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User participation in research is still in its relative infancy with many
practical, ethical, moral, methodological and philosophical questions
unanswered. This text gathers together an international set of authors to
explore these issues and begin to forge some practical solutions to each of
these concerns. The book includes contributions on the use and application
of narrative approaches, intervention and evaluation research,
methodological development and quality thresholds. It provides a practical
framework for all groups wishing to undertake research based on the
principles and values of user participation.

The book is structured around ten original case studies which explore the
use of participatory methods in practice with a variety of groups across
diverse health, social care and community settings. These include older
people, including those with dementia, people with learning disability,
mental health service users and their carers, and children and young people.
Unique and often groundbreaking studies from Australia, Sweden, the UK,
and the USA are used to illustrate application of theory to research practice. 

In addition the text:

● Considers the issues, challenges and rewards of user participation
research 

● Draws on the actual experience of doing research and working with users 

● Includes the voices and contributions of users in reporting research

User Participation in Health and Social Care Research: Voices, Values and
Evaluation is key reading for students, researchers, practitioners and users
themselves wishing to undertake participative research involving service
users. 

Mike Nolan is Professor of Gerontological Nursing, Sheffield Institute for
Studies on Ageing, University of Sheffield, UK.

Elizabeth Hanson is Senior Lecturer at the ÄldreVäst Sjuhärad Research
Centre, University College of Borås and at the University of Kalmar,
Department of Humanities, Sweden.

Gordon Grant is Research Professor in the Centre for Health and Social
Care Research, Sheffield Hallam University, UK.

John Keady is Professor of Older People’s Mental Health Nursing at The
University of Manchester/Bolton, Salford and Trafford Mental Health NHS
Trust, UK.
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1 Introduction: what counts as
knowledge, whose knowledge
counts? Towards authentic
participatory enquiry

Mike Nolan, Elizabeth Hanson, Gordon
Grant, John Keady, Lennart Magnusson

The creation and use of knowledge are inherently the motivating force behind
all research.

(Wallerstein and Duran 2003: 35)

Consumer involvement in health research is required in order to develop and
incorporate compelling and different forms of knowledge; such knowledge
cannot be considered to be knowledge or capable of incorporation with-
out involvement; but involvement cannot proceed unless different kinds of
knowledge come to be considered knowledge.

(Hodgson and Canvin 2005: 39)

As Hodgson and Canvin’s conundrum (2005) suggests, the answer to the
question ‘What counts as knowledge, and whose knowledge counts?’ is crucial
to realizing user participation in health and social care research. For if the
creation and use of knowledge is the motivating force behind all research
(Wallerstein and Duran 2003), then how we define what ‘counts’ as knowledge
and whose knowledge we value, largely determine what we see as being the
raison d’être for involving users in health and social care research. Addressing
such concerns is far more than an academic exercise, for ‘user participation’ in
its many forms impacts significantly on the lives and experiences of all those
involved in health and social care, be they users or carers, practitioners, service
providers, policy-makers or researchers.

The issues involved are complex and opinions often polarized, for user
participation in research is still in its infancy (Hulatt and Lowes 2005), with
many practical, ethical, moral, methodological and philosophical questions
unanswered.
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Despite this the political rhetoric, promoting the value of user partici-
pation is ‘unrelenting’. It is suggested that it currently occupies a ‘morally
impervious’ position and is increasingly ‘resistant to criticism’ (Hodgson and
Canvin 2005). Consequently, the inherent danger is that ‘user participation’
will join the ranks of ‘motherhood’ and ‘apple pie’.

Our aim in this book is to explore some of the contradictions and tensions
that surround user participation in research, particularly whose voices are
being heard (or silenced), what values drive the enterprise, and how we evalu-
ate the processes and outcomes involved in order to know if we are doing
‘good work’ (Bradbury and Reason 2003). The bulk of the book comprises ten
case studies providing accounts of differing approaches to user participation
in research. These are diverse and vary considerably in their scope, rang-
ing from the individual to the level of the community and the user group
involved, including children, older people, people with dementia and their
family carers, people with mental health problems and their family carers, and
people with learning disabilities. We also include the voices of practitioners, as
we see these as being ‘users’ of research with differing, but no less important,
concerns and experiences. In several of these case studies users are co-authors,
their voices being left to speak largely for themselves. In others, academic
researchers have worked closely with users in ‘co-constructing’ an account,
whereas in some the main voice is that of the academic researcher. Moreover,
case studies come from several countries including the UK, USA, Sweden and
Australia. We feel this diversity is a strength and a witness to the worldwide
momentum for inclusivity in research design and conduct.

In this chapter we outline the emergence of user participation in research
and then consider some of the literature and published accounts of the varying
models of user involvement with a particular emphasis on whose voice is priv-
ileged and the way that knowledge is defined, the sorts of values that either
implicitly or explicitly underpin user involvement in research, and, finally,
we turn attention to how such efforts might be evaluated, with particular
reference to an approach that some of us have been involved in co-creating
and applying with older people in Sweden.

In the final chapter we distil the key messages emerging from the case
studies, and provide a framework that might help others interested in user
participation in research to do so in a considered and reflexive way.

User participation: an idea whose time has come?

Despite user participation in research being a relatively recent phenomenon
(Hulatt and Lowes 2005), user participation in research is of relevance to
health and social care systems throughout the Western world (Nicholson
and Burr 2005). However, as Beresford (2005) suggests, it is not possible to

2 USER PARTICIPATION IN HEALTH AND SOCIAL CARE RESEARCH
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consider its impact fully without reference to the wider literature on user
involvement more generally. We would go further and argue that three dis-
tinct but closely related trends help to inform an understanding of the issues
currently surrounding user participation in research. These are:

• the emergence of participatory and emancipatory research approaches
which preceded the current focus on user participation/involvement
in service design and evaluation

• the political drive for greater user participation/involvement in health
and social care

• the recent emphasis on evidence-based practice or evidence-based
care.

Realization that the complex health and social care problems facing modern
society could not be adequately addressed using an ‘outside expert’ approach
to research saw the emergence of more participatory models in the 1950s and
1960s (Minkler and Wallerstein 2003). These have since diversified consider-
ably and the ‘multiplicity’ of terms used can be daunting (Wallerstein and
Duran 2003). However, there is agreement that such models are not simply
about applying different methods, but rather represent differing ‘orientations
to research’ (Minkler and Wallerstein 2003), sharing the common goal of for-
ging closer connections between research, action and learning, and thereby
raising questions about knowledge defined by whom, about whom, and for
what purpose (Wallerstein and Duran 2003).

Whilst participatory research may share common goals, there is a con-
tinuum of participation, with studies primarily led by an outside researcher at
one end, to truly emancipatory research at the other (Minkler and Wallerstein
2003). Driven by the disabled people’s movement, emancipatory research
gained momentum in the 1960s and 1970s with the primary aim of empower-
ing disadvantaged groups, both personally and politically (Beresford 2005).
As will become apparent, emancipatory models continue to exert consid-
erable influence on user participation in research by explicitly promoting
user-controlled approaches.

The concept of greater user involvement in health and social care built on
debates about empowerment in the 1980s (Beresford 2005) but gained great-
est momentum in the 1990s (Hanley et al. 2004; Hodgson and Canvin 2005;
Warren and Cook 2005). From a UK perspective the main driver was political
(Hanley et al. 2004), forming part of new Labour’s modernization agenda
(Warren and Cook 2005), with the initial emphasis being placed on the health
service (Hodgson and Canvin 2005). The result was Labour’s vision for the
‘new NHS’ (DoH 1997), and developments such as the ‘expert patient’ initia-
tive (DoH 2001a), whereby the knowledge and expertise of people living with
long-term conditions were increasingly recognized as a valuable resource to
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inform the development of better and more appropriate services. Further
momentum was provided by a series of adverse events that resulted in the
launch of the National Service Frameworks for Mental Health, Cardiovascular
Disease and Older People’s Services (Hodgson and Canvin 2005). Subsequently
the principles of user involvement and participation have rapidly influenced
several areas including the education and training of professionals, the devel-
opment of quality standards, occupational and professional practice, and
user controlled services and support (Beresford 2005), but the emphasis on
user participation in research has been a rather more recent development.
Nevertheless, infrastructure to support such participation and guidance for
researchers have been formalized in structures such as INVOLVE (Hanley et al.
2004). As a result of these initiatives the language of participation and partner-
ship have become ‘part and parcel of social policy and provision’ (Humphries
2003).

The 1980s also saw the emergence of the evidence-based medicine (later
evidence-based practice) movement, which originated in Canada (Jennings
and Loan 2001) and arrived in the UK in the early 1990s (Rolfe 1999). This
marked a shift in the rhetoric away from research-based practice and, in theory
at least, signalled the acceptance of a broader view of what constitutes evi-
dence (Rolfe 1999). However, in reality, research evidence still predominates,
and the resultant hierarchy of evidence privileged one particular form of
research, the Randomized Controlled Trial (RCT) (Kitson 2002; Grypdonck
2006) above all others. Therefore, although service users are considered by
advocates of participatory research to be ‘active shapers’ of knowledge (Clough
2005), the reality remains different.

Indeed, commentators in the fields of both health (Kitson 2002) and social
care (Humphries 2003) suggest that evidence-based practice is incompatible
with other major ideological movements such as patient-centred health ser-
vices (Kitson 2002), as the former is primarily a ‘practitioner engineered’
development serving practitioner interests (Humphries 2003). Therefore, des-
pite the rhetoric of actively involving users in research, their role, it is claimed,
remains largely confined to being sources of data (Kitson 2002; Humphries
2003).

Whilst Owen (2005) suggests that there are both tensions and conver-
gences between user involvement and debates about evidence-based practice,
Hodgson and Canvin (2005) are swingeing in their critique of user involve-
ment, seeing it as little more than tokenistic. They argue, as have others (Owen
2005; Steel 2005), that users lack the ‘insider’ knowledge to truly participate in
research, which is still dominated by the scientific method whose language,
discourse and practice is alien to ‘lay’ people (Hodgson and Canvin 2005).
Therefore, without a shared understanding of key principles and techniques,
users are effectively excluded, and, consequently, the user involvement move-
ment simply maintains the status quo (Hodgson and Canvin 2005). Beresford
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(2005) contends that the ‘politics’ of knowledge creation are such that practice
may never be truly evidence based, and in so doing he poses several very
pertinent questions:

• Can user knowledge ever have equal status?
• What status does user knowledge have as evidence?
• How can we move from individual to collective knowledge?
• How can knowledge claims be resolved?
• Who is best placed to interpret the experience and knowledge of

service users?

Such questions essentially raise issues to do with voice, power and control. It is
to here that we now turn.

‘They who shout the loudest’

In the present context two issues capture the tensions within the user partici-
pation movement particularly well; these are to do with the level of participa-
tion that is seen as desirable and the increasingly contentious question of what
‘counts as evidence/knowledge’.

There is little consensus in the literature about the optimum level or degree
of participation. Many commentators (Minkler and Wallerstein 2003; Hanley
et al. 2004; Reed et al. 2004; Hulatt and Lowes 2005) suggest that a continuum
exists ranging, for example, from the user as a source of data, through a part-
nership model, to users as independent researchers (Reed et al. 2004), or from
consultation to collaboration to user-controlled research (Hanley et al. 2004).
In thinking of respective roles for users and researchers Hulatt and Lowes
(2005) suggest two continua as follows:

In seeking to impose some order on the many models that exist, Beresford
(2005) suggests that user participation falls into one of two broad categories:

• managerialist/consumerist – where the main goal is to modify/
improve service systems with no real intention of redistributing
power

• democratic – where the aim is to improve people’s lives, with the ulti-
mate goal being emancipatory research whereby people are empow-
ered to take greater control over their situation.

User role Subject Partner Investigator

↔ ↔ ↔

Researcher role Investigator Partner Mentor
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Minkler and Wallerstein (2003) suggest that emancipatory research should be
the ‘gold standard’ and, in reviewing the literature on user involvement,
Turner and Beresford (2005) conclude that users themselves make important
distinctions between involvement and emancipatory approaches, with the
former being viewed ‘unfavourably’ by users as they are seen to ‘embody
inequalities of power which work to the disadvantage of service users’ (p. 3).
The key question is one of control, with, for some, user controlled researcher
being the only legitimate aim (Turner and Beresford 2005).

However, there is far from universal agreement with such a stance. Hanley
et al. (2004), for example, argue that there is a place for consultation, collabor-
ation and user control, with none being inherently superior to the other.
Others go further and contend that privileging user-controlled research is itself
potentially a form of oppression as it assumes that all users want to exercise
this degree of control, when in fact there is evidence to suggest the opposite
(Dewar 2005; Clough et al. 2006). Clough et al. (2006: 60) note that ‘important
as power and control are to understand the research process, to judge the
quality of older people’s involvement in research primarily in relation to these
attributes runs the risk of missing other factors’.

Dewar (2005) is highly critical of the de facto assumption that empower-
ment is the ‘gold standard’, believing that more attention needs to be paid
to reciprocity and shared learning in the process of user involvement in
research and development. This sentiment is mirrored by Steel (2005: 21) as
follows: ‘Ownership and empowerment need not always involve total con-
trol of a process. It can mean an interest, will and ability to participate and
share control and responsibility with others for a mutual purpose. This is
interdependence.’

Pawson et al. (2003) consider that one of the key questions is whether
participation in research is really about user control or a full and equal partner-
ship. Several authors talk about creating ‘real’ (Hulatt and Lowes 2005), ‘equal’
(Dewar 2005), ‘active’ (Hanley et al. 2004) or ‘collaborative’ (Marsh et al. 2005)
partnerships between service users and researchers, based on mutual trust and
respect (Reed 2005). Such partnerships are participatory (Humphries 2003)
and involve users at all stages of the research process (Marsh et al. 2005), from
design to dissemination. Partnerships result in ‘co-learning’ between users and
researchers (Minkler and Wallerstein 2003; Faulkner 2004; Dewar 2005) by
paying particular attention to the relational and social dimensions of working
together (Bradbury and Reason 2003; Faulkner 2004; Morgan and Harris 2005).
Within such a model participation is a defining characteristic of the ‘new
world’ in which the quality of our ‘relational practices’ are a key consideration
(Bradbury and Reason 2003). We return to the question of user control or
relational partnerships in the concluding chapter.

The other dimension to ‘voice’ that we consider here concerns the nature
and status of differing forms of evidence/knowledge.

6 USER PARTICIPATION IN HEALTH AND SOCIAL CARE RESEARCH
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What counts as knowledge?

The modernization of Britain’s health and social care services inevitably calls
attention to the quality of the knowledge base than can underpin change
and development. Research evidence forms a cornerstone of this knowledge
base.

