. Whilst the benefits and drawbacks have been
explored, the data collected using both of these techniques were found to be

equally rich and informative, with no apparent differences based on the use
of each method.

3.5.2. Sampling and recruitment

Whilst my interview sample was guided by the data and emerging themes, I
had a target interview sample size of 30 participants for this stage of the
research, with an ideal sample of 10 participants from each of the 3
networks; 5 professionals and 5 members of the public. I felt that this would
allow me to engage with a range of views. My final sample of 28 participants
for this initial exploratory stage can be seen in table 3.1.

Table 3.1 Exploratory Interview Stage Sample

Network Professional Participants Patient/Carer Participants
Recruited (target) Recruited (target)
Cancer 4(5) 8(5)

Mental Health 4(5) 2(5)

DeNDRoON 5(5) plus informal conversation | 5(5)
with PPI lead

Total Numbers

Each of the three networks has a database of projects registered, with a lead
researcher and contact email listed. In order to recruit the professional
participants I sent an email invitation to take part in an interview to each
professional listed. Within the NCRN 140 emails were sent, 31 to DeNDRON
professionals and 90 within the MHN. Following a poor response from
DeNDRoN and the MHN [ contacted the named Study Development Managers
and asked if they could suggest researchers within the network. From this I
received a further 2 positive responses for the DeNDRoN network but no
response from the MHN.

I also contacted the three Patient and Public Involvement (PPI) leads from
the networks and invited them to take part in an interview. The PPI leads
from the NCRN and DeNDRoN responded. I arranged an interview with the
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PPI lead from the Cancer Network, however due to difficulties with schedules
I only managed to have an informal conversation with the PPI lead from
DeNDRON.

For the recruitment of the public participants I contacted the PPI leads and
asked if they would forward my interview invitation onto their patient/carer
members and groups. However, whilst I received a positive response from
both the NCRN and DeNDRoN PPI leads, after repeated attempts at contact,
the MHN PPI lead never responded to me. Therefore, In order to recruit
mental health service users, I asked the professionals within the mental
health network that I interviewed if they could provide me with the details of
the service users or service user groups that they had worked with,
effectively resulting in a snowball sample.

The entire interview sample in the exploratory stage reflects the sum total of
replies that I received. The only exception to this was the cancer

patient/carer group where I received 13 positive responses to take part in an
interview and I ended up interviewing 8 of these people based on our ability
to arrange an interview at a suitable time and in order to reflect as much
diversity within the interview group as possible.

I only received one negative response to my invitation to take part in an
interview. This came from a professional within the MHN who replied that
they had “taken advice from our Departmental Head and unfortunately we
are unable to help you at this time.” It was partly for this reason that my
main research was narrowed to the NCRN. This will be explored in more

detail in section 3.5.4.

3.5.3. Conducting the interviews

The interviews were conducted between November 2007 and January 2008.
Prior to beginning the interviews I reminded the participant of the research
project aims to ensure that they were comfortable proceeding and asked if
they were agreeable to the interview being audio recorded (of which all
were). A greater period of time was spent on general conversation during the
face-to-face interviews. I felt that this often helped to create a relaxed and

informal environment. In contrast the telephone interviews were generally
more focussed and direct, with less time spent on informal conversation and
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building rapport. Despite this I feel that there is little difference in the quality

of data and clearly some participants’ prefer one technique over another.

The interviews lasted between 30 minutes and 1 hour and 30 minutes, with
an average length of one hour. All interviews were digitally recorded and
transcribed verbatim by the researcher.

The data from the initial exploratory stage were analysed using an
interpretative thematic approach to analysis, as proposed by Seale (2004),
based on the key principles of open coding, categorisation, theme

generation. This is explored in further detail in section 3.7.

I used the qualitative data software package, QSR NVivo (2002) to manage
the data. I found this software to be particularly effective in providing a
central place to store and access the transcripts during my ongoing analysis.
I also found the coding or ‘node’ function extremely practical as it allowed

tentative codes to be assigned and then later changed if necessary, code

descriptions to be stored and the use of memos that could be ‘attached’ to
certain parts of the interview transcript were also extremely helpful.

3.5.4. Implications of the exploratory work: informing the case study
selection

Following the exploratory interviews, it was decided that the NCRN would
provide the most suitable site for the main ethnographic research. The
findings from the initial interviews revealed a clear theoretical case for
selecting the NCRN, as well as some practical implications. In terms of the
broad theoretical framework underpinning the research, the findings
illustrated that the NCRN provided an example of a large umbrella
organisation where public involvement could be found at national/strategic
level and at a local level. More specifically, in comparison to the other two
networks, the findings revealed how the NCRN had clear processes in place
for public involvement In their national research decision-making spaces -
Clinical Studies Groups (CSGs) (See figure 4.1 on page 113). Therefore, in
terms of exploring the dynamics of involvement and the integration of the
public into research decision-making settings, using applied ethnographic
research, it was felt that the NCRN provided the most appropriate setting in
which to explore this.
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Furthermore, I felt that it would be fruitful to reflect on the research
questions in terms of the similarities and differences that may be apparent
between national and local cases of involvement within one larger
overarching organisation. In particular, I was interested in exploring the
potential impact of structural arrangements (i.e. the differences between
local and national levels) on the way that the patient/carer voice is
integrated into research decision-making spaces.