(Marsh et al. 2005: 1)

Philosophers have reflected on the nature of knowledge for centuries and
researchers have long debated the role that differing types and levels of theory
play in better understanding the world in which we live. Over the past 50 years
or so various practice disciplines have entered the fray, challenging the sup-
posed superiority of theoretical knowledge, promoting instead the value of
practical, tacit and experiential forms of knowing (see, for example, Ryle 1949;
Benner 1984; Schön 1987; Eraut 1994).

In the present context the most recent debates have been stimulated by
the growing interest in evidence-based practice. As noted earlier, this was ini-
tially seen to mark a move towards a wider view of what comprises evidence
(Rolfe 1999), but in reality traditional forms of scientific evidence generated
using the techniques of the hard sciences, modified slightly to accommodate
the less highly controlled settings of ‘real-world medicine’, still predominate.
However, the emphasis now placed on greater involvement has once again
challenged the ascendancy of certain types of knowing and called for a recon-
sideration of what constitutes knowledge (Fleming 2005; Hodgson and Canvin
2005; Morgan and Harris 2005) and how it is created and used (Wallerstein and
Duran 2003).

This raises questions about the power and authority of the ‘scientist’ to
define knowledge (Hodgson and Canvin 2005) and represents an implicit chal-
lenge both to universities (Bradbury and Reason 2003) and to professional
knowledge and expertise (Stevens et al. 2005).

Within the field of health and social care both practitioner and user
knowledge have traditionally been marginalized (Beresford 2005), but user
involvement requires recognition of ‘consumer experts’ as authoritative voices
(Hodgson and Canvin 2005), both about their own experience (Fleming 2005)
and the use of that experience to contribute to theory-building (Hodgson and
Canvin 2005). This requires that debates about the types and purpose of know-
ledge are not confined to the ‘institutions of normal science and academia’
(Bradbury and Reason 2003), with more attention being given to the creation
of ‘living’ knowledge, whereby knowledge is seen as a verb rather than a noun
(Bradbury and Reason 2003).

There are several typologies which characterize different forms of know-
ledge but two will serve our purpose here.

INTRODUCTION 7
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Based on their extensive work in the field of participatory action-based
research Bradbury and Reason (2003) define four interdependent ways of
knowing:

Experiential knowledge – arising from direct encounters with the world.
Presentational knowledge – growing out of experience and being con-

cerned with how we ‘tell’ our story.
Propositional knowledge – drawing on concepts, ideas and theories.
Practical knowledge – which uses the above three to chart action in

the world.

Therefore, whilst not undermining the importance of ‘conceptual’ knowledge,
Bradbury and Reason (2003), as others, call for the widespread acceptance of
differing ways of knowing (Merighi et al. 2005; Gould 2006), or ‘extended
epistemologies’ (Bradbury and Reason 2003). Such debates are also increas-
ingly apparent in the policy literature (see, for example, Pawson et al. 2003;
Marsh et al. 2005), which gives wider recognition of all forms of research and
calls for ‘citizens’ to be ‘directly involved in determining what sort of evidence
should be sought, what research processes should be used, and what outcomes
matter’ (Marsh et al. 2005: viii). Such approaches have no implied hierarchy
of evidence but rather see differing types of knowledge as suiting differing
purposes, so that we should not ‘privilege the viewpoints of any particular
stakeholder or of any one strategy for generating knowledge. But neither
should we assume that all standpoints are of equal merit on all occasions, on
all issues, and for all purposes’ (Pawson et al. 2003: 3).

In their overview of the types of knowledge that should inform social care
Marsh et al. (2005) draw on the work of Janet Lewis (2001) in suggesting that:

Knowledge = evidence + practitioner wisdom + service user and carer
experiences and preferences.

They, however, note that research is of little use unless it is relevant, derives
from practice concerns, and is potentially translatable into applicable ideas.
They therefore add that:

Evidence = research findings + the interpretation of these findings.

For us this simple equation properly locates research findings as integral to,
but not dominant over, other forms of knowledge.

Taking a slightly differing approach Pawson et al. (2003) analysed the
varying ways that knowledge for social care policy and practice could be
categorized, and concluded that it should be most usefully considered by its
‘source’. Five sources were identified:

8 USER PARTICIPATION IN HEALTH AND SOCIAL CARE RESEARCH
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Organizational knowledge – to do with governance and policies.
Practitioner knowledge – personal, context specific, often tacit.
User knowledge – first-hand experience and reflection, often

unspoken and undervalued.
Research knowledge – the most ‘plausible’ source but requiring a

‘broad church’ interpretation of research.
Policy community – concerning societal and political drivers

determining the issues of significance.

The point here is that none of the above ways of categorizing knowledge
is necessarily ‘right’ or ‘better than’ the other. What is significant is that
there is growing acceptance (in most, but by no means all, quarters) of a
wider definition of knowledge, and at least some indication that Barnes’s
(2002: 329) call to ‘transform the rules by which the game is played’ is being
heeded.

What do we value?

Traditional ‘scientific’ research is viewed as being ‘value neutral’ with the
researcher adopting a distant and detached stance. Such a viewpoint has long
been seen as irrelevant to most researchers who adopt qualitative and participa-
tory approaches. The subtitle to this book ‘voices, values and evaluation’ clearly
indicates our position on this subject. User participation is obviously highly
value-laden. However, as we have indicated, sometimes these values differ,
particularly concerning the degree of involvement and the ‘value’ accorded to
user-controlled research for instance. Despite such variation, Table 1.1 sum-
marizes the range of values that commentators typically use when debating
user participation. Such values should inform the way that user participation is
evaluated, and it is here that we now turn.

How do we know we are doing ‘good work’? (Bradbury
and Reason 2003)

The culture of the research community is generally one of academic rigour
that is measured by the complexity and nuance of language, as well as ideas,
and not its transparency and parsimony.

(Brehaut and Juzwishin 2005: 5)

Gauging the extent to which you are doing ‘good work’ depends in large
measure on the purpose of the enterprise, a far from straightforward consider-
ation in participatory research. Those who subscribe to a user-controlled model
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view anything else ‘unfavourably’ (Turner and Beresford 2005), whilst some
argue that user involvement is no more than tokenism (Hodgson and Canvin
2005). Others take a more measured stance and suggest that the characteristics
of ‘good’ involvement comprise the following:

• the opportunity to have some influence and control
• the opportunity to take the lead and be proactive
• the opportunity to work in partnership with others
• to be clear about intended outcomes
• to have realistic expectations (Clough et al. 2006).

As noted earlier, several commentators suggest that at the very least user
involvement should not be a ‘one-way street’ but rather as a process of ‘co-
learning’ (Minkler and Wallerstein 2003; Faulkner 2004; Dewar 2005; Owen
2005), whereby everyone involved comes away with a differing perspective. In
respect of user participation in health and social care research there should
also be some ‘action’ taken, with the bottom line being improved services and/
or experiences of services (Beresford 2005; Warren and Cook 2005) that poten-
tially make a ‘discernable difference to people’s lives’ (Beresford 2005). Beyond
this it is also suggested that user participation may lead to new theoretical
understandings (Beresford 2005; Hodgson and Canvin 2005), which have the
potential to result in change by stimulating action in the ‘overtly quietist’
tradition of knowledge generation (Bradbury and Reason 2003).

There is considerable debate about the need for specific ‘criteria’ by which
to judge the outcomes of participatory research (see, for example, Bradbury

Table 1.1 Typical values informing user participation in research

Minkler and Wallerstein
2003

Beresford 2005 Turner and Beresford
2005

Dewar 2005

• Participation
• Cooperation

• Support to get
people together

• Empowerment
• Emancipation

• Equality
• Fairness

• Co-learning • Equal opportunity
to participate
regardless of age,
gender, race,
disability, and so
on

• Ensuring good
access and
support

• Addressing ethical
issues

• Participation
• Equality
• Anti-

discriminatory

• Clear sense of
purpose and
roles

• Commitment to
learning

• Shared values
and beliefs
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and Reason 2003). But, as the quote above suggests, if criteria are to be applied
then they need to be ‘transparent’, for one way in which voices can be con-
trolled and power retained by certain groups is through the ‘complexity and
nuance of language’ (Brehaut and Juzwishin 2005). Several commentators
have argued that if users are genuinely to participate, then research must use
more accessible concepts and language (Hodgson and Canvin 2005; Owen
2005; Steel 2005). Unfortunately even the writings of emancipatory
researchers often effectively preclude full engagement by those who lack the
relevant ‘insider knowledge’ (Hodgson and Canvin 2005): ‘It is important to
develop accessible materials about user controlled research. From undertaking
the literature review it becomes apparent that some of the writings on the
subject can be as difficult to understand as literature on traditional research’
(Turner and Beresford 2005: 8). It was the desire to make the conduct and
evaluation of participatory research more transparent and accessible that led
to the development of the ÄldreVäst Sjuhärad Research Centre in Borås, West-
ern Sweden (Magnusson et al. 2001; Nolan et al. 2003a).

ÄldreVäst Sjuhärad, established in 2001, is supported by the Department
for Social Affairs for Sweden, by six municipalities in West Sweden (Bollebygd,
Borås, Mark, Svenljunga, Tranemo and Ulricehamn), the county council of
West Sweden and the University College of Borås. Its main aims are:

• to promote cooperation and partnerships in shaping the direction
and quality of health and social care and medical treatment

• to enhance the sharing of perspectives and experiences between older
people and their families, professionals, voluntary organizations,
health and social care providers and researchers

• to increase the opportunities for older people and their families,
together with professionals working with older people to initiate, par-
ticipate in and evaluate new research-based interventions and service
developments

• to raise the awareness and competence of care professionals to ensure
the future quality of health and social care and medical treatment
through their involvement in programmes of research, development
and education.

In pursuing the above aims the research centre adopted a philosophy which
sought to create an environment which facilitated a genuine dialogue between
the ‘factual knowledge’ of service providers and the more ‘situated’ and ‘per-
sonal’ knowledge of those receiving services and participating in research
(Barnes 1999). This decision was underpinned by the belief that there are
many forms of ‘expertise’, with none being inherently superior to the other,
but with each contributing to a fuller and more complete understanding
(Magnusson et al. 2001).
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One of the dilemmas the research centre faced was how to judge its
effectiveness in order to know that we were ‘doing good work’ (Bradbury and
Reason 2003). The ‘authenticity’ criteria proposed by Guba and Lincoln (1989)
were attractive but there were concerns that they were not fully true to their
own principles, for the manner in which they were presented, and particularly
the language used, meant that they were neither accessible nor easily under-
standable to a non-academic audience. This seemed to belie the fundamental
criterion of ‘fairness’ (Nolan et al. 2003a). Efforts were therefore made to see
if these limitations could be overcome without losing the principles upon
which the criteria were based.

Authenticity criteria for constructivist research

Fairness – Are the voices of all the major interest groups
heard (that is, are all their opinions listened to
and valued)?

Ontological authenticity – Does the study provide participants with new
insights into their own situation?

Educative authenticity – Does the study help participants to better under-
stand the position of other interest groups?

Catalytic authenticity – Does the study stimulate or identify areas for
change?

Tactical authenticity – Does the study facilitate, enable or empower
change?

(After Guba and Lincoln 1989)

In developing the authenticity criteria further, the aim was, as far as possible,
to present them in a way that could be understood by all those who might
have an interest in using them. They were therefore modified and re-labelled
using the terms below, each beginning with the letters EA:

Original criteria Renamed
Fairness Equal Access
Ontological authenticity Enhanced Awareness of the position/views of self/

own group.
Educative authenticity Enhanced Awareness of the position/views of

others.
Catalytic authenticity Encouraging Action by providing a rationale or

impetus for change.
Tactical authenticity Enabling Action by providing the means to

achieve, or potentially achieve, change.
(After Nolan et al. 2003a)
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As will be seen, the original intention of the authenticity criteria remain largely
unchanged but experience in applying them suggests that re-labelling has
ensured that they now ‘speak to’ older people, family carers and practitioners,
and potentially promote their more widespread usage. In other words, the
criteria are now far more readily understandable and therefore should enable
everyone to contribute more fully to informed debate about their relative
merits (or otherwise) (Nolan et al. 2003a).

Furthermore, rather than applying the ‘authenticity’ criteria primarily to
the interpersonal processes of research, as was their original intent (Rodwell
1998), at ÄldreVäst Sjuhärad they are applied to all stages, as indicated in the
matrix in Figure 1.1. This approach has served the centre well (see Hanson
et al. 2006a) and is something we return to in the concluding chapter.

Conclusion – where to from here?

In setting the scene we have reflected on some of the issues concerning voices,
values and evaluation that, for us, seem important in the context of participa-
tory research. We now let other voices speak, in the form of ten case studies that
describe very differing approaches to participatory research. Our original
intention was for each case study to be followed by a commentary but, on
reflection, this seemed unnecessarily intrusive as it is important to let you, the
reader, reach your own conclusions. We therefore reserve our own thoughts
for the concluding chapter, when we attempt to address some key questions
needed to take the debate forward.

Figure 1.1 Applying the authenticity criteria: the ÄldreVäst Sjuhärad approach.
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2 ACTION (Assisting Carers using
Telematic Interventions to
meet Older people’s Needs):
practitioners’ reflections on a
Swedish innovation

Elizabeth Hanson, Paul Svensson,
Fredrik Arvevik, Lennart Magnusson

Introduction

This case study focuses on the implementation of an innovative technology-
based service, ACTION, designed to support frail older people and their carers
at home. Building on an initial EU-funded research and development project,
ACTION was further tested in Sweden and subsequently has been introduced
as a mainstream service in Borås municipality in West Sweden, and other
municipalities throughout the country.

The story of how ACTION became a reality is told in the words of Paul
and Fredrik, two experienced assistant nurses from Borås municipality who
have worked in the ACTION call centre since 2000. They compare their prior
experiences of working with older people and their relatives in the community
with their work over the past six years with ACTION. In particular, they focus
on how the service works in everyday practice and how it has enabled them to
form partnerships with families. They also consider how ACTION evolved
from an idea into a mainstream service, and reflect on their potential work in
the future. This chapter therefore consolidates the key lessons learned from
ten years of working together with frail older people and their family carers.

An overview of ACTION

ACTION is an information and communication technology (ICT)-based sup-
port service for older people and their family carers which originated from an
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EU-funded project (1997–2000) involving England, Northern Ireland, the
Republic of Ireland, Portugal and Sweden. After this initial project, additional
funding was secured in Sweden from the Ministry of Health and Social Affairs
to further develop and test the ACTION services. ACTION is designed to help
families to readily access education, information and support about family
caregiving, empowering and enabling them to make informed decisions about
their situation throughout their caring career (Magnusson et al. 2005). Families
have been involved in all stages of the design and evaluation process using
a variety of methods such as user working groups, focus group interviews,
individual interviews, user trials, questionnaires, log diaries and field testing
(Magnusson and Hanson 2005).

The core components of the ACTION service are illustrated in Figure 2.1.
The multimedia educational programmes are based on carers’ needs identified
from the empirical literature and extensive user consultation in the two pro-
jects, namely: caring skills in daily life; planning ahead; respite care services;
financial and economic support; and coping strategies. These are accessed over
the Internet via a personal computer (PC) with broadband connection which
is installed in each family’s home. Families also have access to Internet and
email facilities. Internet videophone facilities are provided via a small camera

Figure 2.1 The ACTION service.

ACTION 15
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placed on top of the PC and an integrated user-friendly videophone pro-
gramme installed in the computer. This enables families to have visual and
oral contact with other participant families, as well as with professional carers
at a dedicated call centre. Families are invited to take part in an initial edu-
cational programme to learn how to use ACTION as the majority of users are
predominantly computer novices.

Evaluations have demonstrated that ACTION helps to reduce families’
social isolation due to the informal support networks that develop amongst
participant families. Many carers also feel both better prepared for their caring
situation and an active part of the ‘information society’ (Magnusson 2002;
Magnusson et al. 2005). In addition to increasing the quality of everyday life
for most participant families, there are also cost savings for the municipality
due to a reduction in the number of public services used (Magnusson and
Hanson 2005). Following these evaluations Borås municipality took the deci-
sion to make ACTION part of their support services available to frail older
people in need of care and their family carers. Subsequently a further eight
municipalities across Sweden, and one in Norway, have also decided to
implement ACTION.

A partnership approach to working with older people and
their families

ACTION is one of several projects undertaken by the authors at the ÄldreVäst
Sjuhärad Research Centre, University College of Borås in Sweden, together with
Mike and Janet Nolan at the University of Sheffield, England, using participa-
tory approaches to working with older people, their families and practitioners
(for more details see Nolan et al. 2003a; Magnusson et al. 2005; Hanson et al.
2006a).

An account of how the families have been involved has been provided
elsewhere. Here our focus is on the story of Paul and Fredrick, who have worked
in ACTION for over seven years. It charts their personal and professional
growth and development over this period.

However, before turning to Paul and Fredrick’s story, a case study provides
an indication of how ACTION works in practice.

Case study example of an ACTION family: Karl and Inga

The following highlights the multiple roles Paul and Fredrik employ in their
support of a couple who have had the ACTION service for approximately
two years, particularly their openness to new ideas enabling them to develop
true partnerships.
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Inga cares for her husband who has had a severe stroke; he has aphasia and
requires help with all activities of daily living. Consistent with their prior
relationship, Karl expected his wife to be the sole carer, and Inga considered it
entirely natural to do so. Karl has a son who lives in the same town, and Inga’s
daughter and family live in the south-west of Sweden. Inga initially rejected
ACTION but, almost a year later, she changed her mind. By this stage Inga had
begun to realize that she was a carer and needed help and support, so Paul and
Fredrik worked with Inga in a variety of ways, whilst at the same time building
up a trusting relationship with Karl.

Initially they supported Inga by providing more information about care-
giving via the ACTION educational programmes:

We led her into the programmes, now she knows everything . . .
Sometimes though she says she needs to go back and have another
read and it can also take on another meaning, she can understand it
better. This is a strength of ACTION, that it’s always there. The first
time you read it perhaps you don’t have need of it but the next time
you perhaps do. ACTION is a service that works as a knowledge
bank or an educational platform.

(Paul)

Together with Inga, Paul and Fredrick were able to arrange for the necessary
support to be available:

Inga saw about the different assistive aids that are available in the
programme, in particular, a stair lift so she could come out with
Karl. ‘I don’t want to be a nuisance’ she said, so we rang to the occu-
pational therapist and we said there should be a lift there and they
came and assessed the situation and arranged for a lift to be installed
. . . So it was much easier for them to get out, as she likes him to be
able to get out each day, that feels good, to be able to help in this
way.

(Fredrik)

Paul and Fredrik acknowledged that a major part of their work was providing
ongoing emotional support which included an exploration of the satisfactions
of caring which help to sustain Inga in her caring role:

A lot though is about psychological support, listening to her talking
about how difficult it is and how she feels . . . ‘I think if Karl could
just once say that he appreciated it’. She also takes up small things
that make her happy, he can stroke her cheek, sometimes it’s a
feeling of togetherness. They look at photos together in an album
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and he points and remembers and she thinks that it’s so great. So
she alternates between the difficult times and the happy times so
we talk about the positive things, also the difficult things and after-
wards she says that it feels better. She thanks us so much, and really
we have just sat and listened and perhaps asked a few follow-up
questions.

(Paul)

Having built up a trusting relationship they are able to actively encourage
her to accept help to manage her caring situation, as well as to consider alter-
native care options for the future. Paul and Fredrik also help to boost her self-
esteem by reaffirming her caring efforts and skills: ‘She feels she is useless . . .
but I say to her that she does everything right that she can do, you’re so skilled
and we’re really impressed with what you do. It’s so tragic that she can’t get
that feedback from her husband, think what this would give to her, she does
everything right and yet it’s still wrong’ (Paul).

Fredrik illustrated how they would constantly use new ideas to help them
in their work with families. For example, they have used the Carers Outcome
Agreement Tool (COAT – Hanson et al. 2006b) as a means of facilitating more
open discussion and debate with Inga, by empowering her to have a life outside
of caring, and by involving others more:

COAT has helped recently with her. We’ve come to many practical
solutions that she can work with and think about, to involve her son
more, she’s done that, he is there more now and gives support. She is
beginning to see that she can dare to go to the theatre. It isn’t often,
but she can go away for a short while now and do her exercises and
take it easy and have a coffee, and she goes with Berit and with Greta
(other ACTION carers) so they build up a support network. Most
recently, this last half year, its come more and more her greatest wish
to go out and go birdwatching again, it wouldn’t surprise me if she
did this. This would never have happened without ACTION, I’m sure
she’d have been burned out by now otherwise. All of these things that
she can start with having respite care, in the beginning this was
impossible but now it is possible.

(Fredrik)

Whilst working in partnership with older people and their carers is now ‘sec-
ond nature’ to Paul and Fredrick, this was not always the case, and in order to
understand the magnitude of the work required Paul and Fredrick describe
their prior pattern of working.
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Paul and Fredrik’s story

Before becoming involved with the ACTION service both Paul and Fredrik
worked in home care for a number of years. Despite home care being viewed as
enabling a greater degree of autonomy for care practitioners than a long-term
care setting (Olsson and Ingvad 2001), for novice practitioners it can be a
daunting and isolating experience, as Paul explains:

In home care, it was more demanding as you were more often alone,
you couldn’t discuss back and forth with colleagues and get advice. It
was tougher and I had no education to fall back on. We didn’t have
discussions. We should have had more supervision when we worked
alone. At that time there was no nurse to talk with and no mobile
phones, you perhaps met your colleagues the next day and you took
up the issue then.

(Paul)

Paul and Fredrik explained that their attempts to work collaboratively with
older clients and their relatives often resulted in conflict with colleagues who
tended to work in more traditional hierarchical ways:

I feel we met their [older people and carers] needs as we were able to
listen, but sometimes we’d fall between two stools, like I’d go out to a
home to do cleaning but when I got there they’d set the table ready
for a cup of coffee and cake, they’d say ‘I don’t want you to clean, I’d
much rather we have a cup of coffee instead’ and you did that but
then you got into an argument with your older colleagues.

(Paul)

Their early attempts to work in partnership with older clients and their rela-
tives could lead to dilemmas about whose view to focus on, the older person’s
or their relative’s. As Fredrik notes, they lacked an appropriate framework to
guide their work with families:

It’s always difficult to go into a family for the first time where there’s a
wife, for example, and she’s used to talking over the head of the cared
for person. It’s difficult to manage this as you don’t know what rela-
tionship they have. Sometimes you listened to the relative and other
times it was the other way round so there were conflicts. You tried to
do the best you could but at times you made the decision to go with
the routine.

(Fredrik)
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Comparing their previous experiences with their work
in ACTION

Reflecting on their earlier experiences, Paul and Fredrik explained how the
theoretical background to family care and partnership working underpinning
ACTION, and their direct experiences of working with ACTION families, had
helped them change their views of their role. As Paul explained:

I feel we’ve built up knowledge about how it is to be a relative in a
family. The family carer is expert, perhaps we didn’t always see that,
we perhaps thought as care staff that we knew best . . . We’ve learnt
a lot from relatives and also, thanks to the university and research,
the theoretical part that has also helped us to understand and to see
the whole picture in what we do, so it’s a big difference. If we go back
to the example with the family carer and cared for person, we try to
listen to both of them and it’s not always to go with the family carer’s
view. The problem can often be that the relative and cared for person
have never talked about it together before so that you can be the link
so that they can talk together . . . I think we’re much better now at
listening to both.

(Paul)

Fredrik reinforced the importance of seeing the family carer as an expert, but
also recognizing that they needed help occasionally:

I really realized about the family carer being an expert for the first
time when Karin cared for her husband who had aphasia. I can’t give
the nursing care she does, she knows her husband and knows exactly
how he thinks and feels, knows what he likes and doesn’t like. It’s
difficult for me to take all that in. All relatives are expert in their own
situation but it’s not always that they do the right thing, sometimes
they make mistakes but that’s something else . . . That’s when I
understand that they have a wealth of knowledge; we can only be
there and be a complement.

(Fredrick)

Paul also saw it as their role to help equip the carer with the right tools: ‘We’ve
come to understand that family carers are the most central person in the cared
for person’s life.’

Fredrik highlighted the delicate balancing act that carers need to achieve
in being ‘experts’:
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Expert family carers are those relatives who want to take care of their
nearest and dearest, they often have empathy and they really respect
their relative’s views and thoughts and that you don’t take over too
much . . . That you can plan your day and plan ahead and can under-
stand that as a carer you have the right to your life, to have respite
care sometimes, to be able to take that step and can live with and work
with the guilt feelings they have. A lot have the skill to be able to look
back and reflect.

(Fredrik)

As well as supporting family carers Paul and Fredrik feel that ACTION has
helped them to deal with difficult emotional situations:

In ACTION we’re not isolated as Fredrik and I sit so close to each other
and we can act as a sounding board for each other, but also we have
other good contacts with Needs Assessors and nurses who we can
bandy ideas with and refer to if you don’t have the competence, it’s
better for the relatives and cared for person if the nurse goes in or the
Needs Assessor. We have such a good relationship with the Needs
Assessors here so it’s a security I feel.

(Paul)

Ways of working in partnership with ACTION families

For Paul and Fredrik working in partnership with the families is about develop-
ing meaningful reciprocal relationships, as Fredrik elaborated:

It’s about opening up, to come into the life of someone. So if you feel
that they need to talk about something you must give of yourself, you
don’t have to share something very personal but share something. It’s
so important to know about their background to help and support the
whole family, but you must give something of yourself, otherwise
there’s no exchange.

(Fredrik)

This required good interpersonal skills that Paul and Fredrick used in their
videophone contact:

It’s about listening, show that you can listen, ask follow up questions,
show you’re interested in their lives, then you get good contact, you
gain trust, you can work more with it.

(Paul)
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If they call us they want something, they might not say it straight
out, you must listen and be sensitive, it can take a long time before
it comes out what they really want to talk about. That’s why the
videophone is so good because you see their body language . . . when
you know them . . . that there’s something there.

(Fredrik)

Initial contacts were very important, as carers had often not had the chance to
talk about their situation before:

In ACTION you raise their awareness of their situation with both of
them. Many relatives don’t see themselves as a family carer . . . they
don’t like to use the word family carer. ACTION can help . . . it can
help them to understand what it means to be a family carer.

(Fredrik)

If it’s the first time that this awareness has been raised then there are a
lot of discussions about how they experience their situation. There are
many carers who explain how their situation is, how difficult it is as
there’s no one who’s asked them before, so we try to raise the subject
and listen a lot. I think this is where ACTION plays a significant role
. . . a lot with the videophone communication.

(Paul)

This requires flexibility and spontaneity, as well as the time to listen and the
understanding that comes with continuity:

You can never have a finished packet that you go from when you meet
people . . . they’re so different. You can’t sit down and prepare for a
videophone call and know which strategy you’re going to use today
. . . it doesn’t work.

(Paul)

You have such a close relationship that you can talk openly a lot.
You can’t do this in a short space of time. It wouldn’t be the same
if you hadn’t had such a long time with someone.

(Fredrik)

Paul and Fredrik now see their roles largely as facilitators and enablers rather
than direct ‘doers’.

We enable them to solve things themselves. For instance, there was a
carer whose husband had dementia and he rapidly became worse so
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that he became a totally different person to the one she had married.
It was tragic but we came into the ‘End of Life’ programme where she
learnt about grieving, even whilst her husband was still alive. Those
sorts of things . . . it was a support to her, but I could never have
guided her to the programme if I hadn’t known the carer so well.

(Fredrik)

A family carer can say one day that she wants to care and then the
next day she says she can’t manage. We don’t say that she must carry
on, we say ‘yes perhaps it is so’ . . . We discuss perhaps it is time to
solve it in another way, to think about other options and support her
in this. We’re much better at that now.

(Paul)

It is clear that Paul and Fredrik have both grown, developed, and learnt a
great deal from working closely with families over a six-year period, with the
carers themselves often acting as ‘mentor’:

We started with five users, we didn’t have such a lot of knowledge
at that time about how to support the families. We supported them
and we grew as staff and we saw, especially with Barbro, how much
ACTION helped her (a family carer in the original EU project in 1997).
She was a very intelligent lady and was skilled socially. She was our first
mentor, you didn’t just ring up and chat with her . . . the discussions
always gave you something.

(Fredrik)

The families you meet and the in-depth discussion you have together,
you have it with you and can use it in the future and use it again . . .
For every family we’ve got to know we’ve learnt something new.

(Paul)

Despite their considerable experience, such learning is ongoing: ‘Each day
you become more aware of how you work. I think you learn something new
every day you come here’ (Fredrik).

Adding a further layer of complexity Paul and Fredrik also tried to stimu-
late informal networks amongst the ACTION families:

Our job can be seen as a spider in the web, we link people together. For
example, we had a family who wanted to get away from home for a
while and both had had a stroke, and I asked them if they’d heard
of a rehabilitation centre called Sommarsol, ‘no they hadn’t’. Usually
(as a professional) you’d have told them about it but in this case I
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knew of an ACTION family who’d been there who’d got the same
illness and I asked if it was alright if she rang them up and they said
that was OK. So she rang them up and told them how they’d experi-
enced it and how they’d applied. Now the family have got to go there
for several weeks and they’ve also got to know a good friend in the
process too. This is why it’s incredible to work with something like
this, to link people together.

(Paul)

Further, they recognize now the unique strength and value of families develop-
ing informal support networks to reduce their isolation: ‘The fantastic thing
about ACTION is the security net provided by the other families, that are
available for the relatives and the cared for person too. They can talk with
others who are in a similar situation, you’re not alone in the whole world, it’s
an enormous relief’ (Fredrik).