In terms of the practical arguments for selecting the NCRN, as I have already
mentioned, it was clear that access to the MHN, with regards to selecting
cases for ethnographic work was not going to be possible. Furthermore, it
was felt that DeNDRoN was not developed enough in order to provide a
range of cases for the ethnographic work.

In addition, key individuals from the NCRN had proven to be extremely
helpful to me throughout the initial research stage and were keen to assist
me by providing contact names and suggestions. As such access to specific
cases for the ethnographic work was far easier with the assistance of a
known and respected figure, rather than approaching a group blind.
Following discussions with the PPI lead from the NCRN, I was introduced to
the organiser of the Clinical Studies Groups, the main groups where the
public are involved at national/strategic level.

With regards to researching involvement at the local level, 1 had developed
contacts within a well-established local group, through my supervisory
support, some previous research and as a result of the exploratory work.
Furthermore, the local group had asked if I would provide some facilitation
and administration work for them on a part time basis and were happy that I
could do this whilst also researching them as my local case study. This
enabled me to become a participant observer within the Local Research Panel
(LRP). Therefore, in terms of access, the NCRN was a sensible choice.

Consequently, the main research questions are explored within the context
of the NCRN. As such the data from the 12 interviews conducted with public

and professional participants within the NCRN for the exploratory work have
been included as part of the main research.
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Whilst the primary aim of the initial exploratory phase was to locate a
suitable sampling framework for the ethnographic work, the data from the 16
interviews conducted with the public and professionals from the MHN and
DeNDRoN will be provided as an appendix (appendix A). The data generated
from these 16 interviews provide additional accounts of involvement that are
useful in terms of exploring findings that may be unique to the cancer

network and those which may be generalised outside of the cancer network.

Chapter four will provide an account of each of the case studies selected for
the research. This will include the context and background, issues of access,

scope of data collected and my personal reflections about each group. I will

now turn to the main methods used for the primary focus of the thesis.

3.6. Main Research Methods

The following section will provide an exploration of the data collection
methods used within each of the case studies. For each method chosen, I will
explore some of the theoretical and methodological implications that are
discussed in the literature and following this I will provide an account

detailing my practical application of the method within the case studies.

3.6.1. Observation

In terms of the research questions, the observational work was important in
order to explore group dynamics, the roles that participants play, the
interaction between group members and specifically how the public voice was
integrated into each case study. Observational methods enable the
researcher to “capture phenomena in its own terms” (Guba & Lincoln, 1981;
193). Observation can provide the researcher with a ‘check’ on what people
say they do during an interview and what they actually do in practice
(Mulhall, 2003). Observational methods can take a number of forms
depending on the degree to which the observer is a participant in the social
setting, whether the researcher follows a structured or unstructured method
of collecting data and if they are overtly or covertly observing.

Gold (1958) classified observer roles into four main types:
e Complete participant
e Participant-as-observer
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e Observer-as-participant
e Complete observer

The complete participant role is typically covert, with the researcher’s real

identity concealed from the rest of the case group members. Holdaway’s
(1983) ethnography of the British police force is an example of the complete
participant role, as is Goffman’s (1961) ethnography of a mental health
institution. However, operating as a complete participant has ethical

implications, as the subjects of the research are not informed of the
researcher’s true intentions. For this reason, I chose not to adopt this role.

The participant-as-observer role entails the researcher closely engaging with
the research setting or case, as with the complete participant, but doing so
in an overt manner with the members of the group aware of the researcher’s
identity and research aims (Bryman, 2001). The observer-as-participant
involves the researcher acting primarily as an observer with limited
opportunity for participation in the research setting. This could entail
observation of meetings, or situations whereby participation would interrupt
the naturally occurring order (Bryman, 2001). Finally the complete observer
role is one in which the researcher does not interact at all with the members
of the research setting. For this research I used the roles of both participant-
as-observer, or participant observation (for the LRP) and observer-as-
participant, or non-participant observation (for the CSGs and subgroup). I
found the former approach used with the LRP, resulted in my access to rich
data that I would not have been privy to if I wasn’t there in a participant
role. However, there were also some ethical implications associated with’this
role, whi<ns1:XMLFault xmlns:ns1="http://cxf.apache.org/bindings/xformat"><ns1:faultstring xmlns:ns1="http://cxf.apache.org/bindings/xformat">java.lang.OutOfMemoryError: Java heap space</ns1:faultstring></ns1:XMLFault>