Paul and Fredrick now feel very comfortable in working as partners with
older people and their family carers, but they also recognize that working in
this way is not always easy, and that they have been on a steep learning curve
over the past few years.

Exploring the challenges of partnership working

Paul and Fredrik acknowledge that working so closely with families is not
always easy, and that they have learned a number of skills and strategies,
particularly if the carer and cared for person did not have good channels of
communication. This often means working separately with the carer and cared
for person prior to them being able to work together:

When you come to a family where they haven’t talked about the
situation, the family carer can’t talk openly when the cared for person
is sitting there, or they talk over their head, that’s not easy. Sometimes
the family carer opens up more when we sit on our own, but you feel
yourself you want the cared for person there, but perhaps you must
take the family carer first and work with the cared for person in the
next stage. It’s difficult when it’s a new family; it’s to get to know the
situation. You try to take every opportunity to talk. You get them to
read together in the programmes as this is the key for them to start to
talk together, this is something we work on in the education sessions.
It’s easier to read about each other’s situation in the education pro-
gramme, it’s not like coming home to them and formally talking with
them about their respective roles.

(Paul)
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They both highlight that working in partnership does not happen overnight
and that it can take a long time before the benefits are visible. This requires
patience:

Sometimes you feel inadequate. With some families you cannot help
straight away, you must take it easy. For example, there was a family
who had ACTION and didn’t really find it useful and now, a year later,
they want it back again – ACTION is a partnership. We can take a step
back. We’re calmer now, we know we can wait and see. You wonder
if so and so couldn’t benefit from each other. You can see it from
another perspective when you’re calm and let families try the service.

(Fredrik)

In difficult situations it is important for them to have support from each
other:

Of course you always want to help families to make it easier for them
and when you don’t succeed you don’t feel good, heck, I don’t know
anything. It sometimes happens. We must always discuss with some-
one, back and forth, this is very important. It’s important that we’re
two; it’s good that we can work together.

(Fredrik)

Exploring sources of satisfaction from
partnership working

Although at times difficult, Paul and Fredrik readily identified several major
sources of satisfaction as a result of working together with the ACTION
families.

First, they spoke of being part of a caring community in which everyone
helps and genuinely cares for one another:

Even if they have it really hard, they have time to support others.
Which I think is marvellous. There’s a warmth, it’s a feeling of
thoughtfulness for others and a sense of humanity/community. A lot
is to do with being seen as a person with needs and you can also help
others when you yourself see that you have needs.

(Paul)

They also explained that their way of working enables them to promote the
autonomy and independence of families:
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You feel that with this service, you work at another level. We go from
their needs, instead of going from a menu that they can choose
between, they feel that we leave the ball with them. I can influence
but they manage the situation themselves with help. We don’t go in
and take over, there’s continuity in what we do.

(Paul)

This in turn can directly empower families in their daily lives as Fredrik
highlighted:

This is the most satisfying thing. For example, Mona thought it was so
difficult to lift and I thought it would be good for her to read in the
programme about how you lift, and she got confirmation that she
should use her legs more, so she did that and she felt much better and
didn’t need more help. So you feel yeah!

(Fredrik)

They both talked openly of the immense satisfaction they gain from working
in this way, and the gains they experience too:

Every family that benefits from ACTION, it’s a big plus for us, that’s
what we live for, that’s what we work for. You feel that you help
families. ACTION is a tool which makes it a bit better for families to go
forward.

(Paul)

You get so much back, a lot of thanks. You get to know some families
so well it also affects you. It’s that that gives so much.

(Fredrik)

Reflecting on the factors promoting ACTION as a
mainstream service

Paul and Fredrik noted a variety of reasons why ACTION had become a
mainstream service within the municipality, especially its user-centred and
participatory approach:

Number 1, the service was built upon the family carers’ and older
people’s needs and views, that carers and older people experience
support from the service in different ways at different phases of
their life and caring situation. To have recently become a family
carer, to being able to continue caring to the day you stop being

26 USER PARTICIPATION IN HEALTH AND SOCIAL CARE RESEARCH



11:10:09:08:07

Page 27

Page 27

a carer and there is after support too, this makes the service so
good.

(Paul)

The families have always been able to have their views heard. They’ve
been involved in different ways, they’ve been together and developed
the service, they’ve been in the education sessions, in the presenta-
tions. I think our user focus has enormous significance. Without them
there’d have been no reality, it would have stayed as an idea only.

(Fredrik)

They also acknowledged that the fact that ACTION is underpinned by sound
theory, and has been properly evaluated, is also essential: ‘The university, the
research is important. The results show what the users think and feel about the
service, it’s an important foundation from which to go further on. To show
that it gives an increase in their quality of life and, at the same time, it can lead
to cost savings to the municipality is very important’ (Paul).

Notwithstanding the strengths of ACTION, the support of managers and
practitioners in the municipality are also instrumental in its success:

Also competent people in leadership positions in our municipality,
we’ve had a very strong municipality manager. During 2002–4, when
we felt like we were treading water, Borås weren’t sure whether they’d
continue. Without her support, we wouldn’t be sitting here. We’ve
had managers who really believed in it, from our direct manager, to
the manager for care for older people, to the manager of Borås muni-
cipality. So we’re thankful, they believed in it and had patience dur-
ing those two years when we weren’t sure if it would continue. Also,
the politicians took the decision about ACTION being a mainstream
service. Without them being on board it would’ve been very difficult.

(Paul)

Such support was reinforced by the innovative application of ICT in ACTION:

The service is still something new, even if the technology is 10 years
old, the service is still innovative. Also our way of thinking about
family care support, we think back to 1996/97 when ACTION started
and it’s sad to say, but it’s still innovative to think about family
care support. If you think that not all municipalities see family care
support like we do.

(Paul)

There are many people who talk about how you should work with
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family carers, but to actually do it is a very different thing. It’s also
innovative, there’s research there. We have a foundation, we don’t
follow the development, we’re first, we lead.

(Fredrik)

Finally, they noted that commercialization also had an impact, as it increased
the possibility to make the service more widely accessible:

Telia [Swedish Telecom] have had a bigger role to play than you would
think. A company makes it possible to spread it to more people, there
are limits obviously to this co-operation, but I think there must be a
commercial company that steers a model to make it possible to sell
and make it more available.

(Paul)

When they were asked to reflect on the significance of it being an information
technology (IT)-based service they both felt that it was a crucial factor. Most
importantly they considered it enabled sick older people to be part of the
information society, and thereby opened up several new opportunities for
them:

It’s important, this with it being an information society, it’s not
often that older people are involved and with this service they’re the
ones who can have the greatest benefit from this service. It’s very
important to show that older people can use new technology.

(Paul)

I don’t think there’s any other IT-based service that focuses on older
people with chronic illness, and enables them to be actively part of
the information society. There are many older people who go on
courses to learn how to use the Internet, but they’re the healthy ones,
the sick older people can’t manage to take part. This is a strength, to
really be able to manage one’s daily life, and, in turn, ACTION leads to
other things. They learn how to use email and communicate with
their children and grandchildren, and several chat on MSN. I don’t
think a frail pensioner would have gone into that without ACTION.

(Fredrik)

They also highlighted the flexible nature of IT-based support services com-
pared with more traditional carer support services, especially its availability
24 hours a day, seven days a week (24/7):

Of course there are family carer circles [support groups], some are
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super and they meet each other outside of the meetings but some
circles are only once a month. With ACTION you always have sup-
port when you need it, that’s a strength with IT, it’s there 24 hours.
Okay we aren’t there (24 hours) but they can send me an email at
12 midnight and know that I’ll answer it the next morning, that’s
security. I don’t think this would ever have worked if the medium
hadn’t have been IT, it’s so flexible. We could have used a book
instead, but just think how thick that book would have been, we
could have used a normal telephone but how personal would that
really have been?

(Paul)

Even if we’ve worked with it for a number of years, it’s just now that it
starts to bear fruit. More users, more municipalities thinking about
family care support, it takes time.

(Paul)

Recent developments in partnership working

Paul and Fredrik also described recent developments in their work, especially
their role in helping to support those staff working in other municipalities
who are implementing ACTION. They provide ongoing informal advice and
support, and regular supervisory sessions via the videophone:

Supervising/guiding other municipalities is a big responsibility that’s
very interesting. It’s been important to have had the experience
of working in ACTION for a number of years. I can see all the things
they experience, that we also experienced in the beginning, and
it feels good to be able to guide them. When they encounter the
same happiness and satisfaction amongst the families, you see how
it gives them a boost and it gives me a kick too. The same as when
there are things that are difficult or don’t work or . . . it’s also difficult
for me.

(Paul)

They both acknowledged that their way of working with the families mirrors
their current approach with practitioners: ‘Sometimes the supervision with
municipalities reminds me of the support we give to the families, to listen,
discuss, guide, support, exactly as we do with the families. We support by
putting our hands behind our backs so they solve things themselves and this
works well actually’ (Paul). This also helped to form reciprocal relationships
with peers, both locally and further afield:
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Others have more competence in areas than we have (specific case
knowledge, rehabilitation). We have experience of how we can sup-
port the families. We feel humble with regards to the other municipal-
ities. They have a lot of competence in their area so you learn a lot
from them too. It’s great to have different competences, to work
together will be fantastic.

(Fredrik)

They increasingly recognized that a larger caring community with a shared
philosophy and approach to working was being created: ‘If we look at the
people who work with ACTION (in the other municipalities) they think the
same as we do. It’s so great to be able to see other municipalities grow and see
other families benefiting from the service’ (Paul).

Table 2.1 A proposed ACTION virtual platform for families and practitioners

Potential developments for families
• Individual web pages for each family to present themselves with pictures and text such as

interests, hobbies to facilitate contact amongst the families
• Entertainment, exercises, group discussions, lectures, conferences, study circles to families

simultaneously via a videophone bridge
• More medically related services such as direct consultations with a physician, taking your

own vital signs, reading your medical history, booking a doctor’s visit electronically
• Playing games with another family online
• Access to different expertise across the different call centres, such as current information

and advice about assistive aids, rehabilitation, dementia
• An electronic forum for frequent questions relating to the technology and what to do
• Links to other relevant sites, for example, a link to a recent television programme of interest

Potential developments for practitioners
• A bulletin board for each ACTION call centre to highlight weekly events, to describe the

staff who work at the call centre and their roles, information about education sessions and
local events of interest including upcoming social events for families

• A bulletin board for local voluntary organizations, current information about their
organization and the services they offer, online access to their weekly newsletter, details
about their opening hours and availability

• A discussion forum for practitioners to discuss issues together in a supportive, secure
environment; download education sessions, lectures, seminars, films

• Group supervision of practitioners from different municipalities across Sweden via a
videophone bridge facility

• A more in-depth version of ACTION for staff, for example, for home care workers to use the
videophone to ring and see the client and do an assessment of the situation; access short
instruction films via the mobile phone to prepare for a procedure immediately prior to a
home visit

30 USER PARTICIPATION IN HEALTH AND SOCIAL CARE RESEARCH



11:10:09:08:07

Page 31

Page 31

Looking to the future with regards to partnership working

Looking to the future they are both enthusiastic about the possibilities to
further extend their partnership approach harnessing a range of IT-based solu-
tions to create a virtual ACTION platform for families and practitioners to
enable an ongoing exchange of experiences and knowledge transfer to take
place, which are summarized in Table 2.1. They also acknowledged that the
ACTION concept could be further extended to address actively the needs of
other groups of families, such as parents caring for children with learning
difficulties.

Conclusion

It is now over ten years since the ACTION concept emerged, over that time
it has evolved from an ‘idea’ to a mainstream service provided in growing
numbers of municipalities in Sweden and beyond. It is still evolving. It is
now no longer a ‘research and development project’ but rather a major force
in improving the quality of lives of numerous people. Few projects can make
such claims. We have written elsewhere about the technical and theoretical
approaches underpinning ACTION (Magnusson 2002; Magnusson and Hanson
2005; Magnusson et al. 2005; Hanson et al. 2006a), but here our goal has been
to capture the essential interpersonal dimensions that are critical to the suc-
cess of partnership working. We have therefore let the voices of Paul and
Fredrik speak largely for themselves, without undue analysis and interpret-
ation. This was not required, for their own account eloquently captures the
complex, subtle but essentially human qualities required in ‘making things
work’ in the real world. Table 2.2 (overleaf ) summarizes some of the key learn-
ing points and, might we suggest, serves as a template for all those interested
in participative enquiry in which working together and co-constructing better
shared realities are important aspirations. We have learned much, but there is
still a long way to go.
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Table 2.2 Ways of working in partnership with families: key benefits and challenges

Ways of working in partnership
with ACTION families

Challenges of working in
partnership with families

Sources of satisfaction of
working in partnership

• Developing meaningful
reciprocal relationships by
use of listening and sensitive
questioning and sharing
personal information

• Getting to know the families
via the use of biography

• Awareness raising amongst

• It is more difficult to
achieve in situations
where family members
do not talk openly about
their situation

• In some cases it can take a
long time before the
benefits are made visible

• Being part of an active
caring community

• Being able to promote
the autonomy and
independence of families

• Being able to help to
empower families in their
daily lives

families via in-depth
discussions

• Being adaptable and
sufficiently flexible to meet
the needs of individual
families

• Being facilitators and
enablers rather than direct
‘doers’

• Being patient and giving
sufficient time to establish a
solid relationship

• Being continuously open to
new learning and ideas

• Acknowledging and
supporting the unique value
of families developing
informal support networks
with one another

• Being extremely patient
and allowing time to pass
rather than taking over
the situation

• In situations where
ACTION has not proved
beneficial, it is essential to
have support from
trusted co-worker(s)

• Learning and
developing as
practitioners due to the
in-depth relationships
developed with families

• Immense intrinsic
satisfaction and feeling
privileged to get to know
the families so well
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3 Partnerships in best practice:
advancing gerontological care
in Scotland

Debbie Tolson, Irene Schofield, Jo Booth,
Timothy B. Kelly

Introduction

This chapter reflects on the first five years of a longitudinal action research study
designed to promote evidence-based gerontological nursing across Scotland
(Tolson et al. 2006; www.geronurse.com). The project arose in response to the
national strategy for nursing and midwifery, which called for partnerships in
promoting best practice (SEHD 2001).

The study known as the Gerontological Nursing Demonstration Project
(GNDP) sought to establish collaborative partnerships to enhance and improve
the care of older people across all care environments within the National
Health Service (NHS) and independent sector within Scotland. Strategic alli-
ances were formed between the research team, policy-makers, health care
providers and other stakeholder groups bringing a range of perspectives and
influences to bear. Capitalizing on a key partnership with NHS Quality
Improvement Scotland (the national standard-setting agency for the NHS in
Scotland) research outputs included national evidence-based guidance known
as best practice statements and related companion guides for older people.
Other outputs were an Internet-based practice development college using a
social participatory learning approach, and a conceptual model to promote
inclusive practice development on a large scale. A range of partnerships con-
tributed to the success of the project. This chapter examines the development
and challenges associated with key partnerships and collaborative processes.
The project continues and over time our understanding of partnerships in best
practice evolves. Here we reflect on insights gained whilst undertaking a large-
scale action research programme in the complex and ever-changing world of
health care, and consider whether lessons from the field of nursing can apply
elsewhere.
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The chapter commences with background information and an overview
of the project. We focus on one of the project products, the practice develop-
ment model, before discussing issues and processes related to partnerships and
the involvement of stakeholders. Later we consider other outputs, namely, the
Internet-based college and the models used to develop care guidance and con-
sumer resources. We conclude by sharing lessons learned which may be helpful
to others planning similar large-scale involvement projects.

Background to the demonstration project

Despite the current emphasis on nurses providing evidence-based care, there is
debate about how this can be achieved. Considerable effort has been expended
on systematically developing care guidance using hierarchies of evidence (for
example, see Scottish Intercollegiate Guidelines Network [SIGN] National
Clinical Guidelines, www.sign.ac.uk, or National Institute for Health and
Clinical Excellence [NICE] Clinical Guidelines, www.nice.org.uk). The assump-
tion is that guidelines developed from a systematic review of scientific
evidence are more robust than those based on other knowledge, including
consensus and expert opinion. This fails to acknowledge that scientific evi-
dence goes through some very human filters during the guideline construction
process (Malterud 2001; Raine et al. 2004). In addition, the exclusion of profes-
sional craft knowledge (Rycroft-Malone et al. 2004) means that professionals
must translate guidelines to fit both their beliefs about practice and the con-
text in which they work. By actively involving practitioners in ‘guideline
production’ we aimed to overcome this problem.

At the outset, the scope for developing nursing practice in Scotland was
unclear with considerable variability in available resources. Many nurses work-
ing with older people were geographically and/or professionally remote from
peers who wanted to champion better care. Furthermore, ways of involving
older people using their expertise to enhance care experiences were under-
developed. Against this background our project aimed to design a national
approach to promote and disseminate best practice in partnership with both
service providers and users. Given the emerging critique of evidence-based
guidelines, the GNDP sought to overcome existing limitations and develop a
nursing-focused model for the process of care guidance construction.

An overview of the Scottish demonstration project

In identifying the challenges that the project faced (Table 3.1) we recognized
that solutions would need to be agreed by all stakeholders. We would also
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have to address theoretical, methodological and logistical concerns, whilst
satisfying policy-makers and future strategists that the solutions identified had
demonstrable impact, were affordable, and worthy of possible mainstreaming.
We did not want the products of our endeavours to sit on library shelves;
we wanted them to be used in practice and to influence policy. This required
that we worked collaboratively with multiple stakeholders and a number of
agencies; hence the attraction of action research.

We used an involvement methodology (longitudinal, multi-site, action
research) to collaborate with nurses, older people and other key stakeholders
to identify, test and refine solutions. The solution which emerged has been
called the Caledonian Model.

The Caledonian model

The emergent Caledonian framework (Figure 3.1) offers a template for a
national approach to practice development connecting national care guidance
directly with practice.

A special type of group, known as a community of practice (CoP) (Wenger
2003), collaborates to draft evidence-based guidance in the form of a best
practice statement. This includes science, practice know-how and older
people’s experiences of and preferences for care. The draft guidance is tested in
a local demonstration site such as a hospital ward or care home to ensure it is
achievable and to prepare implementation resources for others providing care.
A virtual college is used to enable the two groups to work together to share
experiences, develop skills and understanding, and find solutions to enable
evidence-based practice. Once the care guidance is in its final form, and follow-
ing external consultation, it is published and disseminated by the national

Table 3.1 Challenges and solutions

Challenge Solution

To understand and describe best practice from
the professional and older person’s
perspective

Best practice statements and companion
care guidance

To motivate and empower practitioners to
deliver best practice

Agreed values reconciliation and
explication
Social participatory learning in a CoP

To create resources and mechanisms to
support the achievement of best practice
across the range of practice environments

Virtual college
Demonstration sites
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agency, NHS Quality Improvement Scotland (NHSQIS), becoming a resource
for the wider community involved in the health care of older people. The
virtual practice development (PD) college, its members, and the demonstra-
tion site act as resources for others seeking to implement the best practice
statement. This multifaceted framework has emerged through alliances with
stakeholder groups and a shared determination to enable best practice to be
more than rhetoric.

Figure 3.2 captures the dynamic way in which the Caledonian model util-
izes the scholarship of practice and enquiry and blends elements of both tech-
nical and emancipatory approaches to practice development. This, coupled
with the active involvement of older people, combines integration, learning
and application to achieving evidence-based practice. The energy these pro-
cesses create fuels progress towards sharing understandings, and our experi-
ence over five years reveals the importance of meaningful partnerships between
practitioners, older people, academics and policy-makers (Tolson et al. 2006).
Having described the principles upon which the project is based we consider
selected components in more detail.

Figure 3.1 Overview of the Caledonian framework.
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Designing the project

As typifies much action research, details were initially vague but matured over
time. Our involvement methodology was influenced by several theoretical per-
spectives. The enhancement approach, which encourages practitioners to use
theory and values to advance practice, was selected for its focus on practitioner
empowerment (Holter and Schwartz-Barcott 1993). Realistic evaluation pro-
vided a formative evaluation framework identifying and reinforcing what was
working well in support of our quest for continual improvement (Pawson and
Tilley 1997). We also drew on other accounts of practice development, helping
us to unpack the complex relationships between context, evidence and facilita-
tion (Clarke and Wilcockson 2002; McCormack et al. 2004). We approached
others, including potential funders, with only a ‘rough sketch’ of our ideas,
requiring a ‘leap of faith’ and commitment on their behalf.

Involving practitioners

An initial group of 36 nurses, working in a range of roles, mainly from the
NHS in Scotland volunteered to join the project. Very quickly it became appar-
ent that we were collaborating in a way that reflected the essential elements of
a CoP (Wenger 2003). Members of a CoP are mutually engaged on a joint
enterprise and, in the process, develop a shared repertoire of resources that are

Figure 3.2 Representation of the practice development model (reproduced with permis-
sion. Tolson, D., Schofield, I., Booth, J., Kelly, T.B. and James, L. (2006) Constructing a new
approach to developing evidence based practice with nurses and older people, World Views
on Evidence Based Nursing, 3(2): 62–72).
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available to all group members. As we progressed strategies were adopted to
nurture features of a true CoP (Henri and Pudelko 2003).

Team-building strategies fostered a sense of togetherness and promoted
bonding between group members, either during preliminary days held at the
university, or online using the computer. In order to help participants remem-
ber details of each other, they prepared brief notes explaining their jobs and
practice interests, augmented by photographs that provided an aide-mémoire
when they were unsure who they were meeting online. In doing this many
individuals included comments reflecting their beliefs about practice. For
example, one nurse working in an acute hospital ward noted, ‘I believe
passionately that older people must be well informed and deserve choice’.
Another from a care home stated that she had introduced person-centred
documentation. By sharing such views and experiences the need for an
explicit and agreed value base was identified. This represented a milestone
in becoming a CoP, with a shared philosophy, rather than a network of
individuals with a common interest.

The inaugural CoP (core group for short) shaped and tested approaches
supporting large-scale practice development, and began to agree the value base
which should underpin advances in caring (Kelly et al. 2005a; Tolson et al.
2005). Over time the project expanded beyond the capacity of a single group
and 11 further communities were formed, as shown in Table 3.2. Each new
community had an explicit purpose relevant to the longitudinal study and

Table 3.2 Overview of the 11 Communities of Practices involved in the demonstration
project

CoP Membership Purpose Lifetime

1 Core Group 36 NHS and Care
Home Registered
Nurses

Pioneer working methods
and practice
development model and
advance practice locally

2001–04

2 Demonstration Site
1 Care – NHS
Community Hospital

All nursing staff,
membership of
multidisciplinary team
and housekeepers

Field test Nutrition best
practice statement (BPS)
and working methods

2001–03

3 Care Home Group 30 Care Home
Registered Nurses

Refine working methods
and advance practice
locally

2002–05

4 Demonstration Site
Care Home

All staff Field test Depression BPS
and development of
implementation
resources and practice
audit

2002–04
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refining the practice development model. Each also had points of connection
to existing groups, to encourage a continuous process of reflection and critical
peer feedback.

A particular challenge was giving practitioner groups time to test and
refine approaches and grow the confidence and clarity in their methods and
procedures to enable them meaningfully to involve older people. Compound-
ing this challenge was the recognition that our increasing reliance on the
Internet-based college could potentially restrict access for the users we were
determined to involve, namely, older people.

5 Demonstration Sites
3 and 4 – Care Home
and NHS
Rehabilitation Ward

All Staff in Care Home.
Nursing and assistant
house physician (AHP)
teams in NHS

Field test Physical Activity
BPS and development of
implementation
resources and practice
audit. Test twin
demonstration site model

2003–05

6 Demonstration Sites
5 and 6 – Care Home
and NHS Acute
Ward

All Staff in Care Home.
Nursing and AHP
teams in NHS

Field test Oral Health BPS
and develop
implementation
resources and practice
audit. Test twin
demonstration site model

2003–05

7 Involvement Group 21 older people and
carers

Expand involvement of
users in virtual college
and develop companion
resources for older people

2003–05

8 Work-based learning
modules Group

18 registered nurses Pilot uni/multi-
disciplinary degree level
module variants of PD
experience

2003–04

9 Communication
Group

23 registered nurses Develop Hearing
Disability BPS and test
compressed facilitation
PD model

2004–06

10 Demonstration Sites
7 and 8 – NHS
Primary Care Setting
and Day Hospital

All nursing and AHP Field test Hearing
Disability BPS and
development of
implementation
resources and practice
audit

2004–06

11 Impact Group 22 registered nurses Evaluation practice
impact of Caledonian PD
Model

2005–
ongoing
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Developing a shared value base

The original core group recognized that practitioners are reluctant to imple-
ment evidence-based guidance which does not reflect their beliefs about prac-
tice or relate to older people’s preferences. Therefore it was essential that all
involved in the project shared a common set of values that were explicit and
accessible to all.

Influenced by Pawson and Tilley’s (1997: 164–9) interpretation of ‘realistic
evaluation interview methods’ the value base was developed through a series
of group interviews, both online and in real time. Based on group discussion,
the facilitator drafted emerging descriptions of gerontological nursing and its
underpinning value base. Participants took the emerging description back to
practice asking colleagues for critical comment. Older people commented on
the penultimate draft. A further five months of work was required to achieve a
description of gerontological nursing and principles underpinning practice
(Kelly et al. 2005a). These are revisited by each new CoP to ensure relevance.
Current versions are displayed on the website to encourage external comment
and criticism (www.geronurse.com). The initial definition of gerontological
nursing was agreed in 2004 and remains unchanged:

Gerontological nursing is a relationship centred approach that promotes
healthy ageing and the achievement of well being in the older person and
their carers, enabling them to adapt to the older person’s health and life
changes and to face ongoing life challenges.

The principles of gerontological nursing are most often practised within areas
dedicated to the care of older people, however, they can be applied across
all adult settings. The underlying principles also remain unchanged since
2004:

• Commitment to relationship-centred care.
• Commitment to negotiating care decisions.
• Promoting dignity and respect.
• Maximizing potential.
• Commitment to an enabling environment.
• Establishing equity of access.
• Commitment to developing innovative practice.
• Consistency of vision.
• Commitment to teamworking.
• The value of reciprocity.

These principles are continually used to inform and shape all project-related
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work including the best practice statements (BPSs) and approaches to facilita-
tion and collaborative working within the Internet-based college. Central to
these values is the concept of working with older people.

Involving older people

An extension to the ongoing GNDP was designed to remedy the lack of user
participation in the development of the BPS, as well as to demonstrate how
older people can use interactive computer technology to facilitate their own
learning community. Although we minimally included older service users by
asking people their views and inviting comment from national organizations
representing older people, we were acutely aware that the end beneficiaries
of the processes (older people themselves) did not have an opportunity to
be involved in shaping best practice. We acknowledged that we were using
a consumer model of participation, and that we had aspirations to move
towards an empowerment model, where people participate by contributing
their particular knowledge and skills (Barnes and Walker 1996). Policy devel-
opments within Scotland in the areas of inclusion and public use of interactive
technology provided impetus for European and government support for the
project (National Audit Office 2003). Health and social care policy is commit-
ted to the inclusion of patients’ voices in quality improvement efforts and
in setting standards for care. Furthermore, policy dictates that patients are
empowered to take a proactive role in service development (NHS Scotland
2003). So whilst the BPS empowered staff to provide the highest standards of
care, we had yet to provide the information in formats that would similarly
empower the public.

This phase of the project explored ways to increase service user input into
health care practice standards whilst enhancing access to information tech-
nology for older people. Specifically we wanted to promote opportunities for
older people and formal carers to participate and learn within their own virtual
learning community, centred on the same virtual college as the practitioners,
and to develop accessible user guides based on existing BPS concerning the
prevention and detection of depression and nutrition for frail older people.

Therefore we recruited 21 older people via adverts in the local press fol-
lowed by a snowballing technique. We intended to involve a mix of older
people and carers, including care home residents, but the latter proved difficult
for a variety of factors. Twenty-one participants enrolled and 17 remained
throughout the life of the project. The average age of the 13 women and 8 men
was 68.8 with a range from 56 to 94. Twelve of the participants had never used a
computer before, and the rest had extremely limited knowledge of computing.
Preparation for involvement entailed the age appropriate adaptation of IT
equipment and training, and we deliberately recruited a mature computer
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professional who was skilled in adult education to lead this aspect of the pro-
ject. It was anticipated that the older participants would work collaboratively
to develop accessible ‘lay’ BPS resources and that they would interact with and
influence nurses working with older people in ongoing nursing CoPs.

We aimed to foster a proactive partnership by enabling participants to
develop their IT knowledge and skills, so that they could take a confident role
within the project. Personal computers were customized with appropriate
adaptive equipment to reflect any functional limitations participants might
have, and given on long-term loan to all participants residing in their own
home.

The virtual practice development college was adapted to make it more
accessible for participants with sensory or mobility difficulties. Participants
worked with computing professionals to alter colour, text and images in the
process of developing their own online learning community. Some partici-
pants took exception to the smiling older woman that we had used on much of
our centre promotional material. This remained an unresolved issue because
opinion was equally split. Nevertheless it did remind us of the need to consider
the issue of how older people are represented, for future projects.

Information technology training, on a one-to-one and small-group basis,
was designed to develop the general skills relevant to using interactive com-
puter technology, such as sending an email and using the Internet, and those
specific to the virtual college, such as using the interactive discussion forums.
Participants received a minimum of a monthly visit from the lead computing
professional, to provide additional training, help troubleshoot any computer-
related difficulties, and assist people to access the virtual college. We were
mindful of the need for continued technical support and confidence boosting,
so feedback gathered at these visits was used to further adapt either the virtual
college or supporting technology to increase accessibility.

The training began with basic computing skills such as keyboard skills,
editing text, understanding file structures. However, older people wished to do
things that interested them such as sending and receiving emails to family
members or visiting websites of interest. Therefore, the training became cus-
tomized to individual interests and project goals. Principles of adult education
suggest that education and training should start with the needs, experiences
and interests of adult learners (Merriam and Caffarella 1991). Our participants
quickly pointed this out to us and one participant in particular was critical of
our initial approach. When the training approach was changed he suggested it
was simply common sense and we should have known better. Consequently,
most participants quickly learned ICT skills, interacting with the project, as
well as family and friends, across the globe. This had several benefits. For
example, one participant began to interact more with her granddaughter using
computers, and saw the benefits of computing for her granddaughter’s educa-
tion. She purchased another computer for her granddaughter and learned how
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to build a home network. Over the course of the project, her computing skills
surpassed some members of the research team.

One participant with the greatest amount of disability presented a particu-
lar challenge in terms of maximizing her level of participation. This partici-
pant was homebound and required a great deal of care and support to remain
in her own home. She received more training and support than any other par-
ticipant but was never able independently to use the computer. She required
someone to sit with her and manipulate the keyboard and mouse for her. One
potential solution was the provision of a web cam so that she could verbalize
her contribution, but she chose not to use it.

How to facilitate the work was a particular challenge. For example, should
we begin by suggesting that participants look at the BPS and try to ‘translate’
the professional content into lay language? We posted the two BPSs and
invited comment but little was forthcoming and so we started anew with just
the care topics. We encouraged people to talk in the forums about their own or
family and friends’ care experiences. We posted a vignette of an older person at
risk of depression in the virtual college and asked participants to post articles
from newspapers to stimulate comment. Many of the articles chosen and par-
ticipants’ comments were scathing of the health and caring services, but
examples of poor care were used to capture what was important to them and
expressed as positive statements within the consumer guidance.

Group processes theory was used to analyse the participants’ online
interactions (Shulman 1999; Kelly et al. 2006). These fell into two main cat-
egories: working on socio-emotional tasks, and the social dynamics of mutual
aid. The former are social niceties that grease everyday interaction, such as
from the participant who regularly posted a thought for the day and com-
mented on his local weather. The latter is that which gives groups their helping
power, like sharing information, giving and asking for support, and individual
problem-solving. It was anticipated that once the participants had achieved
confidence in using the discussion forums that they would work with the
nursing CoPs already established through the ongoing GNDP. This was mooted
with the concurrent nursing CoPs and rejected, as the nurses felt that outsiders
might inhibit their discussion. A solution would have been to have had a
separate joint forum but lack of time prevented this from happening.

Eight people participated regularly in the online discussion forum and
others contributed occasionally online and in two face-to-face social gather-
ings organized by participants and held in a local community centre. Two
participants contributed very little to the project, with one person benefiting
from the PC to enhance his business and the other viewing the visits from the
project team as a social opportunity. A small group of participants expressed a
wish to illustrate and produce the final care guidance documents and this they
did following further training and independent facilitator support. This work
was led by a participant whose spouse had died in the year she joined the
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project. She was understandably low in mood at the beginning and being
part of the project seemed to help her re-engage. Participants demonstrated
more positive attitudes to computers and increased knowledge and skill in
computer use.

Involving other stakeholders

Much of this chapter has focused on involving registered nurses and older
people, so we now turn our attention to the many others who worked with us.
The potential stakeholders who might have been involved were considerable,
and we attempted to strike a balance between being inclusive and strategic
while keeping the numbers manageable, and allowing people to contribute
their expertise without becoming overburdened by our demands. Several
mechanisms, ranging from local implementation groups to an overarching
high-level advisory group, were used.

The high-level advisory group comprised 20 members, representing five
national agencies and three organizations representing older people (Help the
Aged Scotland, Age Concern Scotland, Better Government for Older People).
Directors of nursing from both the NHS and regulated care sector contributed,
as did a number of expert practitioners and academics. Representatives were
also included from the Royal College of Nursing and the British Society of
Geriatric Medicine. Project funders also contributed as appropriate. The con-
sensus was not to include a representative from each CoP at this forum,
although this decision was periodically debated. Efforts were made to encour-
age users to feed into the advisory group by requests on the virtual college. We
accept the criticism that this was a somewhat tokenistic gesture and was
judged to be a resounding failure!

The advisory group met two to three times per year and commented on
periodic progress reports. This group was chaired by the lead researcher (Tolson)
and clerked by an experienced administrator. The remit of this group was to
offer strategic direction and vision for each cycle of the work, and to appraise
the team of relevant developments. Committee agenda and minutes were
posted in the virtual college.

At a more operational level a project management group was convened,
including senior project staff, research assistants, practitioners, administrators
and managers from demonstration sites, which met monthly. The group
adopted a rotational system in chairing and minuting the meeting. This
assisted the team to see project management issues from a variety of perspec-
tives, but was met with mixed responses, including trepidation from novices
to committee work. Over time, it became easier to recognize the boundaries
and limits of devolved leadership, and this rotational strategy seemed to
work well.
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Local implementation groups were assembled by the practice teams and
often included nurses, health care assistants, allied health professionals, doc-
tors, patients and family members, volunteers, housekeepers and porters.
These groups were encouraged to invite someone from the project team and
most often they identified the person who was acting as their practice develop-
ment facilitator. Two groups invited the lead researcher to attend periodically
but this was not the norm.

The conduit linking these various groups was the virtual college where
meeting records could be archived once any sensitive content had been
removed.

Prior to finalizing each best practice statement, NHS Quality Improvement
Scotland, undertook an external consultation exercise. This targeted specific
groups and known experts in the UK. Feedback was also invited on the pen-
ultimate draft via the public website. In this way the process was as inclusive
and responsive as possible and on several occasions international stakeholders
participated.

Practice development college

The prototype PD college used freely available software and was based on a
building metaphor with easily identifiable rooms (Buggy et al. 2004). This
system became unstable owing to increasing demands and the college was
transferred onto a managed learning environment platform called Black-
board. The college is password protected and entered via a public website,
www.geronuse.com. The website contains project information and completed
resources. The PD college provides a safe place for members to collaborate,
learn, report progress and discuss development challenges and share solutions.
The design of the Internet-based PD college has been influenced by the CoP
members and is periodically reviewed in light of user feedback.

The core group worked alongside computing professionals to prepare their
own set of user specifications. These included accessibility, password protec-
tion, a help desk and the use of familiar terms to help them find their way in
the college. Privacy and security of records and archived conversations were
important to all, and the option to lock rooms, to secure files and to choose
whether or not to use automatic recording were requested. Although initially
hesitant of their technical knowledge, participants were soon able to contrib-
ute. The use of the building metaphor was helpful as practitioners could use
familiar language, and have fun. One humorous suggestion was to have a
toilet to flush away bad ideas. The computing professionals worked closely
with the practitioners to shape the college and all went well initially. However,
as usage increased and work in progress accumulated, the practitioners found
it increasingly hard to find their way around. Consequently, the number of
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rooms was reduced and the building simplified. At this point the system failed
and we migrated into Blackboard. Efforts to fully involve the three com-
munities of practice using the college proved too time-consuming and, to
avoid prolonged closure, project staff took the decision to shape the new col-
lege themselves. Feedback and comments were encouraged from all users and
staff, and action taken accordingly. For example, online discussions became
unwieldy and in response to members’ comments, discussion forums focusing
on task-related work were separated from broad discussion and support issues.

User statistics determined patterns of use, which fluctuated. Overall
the pattern of time spent working both independently and collaboratively
increased over time and the balance of individual and group activities was
directly related to the stage of the practitioner’s project-related learning.

The PD college seeks to provide a transformational learning experience,
using a variety of facilitation strategies (see Figure 3.3) (Tolson et al. 2006).
Learning can be facilitated exclusively online or using a blended approach.
All our participant communities preferred the blended model with on average
one hour per week online and periodic real-time study days (maximum of six
per year).

Members of each community share the journey focusing on ‘seeing pos-
sibilities for improvement’ and finding solutions to local implementation

Figure 3.3 Transformational learning journey (reproduced with permission. Tolson, D.,
Schofield, I., Booth, J., Kelly, T.B. and James, L. (2006) Constructing a new approach to
developing evidence based practice with nurses and older people, World View on Evidence
Based Nursing, 3(2): 62–72).
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challenges. On average it takes each practitioner 18 months to complete their
first journey and demonstrate better care locally. This involves cascading
learning through their teams, implementing revised local policies and prac-
tices in line with an NHSQIS Best Practice Statement. Subsequent effort to
develop practice locally is swifter and less reliant on college-based facilitation.
Accessible implementation resources and periodic external facilitation speed
up local achievements.

The practitioner journey enabled the CoP to satisfy its learning goal,
with one measure of success of the learning journey being group behaviour
indicative of CoP behaviour.

A CoP is defined by Lave and Wenger (1991) as a group of practitioners who
jointly hold a socially constructed view of the meaning of their subject know-
ledge as well as what it takes to be an expert in the field. As a CoP is defined as a
group, positive group dynamics should characterize an effectively working
CoP. Consequently, the group dynamics of the original CoP were studied
through analysis of online sessions occurring over years 2–3. Clear evidence of
group development was found and mutual aid flourished (Kelly et al. 2005b).
Supporting each other, shared problem-solving and group cohesion were par-
ticularly strong, demonstrating that the online groups were functioning as a
CoP (Wenger 2003). Through group membership, practitioners worked
together as they engaged in transformational learning. The social participatory
learning framework appeared popular, with several stating that they did not
realize they were learning but were aware that their knowledge had increased!

Partnerships in developing the BPS

To date five BPS have been developed and published by the national quality
improvement agency for Scotland (NMPDU 2002; NHSQIS 2004, 2005a, 2005b,
2005c). Different methods were used to choose the topic of each statement.
Initially there was no clear view of the subject or shape of the care guidance to
be developed, but we wanted to use a constructivist methodology. Nutrition
for frail older people was the initial focus, being agreed as an important topic
in the community that was also in line with political imperatives. The second
and third topics largely derived from the community members’ concerns, and
focused on preventing depression and improving oral health. Promoting phys-
ical activity amongst older people is a key health policy in Scotland, and was
agreed as an area for guideline development following an approach to the
national agency for health promotion. The fifth BPS on communicating with
older people with hearing disability was agreed by the project team and stra-
tegic partners (NHSQIS). Removing practitioners’ choice in this way resulted in
a less satisfactory experience for them, despite successful completion of the
BPS, confirming the benefits of the participatory methodology.
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Older people themselves chose the BPS around which to develop the
companion user guides. They were asked to review the two published BPS
(nutrition and preventing depression) and select one to focus on, sharing
their thoughts online through their learning community. The reviews posted
showed equal concern for both topics and a reluctance to choose only one.
Therefore a user guide for each BPS was constructed.

The framework for BPS construction emerged during the initial BPS devel-
opment process, reflecting the participatory basis of the demonstration project
(Booth et al. in press). Evidence sources were identified through real-time
and virtual debate, consulting with colleagues and older people in their own
practice areas. These included national audits and committee reports, pub-
lished and unpublished care guidance and protocols, sources describing both
user and practitioner experience and know-how, in addition to the traditional
research evidence. Evidence was then reviewed and summarized by a subject
specialist recruited to the CoP to lead the review. Subsequently, participants
identified the messages for practice from the summary and graded each piece
of supporting evidence according to a modified SIGN system (Scottish Inter-
collegiate Guidelines Network, www.sign.ac.uk). Unlike the SIGN system, our
approach included qualitative and experiential evidence for and from practice.
The resulting evidence matrix underpinned the first draft of the best practice
statement.

Initial versions of the BPS were refined by community members in two
ways: first, the values base was applied, to ensure that the draft statement
reflected their agreed principles; second, the draft BPS was tested for achiev-
ability and relevance in the demonstration site. These dynamic processes took
place through the medium of the virtual college. This enabled the CoP mem-
bers, demonstration site staff and expert adviser to access each other and col-
laborate in the virtual environment, overcoming difficulties with real-time
meetings of such groups. On agreement of the final draft of the BPS, national
consultation was undertaken to identify any further opportunities to improve
the statement before publication and national dissemination.

Lessons learned

There are few examples of longitudinal, multi-site action research in the litera-
ture. At the beginning we recognized that working with a distributed pool of
practitioners and multiple contexts of care would provide many challenges,
especially geography and scale of the work. Time spent by the principal
researcher in building relationships with everyone involved paid dividends,
as did the allocation of a principal alternate action researcher (known as the
practice development facilitator) to support each group on a day-to-day basis.
As the work expanded there was a need to strike a balance between the influence
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of the principal researcher in promoting project cohesion whilst letting com-
munities grow in their own distinctive way. The consensus view was to strive
for the former and this required a number of communication strategies to
promote a sense of togetherness. We would recommend that careful attention
is paid to this issue by others embarking on similar programmes.

The merits of investing in strategic partnerships speak for themselves
and positioned us well in terms of turning some of the project outputs (best
practice statements, companion guides) into national resources for users.
These partnerships were also central to our success in attracting major research
funding from a number of sources.

From the outset we sought to work collaboratively with practitioners and
older people. With hindsight, beginning with the practitioner CoP and not a
mixed community including older people was regrettable. At the time the
vagueness of ideas and the conditions of early grants dictated this stance. We
can only speculate on the possible outcomes had we started differently and
recognize that our partnership with older people remains at an immature
stage.

Conclusion

The experience of using the involvement methodology has been enlightening
and has moved us closer to the goal of meaningful research partnerships.
Undoubtedly we have much to learn, and admit at times to stumbling over
issues which might look obvious to an outsider. The things we stumbled over
were often resolvable and related to technical hiccups or making assumptions
that we all shared a common language, or repertoire, to use the terms of the
CoP literature. Our work has gone some way to achieving partnerships in
describing and demonstrating best nursing practice. The characteristics of the
various stakeholder partnerships that we achieved were qualitatively different,
whether such diversity in partnership working is essential or limiting is yet to
be determined.
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4 Changing the culture within
care homes for older people

Sue Davies, Lewis Atkinson,
Barry Aveyard, Una Martin,
Scott McCaffrey, Ann Powell

This chapter describes the implementation and evaluation of an action group
within a nursing home for older people with dementia. The action group
formed part of a wider research project, in which researchers worked with staff,
residents and relatives over a three-year period, on a series of initiatives aimed
at improving experiences of living and working within the home. The action
group co-opted representatives of external agencies, and instituted a number
of important changes. We describe the processes involved in establishing the
action group and identify the impact of the group on the experiences of the
different stakeholders. At various points in the text the authors add their
personal reflections on this process.

The importance of culture within care homes

The past decade has witnessed growing recognition of the importance of ‘cul-
ture’ within care homes for older people (Help the Aged and the National Care
Homes Research and Development Forum 2006). According to Schein (1985),
culture consists of shared values, beliefs and assumptions that guide the
behaviour of individuals and groups in organizations, whereas Kitwood defines
culture as ‘a settled patterned way of giving meaning to human existence in
the world, and of giving structure to action within it’ (Kitwood, cited in Ronch
2004: 64).

Culture is important within care homes for the impact it has on the way
that people act and behave (Ronch 2004). To create positive experiences we
need to ensure that the prevailing ‘culture’ values older people, their families
and staff (Davies 2003). This is unlikely to be realized unless the needs of all
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stakeholders, including staff members, are taken into account (Davies 2003;
Hurtley 2003).

In an earlier project, Sue Davies, one of the authors of this chapter,
identified a range of factors that contribute to ‘culture’ within a care home,
including structural and organizational characteristics, values and goals, as
well as the nature of relationships between residents, staff and family members
(Davies 2001, 2003). Three types of community were identified: the controlled
community; the cosmetic community; and the complete community. She
suggested that the ‘complete community’ provides the most positive experi-
ences for older people and promotes ‘best care’. The ‘complete community’
has the following features:

• Enablement, partnership and interdependence are valued.
• Person-centred and relationship-centred care are practised.
• Staff work as an effective team with mutual appreciation and some

blurring of roles; relatives are integral members of the team.
• There are close links with the local community.

As culture is important we need to consider how we might change the culture
of care within a care home to create the most appropriate type of community.
Partnership-working potentially generates solutions that individuals or groups
alone cannot produce, with the contribution of service users now being well
established. In care homes for example, a number of initiatives involving older
people and their relatives in developing services have been reported (Raynes
1998; Rantz et al. 1999; Reed et al. 1999). However, a limitation of many
such projects is that whilst residents and relatives may identify areas for devel-
opment, responsibility for enhancing these usually rests with the staff. The
potential for shared ownership of solutions, as well as problems, may therefore
not be fully realized. The action group we describe presents an alternative
model involving staff, residents, their relatives and academic researchers as
equal partners. Our broad aim was to create opportunities for everyone to
contribute to developing the home as an ‘enriched’ environment in which
to live, work and learn. Using action research, the partnership has enabled
us to work together to prioritize developments that have improved things for
residents, relatives and staff.
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Reflections 1: In the beginning

After taking up post as manager of the home in October 2000, I was very inter-
ested in the concept of practice development and shared this enthusiasm with
staff. I particularly wanted to explore the possibility of developing the home as a
‘teaching nursing home’ and I arranged for staff to visit other practice develop-
ment units. In March 2001, I contacted the Professor of Gerontological Nursing
at the University of Sheffield to explore possibilities for working together. Two
lecturers within the School of Nursing and Midwifery expressed an interest in
working with us to develop practice and we were able to secure a small research
grant from the University of Sheffield (£2,000) to support the work. A further sum
of £3,778 was allocated by the North Trent Workforce Confederation to enable
staff members to be released to attend activities associated with the project.
These sums of money were invaluable in helping us to get things started.

In the early days, it wasn’t always easy to maintain everyone’s enthusiasm for
what we were trying to do. However, within the action group, we were able to
support each other, and we also learned a lot from other nursing homes. We
achieved a great deal, although sometimes progress was painfully slow. I was
particularly pleased that some relatives seemed to find a renewed sense of pur-
pose through their work with the action group. They certainly helped the staff to
feel valued. Collaborating with researchers also helped to ensure that the project
built upon current research in dementia care. Without the action group, lots of
things would never have got off the ground. I certainly learnt a great deal from
the experience of joint working with the university, relatives and residents. I also
felt very privileged and humbled to be involved in empowering residents and
relatives to be able to make a meaningful contribution to, and have some control
over, their destinies. The support and encouragement from Sue Davies and Barry
Aveyard (senior lecturers) throughout this journey was wonderful. I couldn’t have
done this on my own.

(Ann Powell, former Manager)

67 Birch Avenue

The project occurred in a nursing home for up to 40 older people with
dementia in the North of England. The home was unusual, being managed
jointly by an NHS Care Trust and a local Housing Association. The building
was purpose-built in 1994 and divided into four bungalows around a central
courtyard. Separate dining and sitting rooms within each bungalow provide a
homely environment and bedrooms are all single with en-suite facilities. Most
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residents have advanced dementia and many also have complex physical
health needs. The home has a good reputation in the locality and usually has a
waiting list of prospective residents. Many of the residents are well supported
by family members. The home provides placements for student nurses.

At the outset we identified the following objectives:

• To establish the experiences of residents, relatives and staff about
living and working at the home.

• To use up-to-date research to improve the experiences of residents and
carers.

• To enable staff, carers, residents and researchers to establish develop-
ment projects.

• To monitor the processes and conditions necessary to achieve the
above objectives.

These initial objectives were identified by the researchers and the then manager
of the home, and their relevance was reconsidered whenever new stakeholder
groups became involved.

From the outset, the project was underpinned by the notions of
relationship-centred care and the Senses Framework (Nolan et al. 2002), as we
wanted to see if applying these theoretical ideas would help to improve experi-
ences within care homes. The phrase ‘relationship-centred care’ emphasizes
‘the importance of the interaction between people as the foundation of any
therapeutic or teaching activity’ (Tresolini and the Pew Fetzer Taskforce 1994:
11). Nolan et al. (2006) have applied this concept to work with older people
and argue that care staff need help to identify ways of interacting with older
people and their families that best support relationships (Nolan et al. 2006),
using the Senses Framework. The Senses Framework is built upon many years
of research in a range of care environments (Nolan 1997; Davies et al. 1999;
Nolan et al. 2001, 2002) and suggests that the best care for older people
involves the creation of a set of senses or experiences for those older people, for
family caregivers and for staff working with them. These are:

• a sense of security – of feeling safe and receiving or delivering com-
petent and sensitive care

• a sense of continuity – the recognition of biography, using the past to
contextualize the present

• a sense of belonging – opportunities to form meaningful relationships
or feel part of a team

• a sense of purpose – opportunities to engage in purposeful activities or
to have a clear set of goals to aspire to
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• a sense of achievement – achieving meaningful or valued goals and
feeling satisfied with one’s efforts

• a sense of significance – to feel that you matter, and that you are valued
as a person (Nolan et al. 2002).

Through linking the experiences of older people, their families and staff, the
Senses Framework also has the potential to promote understanding of the
experiences of others, with resulting improvements in communication and
partnership working. Our project used the Senses Framework and relationship-
centred care as the basis for improving experiences within care homes.

The ‘research’

The project used a broadly constructivist framework (Rodwell 1998) in an
attempt to create joint accounts or ‘co-constructions’ capturing shared views
of what was happening. We gathered several types of information throughout
the project, including:

• observations by the researchers and informal interviews with resi-
dents, relatives and staff

• questionnaires to staff and relatives about their views on care
• staff ‘away days’ to discuss feedback from the questionnaires and

generate ideas for development work
• preparation of a ‘needs and priorities’ report and feedback to all

groups
• a working group to take ideas forward (Support 67 Action Group)
• developing an educational programme for all staff to which relatives

were also invited.

The Support 67 Action Group is the main mechanism driving the project. It
includes relatives, representatives of staff groups (domestic staff as well as nurs-
ing care staff), the manager and deputy manager, research facilitators and
senior managers from both the NHS Care Trust/Housing Association that
jointly manage the home.

The action group met monthly with members being responsible for lead-
ing the initiatives identified within the needs and priorities report. New issues
and ideas are raised and guest speakers invited, thereby creating links with
external agencies, both statutory and voluntary. The group evolved its own
way of working, only establishing ground rules and terms of reference when
participants had met several times and felt comfortable together (Table 4.1).
Details of this early work are reported elsewhere (Davies et al. 2002; Davies
2003).
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Reflections 2: Evolution, not revolution

I wasn’t there when Support 67 was born and I missed its early days. But I was
there as it grew and matured. I became the manager at 67 Birch Avenue in
January of 2004 and I was excited, if a little bit apprehensive, about this group of
enthusiastic relatives and staff that met to discuss progress within the home and
plan for the future. I soon found that this valuable resource was not something to
be wary of, but helped ensure that the home where they had placed their loved
ones was openly accountable to them and involved them in planning for the
future and working towards improving services. Relatives also had a relaxed
atmosphere in which they could get to know each other, the manager and other
professionals better. Over time, the group has evolved and relatives now take
the lead in chairing the meeting and managing funds. The manager is no longer
the central player in the group, but part of a team that works towards improv-
ing the service delivered. This team also looks at ways of enhancing the quality of
life within the home by improving the environment and working towards making
Birch Avenue a better place to live.

As a manager of a nursing home, I may be expected to initiate practices for
the improvement of the home. However, too often, the people who are directly
affected by change have little input into what those changes should be and how
best to implement them. Support 67 helps to redress this and encourages joint
working between management, housekeeping, catering, ancillary and nursing
staff to promote quality, person centred care.

(Scott McCaffrey, Registered Manager)

Table 4.1 Support 67 Action Group terms of reference

Group membership is open to all relatives and friends of residents of 67 Birch Avenue, all
members of staff and managers/key stakeholders within relevant agencies. Group funds are
held in an account with the Chapeltown branch of xxxx Bank. A nominated treasurer and
three signatories will manage this account.

The purpose of the group is to:

• Provide a forum for relatives, staff and key stakeholders to meet on a regular basis.
• Work together to develop care and services at 67 Birch Avenue in ways that will enhance

the experiences of residents, their relatives, staff and students.
• Ensure that developments are based on up-to-date research evidence.
• Raise funds to support these developments.
• Liaise with appropriate managers within Sheffield Care Trust and South Yorkshire Housing

Association and other agencies to ensure that developments comply with relevant local
and national policies.

• To advise other relevant groups about the needs of older people with dementia.
November 2004
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Evaluation

After about a year, we gathered more information using interviews and an
away day, to consider our progress. Semi-structured interviews were under-
taken with 18 staff members and seven relatives, specifically exploring their
experiences of the action group and how they would like it to develop in the
future. These were tape-recorded and transcribed.

Residents had been involved in many of the project activities, and a few
residents had briefly attended meetings of the action group, but we could not
interview residents about their experiences due to high levels of cognitive
frailty. However, informal conversations with residents suggested that most
found the activities resulting from the action group enjoyable.

Away day

The away day, attended by six relatives, eight staff members and two managers,
in addition to two facilitators, addressed the following questions:

• What have we achieved?
• Is the Senses Framework useful in understanding what we have

achieved?
• What could we have done differently?
• Where should we go from here?

Participants explored these questions in small mixed groups and came together
for feedback that was tape-recorded and transcribed.

This information was analysed to capture participants’ experiences of the
project, and barriers and facilitators to the change process (see Aveyard and
Davies 2006).

Experiences of the project

Four main themes captured both relatives’ and staff’s experiences of being
involved in the project. The themes were:

• creating a shared understanding
• learning to value each other
• becoming a powerful voice
• moving forward.

(See Table 4.2.)
The results of the evaluation are described more fully in Aveyard and
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Davies (2006). Here we focus on identifying the effects of the project for the
various stakeholders. This proved to be a particularly challenging component.

Interpreting the evaluation

In attempting to ‘tease out’ the impact of the project we made use of the
modified authenticity criteria (Nolan et al. 2003a), described in the introduc-
tion to this book, which suggests that the success of an initiative can be con-
sidered in terms of five criteria: equal access; enhanced awareness of self;
enhanced awareness of others; encouraging action; and enabling action. We
used the information gathered during the interviews and the away day to
explore whether these criteria had been achieved.

Equal access

We made every effort to ensure that everyone had the opportunity to express
their views and contribute to developments. The interviews suggest that, for
staff and relatives, this was largely achieved. However, ensuring that the views
of the residents were represented was challenging. They were always welcome
at meetings, and attended periodically, but their cognitive frailty made

Table 4.2 Themes within interviews with relatives and staff

Creating a shared understanding
The action group improved communication between relatives and staff. By spending more
time together, they felt this had developed a greater understanding of each other’s needs and
consequently relationships had improved.

Learning to value each other
The project provided opportunities for staff and relatives to recognize and show appreciation
for each other’s contribution to life within the home. Feedback during group sessions
reinforced to staff that relatives feel they ‘do a good job’ and provide highly skilled care. Staff
were also able to show how much they valued the continuing contribution of relatives.

Becoming a powerful voice
As individual projects developed, staff and relatives found that by working together they had
developed into a powerful force for change. A number of participants felt that they were able
to exert more influence and promote change by working together.

Moving forward
This comprised three main areas:
• The action group had channelled people’s enthusiasm for change, identifying both

immediate and longer-term goals.
• The group had helped some families to resolve their own situation, for example in coming

to terms with their feelings about placing their relative into long-term care.
• The project was advancing understanding about partnership working in long-term care

settings through publications and conference presentations.
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Reflections 3:  Filling the void

My husband Ernest first went into care just over five years ago. While it was a relief
to hand over the responsibility, it left a huge gap in my life which simply visiting
him did not fill. I was fully aware that I still had a say in his care now that he was
living at Birch Avenue, however, I was unsure how to channel this and, I suppose
like anyone in the same position, I felt somewhat helpless.

Then Ann Powell, the residential manager of Birch Avenue at that time, came
up with the innovative idea of setting up a group comprised of residents, rela-
tives, management and staff to work in partnership. She approached Professor
Mike Nolan of Sheffield University to seek his guidance, and in August 2002 the
group was born. The university came on board in the persons of Sue Davies and
Barry Aveyard, research fellows at the university, and the rest is history!

In addition to the usual fund-raising to benefit the residents of Birch Avenue,
we have a real voice on behalf of our loved ones and relevant issues are openly
discussed within our meetings. Because of the diversity of our membership, that
is, residents who are able, relatives, management and staff, democratic decisions
have been made to the mutual benefit of all concerned. We also have regular
attendance by South Yorkshire Housing Association (who own the home) and
managers from Sheffield Care Trust (who provide the staff for the home).

The group also provides a forum to which members can bring their joys and
concerns and we have a twice yearly evening meeting for relatives when we get
together for a nice social evening, usually with a speaker or some other form of
interest. Quite a few friendships have been formed within our group and we are
always there for each other. This is particularly important because it can be very
isolating when someone you love suffers from this dreadful disease.

All in all, Support 67 is all things to all people; a support group, a fund-
raising body, and a decision-making forum. I think I can speak for everyone when
I say how much it means to me, and I think it speaks for itself that so many of our
members continue to attend our meetings after they have sadly lost their loved
ones. There is a real spirit of fellowship within the group, and Birch Avenue and
those who live or work there are our first priority.

(Una Martin, founding member, Support 67 Action Group and wife of Ernest, a
resident)

sustained participation difficult. We depended largely on staff and relatives to
voice the concerns and experiences of residents.

Further into the project, attendance of relatives fell and one of the
relatives suggested that the ‘formal’ nature of the group may be an issue. We
had tried to keep the meetings as informal and friendly as possible, nonethe-
less, the terminology used, with reference to ‘minutes’ and a ‘chairperson’,
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could be offputting for anyone unfamiliar with such activities. We therefore
re-labelled future meetings as ‘coffee mornings’ and dedicated the first half-
hour to general socializing, before settling to the ‘business’ part of the meeting.
This resulted in an immediate improvement in attendance, not only on the
part of relatives, but also staff.

Clearly, great thought must be given to creating an environment where
everyone feels able to participate, whilst acknowledging that people may also
choose not to: ‘I was a bit wary of the sort of feeling that we want to make a
nice support group which people will be expected to join. Have it by all means
for those who want it, but it’s the level of expectation and almost starting to be
cross with people who don’t come and I don’t think that’s a way forward at all’
(relative, interview no. 6).

Some relatives felt that attending the group was not appropriate for them:
‘A lot of people that went, it were mainly – the wife’s ill and they were elderly
themselves and they need that support, they need that group, more so than
what I do. But I like to keep involved with my mum’ (relative, interview no. 2).

For others, attending meetings with researchers from ‘the university’
could be threatening: ‘I think people are frightened of what they might be
coming into, whether they’ll show themselves up, what might be expected of
them’ (staff member, interview no. 1).

There were also practical constraints. Staff worked 12-hour shifts followed
by several days off, so the potential for getting everyone together was limited,
with no ideal time which allowed everyone to take part. Consequently, some
staff felt that they had ‘missed out’:

I suppose maybe they [the researchers] could have got in more to talk
to people. Like I say, I’m not criticizing. I don’t know how much time
you have spent coming in but to be honest with you I don’t think I’ve
ever been on duty when there’s been a meeting going off or anything
where I could talk to anybody. I know there’s been plenty of ques-
tionnaires and letters and things, I’ve always read, but it’s not the
same as speaking to people is it.

(Staff member, interview no. 5)

Residents living in smaller units also meant that staff needed to supervise
residents, further limiting their availability. Disseminating information about
the project proved challenging, we soon discovered that written minutes
were not an effective way of ensuring that everyone remained informed about
developments. Personal contact with members of the action group emerged as
the best way to share information but this was time-consuming. As things
progressed, notes of meetings were summarized into posters, with key projects
and decisions presented as ‘flash points’ (Figure 4.1). This proved an effective
way of communicating with the wider care home community.
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Figure 4.1 Feedback poster.

60 USER PARTICIPATION IN HEALTH AND SOCIAL CARE RESEARCH



11:10:09:08:07

Page 61

Page 61

Enhanced awareness

The project had enabled everyone involved to appreciate each other’s view-
points and experiences, as illustrated in the following exchange which took
place between a staff nurse and a relative at the away day:

Relative: Sometimes, visiting can be difficult and if I can take him
and shave him and do his hair and make him smell nice, that makes
visiting a lot easier, because I’m doing something for him and also
it’s helping me, because sometimes an hour’s visit can seem like
12 hours.

Staff member: But there’s no reason why you shouldn’t be involved
and I think the staff appreciate that, that, you know, you’ve cared for
him before us. There’s nothing that we’re doing for him that you
haven’t already done, so if you want to continue with that role, I can’t
see why there is any reason that you shouldn’t, and it gives you a
purpose.

There was also evidence that staff members felt that they had learned from
each other, both within the Support 67 meetings and the education sessions
established as part of the wider project:

Especially like with the auxiliaries, if they see qualified and auxiliaries
all in together all learning together and saying oh I didn’t know that.
Like we’re split up into little groups you know to answer questions, and
you think you’ve got them all and then it might be just something
like xxx that comes up and you thought of that one.

(Staff member, interview no. 11)

However, the extent to which it was possible for everyone to develop such
insights was limited by a number of factors. In particular, creating time for all
staff within the home to participate was a continual challenge.

One possible effect of not being able fully to involve all staff members
was a lack of understanding about the motivation of some of the relative
participants, and a failure fully to appreciate their particular perspective:

I think relatives have been on a par with staff more, they’ve felt
like they could open up to the staff more which I think is a good
thing. Because, like I said earlier, this is their family home. But I
do think that there have been issues regarding relatives taking over
a little bit. Feeling as though, not realizing that we’re here to do
a job in a sense and you’ve got to take a stand and think that
they’re trying to help here because you can lose touch of the fact that
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they’re trying to help and just think they’re getting a bit on your
nerves.

(Staff member, interview no. 10)

This quote illustrates the ongoing challenge of ensuring that all participants
have the opportunity to share any concerns. Fortunately, notes of meetings
provided many examples of delicate issues that had been discussed, with views
expressed on both sides, without causing friction. One example was the issue
of relatives visiting during mealtimes. Staff found it difficult to make visitors
feel welcome during mealtimes, feeling that it was potentially embarrassing
for residents who needed a lot of assistance to eat if other residents’ relatives
were present. The relative members of the group explained how they appreci-
ated the opportunity to visit at mealtimes, both to share a meal occasionally
and sometimes to assist their relative. After much debate the group put
together some guidelines which were circulated for comment, and an issue
with the potential for conflict was discussed and resolved.

Reflections 4: Finding new meaning

Since my wife entered Birch Avenue in April 2005 and is now receiving the expert
kind of care that should be available to all in her situation today, I have found
myself also being looked after by the staff in the home. On my regular visits the
amount of ‘tender loving care’ given to me and others like me is amazing. On top
of this we have the action group (Support 67) of managers, staff and relatives,
with residents if they are able. This group is a strength and fellowship so much
needed when families are facing the ultimatums of life. I am very privileged to be
part of it because it has filled what could have been a very sad and depressing
time of my life with fulfilment and long-term hope – I say this because several of
the members have already lost their loved one and have stayed as members of
the action group. The close love and fellowship we share also manifests itself in
our efforts to achieve things to improve the care and support for the residents – in
2007 we will have developed a sensory garden offering a safe and beautiful haven
for all in the home. Such can be the results from good cooperation and working,
and I know this will only increase in the coming years.

(Lewis Atkinson, Chair, Support 67 and husband of Connie,
resident at 67 Birch Avenue)

Encouraging action

This refers to the extent to which action is stimulated and facilitated by
the (research) process. In other words, is there a catalyst for change as a result
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of new insights and awareness? The wealth of ideas produced during the
project can be seen as a catalyst for change, and the interviews indicated
that such ideas would have been unlikely to have emerged without the
project:

From what I can see that [the project] has been a force for good and a
force for change, a force for doing what I think we need to do. Look-
ing at what’s happening and looking at what needs to be done and
finding a practical way of achieving it, but not just from one person’s
perspective but from staff’s perspective, client’s perspective, carer’s
perspective and partnerships . . . especially with the uni coming in it’s
pushed people a little bit hasn’t it, they just need that little bit of
shove you know ‘go on, do it, have a go’. If you fail it doesn’t matter,
you’ve had a go.

(Staff member, interview no. 7)

Relatives were also aware how the group had identified priorities for action:
‘I think it has helped, it’s helped to meet people as well you see, know differ-
ent people. If no one came there’d be no incentive. It might not go as far
as we want it to go but at least you know what is needed’ (relative, interview
no. 4).

Enabling action

The final criterion, enabling action, relates to whether stakeholders and parti-
cipants are empowered to act. The ultimate test is therefore whether real
change actually occurs. In spite of the numerous ideas that emerged during the
project, there was undoubted frustration at how long things took to change.
This partly reflected the organizational arrangements, whereby two separate
bodies shared managerial and administrative responsibilities. Limited funding
to support many of the suggested developments was also acutely felt: ‘I think
we’re more aware of things although things are perhaps going a little slowly.
But they’re bound to go slow because things that are being mentioned require
what is at the bottom line, money that is very hard to get. You see we throw
millions away but needy people don’t get it these days’ (relative, interview
no. 3).

The architecture was also a barrier to some developments, particularly
the lack of a large communal area, limiting the potential for shared events.
This was identified as an early priority and was finally realized shortly after the
final interviews when two dining rooms were converted into a larger com-
munal room with dividing doors. Notwithstanding such delays, considerable
progress was made in relation to all of the initial priorities identified by the
group (Table 4.3).
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Reflections 5: Handing it over

Working as part of the action group has for me, as a nurse and an inexperienced
researcher, been one of the most powerful experiences of my nursing career.
Seeing the partnership develop has been an incredible experience: there is no
doubt that staff and relatives have had to take risks and learn to trust each other
and see each other’s point of view. Through doing this they have achieved so
much.

At times it has been frustrating. Things can be very slow to change and what
seems like a common-sense decision or initiative can seem to take an age to come
to fruition. For me I need to step back a little now. I still see the group as playing
its part in developing the home, and it seems at times to be becoming a fund-
raising group. However, it is not my role to decide how the group is run: I am a
member who wants to stay involved and will advise on practice and research
when asked. The group though does now seem very strong and set to flourish for
a long time.

(Barry Aveyard, Lecturer in Nursing)

Shared experiences of culture change within care homes

In preparing this chapter, we became aware of several initiatives attempting
to change the culture within care homes using collaborative approaches. In
reading their reports, we realized that we shared a number of common experi-
ences. Scalzi (2006) for example describe the barriers and enablers to changing
the organizational culture in three nursing homes on the east coast of the USA.
Barriers included exclusion of nurses from culture-change activities, perceived

Table 4.3 Achievements of the Support 67 Action Group

• Activities programme
• Relatives support group
• Booklet for new residents and relatives
• Fund-raising
• Uniforms for staff
• Education programme
• Skills profile for qualified staff
• PAT dog ‘Missie’
• Garden project
• Building modifications project
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corporate emphasis on regulatory compliance and the ‘bottom line’, and
high turnover of administrators and caregivers. Enablers included a critical
mass of ‘change champions’, shared values and goals, resident/family partici-
pation, and empowerment at the facility level. Similarly, Robinson and Rosher
(2006) describe their experiences of attempting to promote a resident-centred
environment within a large nursing home in the US Mid-West. Their sugges-
tions resonate with many of our own experiences and, in Table 4.4, we reflect
on their recommendations and the extent to which these were achieved
within our own project. This also provides more of a flavour of project
activities.

Table 4.4 Recommendations for infusing culture change

Recommendations (Robinson and Rosher 2006) Our experiences at 67 Birch Avenue

Begin by developing a vision. The vision must
be shared and endorsed by all, from corporate
executives to front-line staff

This was achieved through the away days,
and the educational programme, when
staff developed a collage reflecting what
they wanted to achieve within the home.
This was made into posters that were
displayed around the home. With hindsight
we should have included family members in
these activities. Later, residents, staff and
family members were involved in the
preliminary phase of a related research
project in which they were invited to share
what was most important to them about
living and working in the care home. These
comments were fed back to members of
the group

Commit to an organizational decision-making
change that empowers those closest to the
residents, the front-line staff

The Support 67 Action Group was the
main mechanism for achieving change.
We felt it was essential that family
members were involved in this group, as
well as staff. The action group was
represented on other decision-making
bodies within the Trust

Provide education on organizational
restructuring for administration and team
building for staff. Early in the education
process, identify front-line staff who can lead
the teams. Provide additional training for the
team leaders and allow them time within their
job description to lead the way

With hindsight, more efforts should have
been made to engage the qualified nursing
staff as leaders. We did not get the qualified
staff on board early enough and
consequently, struggled to engage them
fully in developments

Continued
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Conclusion

Changing the culture within care homes requires recognition of the complex
and multidimensional nature of life and work in these settings (Dewar 2006).
A review of literature on quality of life in care homes carried out for the charity
Help the Aged (Help the Aged and the National Care Homes Research and

Table 4.4 continued.

Recommendations (Robinson and Rosher 2006) Our experiences at 67 Birch Avenue

Provide intensive education to staff, residents,
families, and volunteers on culture change.
Anticipate that there likely will be staff
turnover for various reasons. Before
beginning, develop a programme for
orientation of new staff and ongoing
education of all staff

Our initial education programme was
successful but largely attended by staff.
Talks at relative support groups were useful.
For the future, we would recommend more
shared training sessions and additional
content within staff induction programmes.
The booklet for new residents and their
families was one attempt to share the
philosophy of the new culture with
newcomers

Because culture change occurs slowly, early in
the education process, select a simple pioneer
practice that can be implemented easily. Make
the change and emphasize the positive
outcomes with all staff. They will be able to
believe that change will truly come to their
nursing home

We began with selecting three changes that
would improve experiences – one each for
staff, residents and relatives. We probably
tried to do too many things at once and
progress initially seemed slow. However,
within the first year, we had secured
funding for occupational therapy input
(residents), established the relatives
support group (relatives) and persuaded
the Housing Association to purchase
uniforms for staff (staff)

If major barriers are encountered that threaten
the culture change journey, stop and focus on
maintaining the vision and preserving the
changes that have been made, while dealing
with the pressing issues. Focus on the major
purpose of culture change: to improve the
quality of life for the residents. Do not give up!

A major review of the service provided at 67
Birch Avenue by the NHS Trust managing
the home two years into the project, acted
as a distraction from the work of the action
group as staff became preoccupied with
other issues. However, ultimately, the
review process was helpful to the work of
the group by recognizing and
acknowledging its role as an important
decision-making body within the home

Source: after Robinson and Rosher 2006
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Reflections 6: Moving on, letting go

For me, Support 67 was like a dream come true. I had spent several years (while
undertaking a PhD) interviewing relatives about their experiences of helping a
loved one move into a nursing home, and hearing about the guilt and sadness,
and loss of control that many relatives experienced at this time. I became con-
vinced that the notion of care homes as ‘communities’, where everyone has an
important contribution to make, offered the most likely way of transforming
experiences, but didn’t really know where to start to make this a reality. The
opportunity to work closely with the community at Birch Avenue was a chance to
learn about the process of achieving change in ways that would benefit everyone.

The next three years provided some of the most rewarding (and the most
demanding) experiences of my career. Particular memories include:

• the challenge of persuading staff of the value of taking time out to attend
an away day when they were most worried about leaving the home
short-staffed

• the looks on their faces when we fed back some of the very positive
comments from family members in response to our questionnaire

• senior managers’ enthusiasm for engaging with relatives and staff, and
their willingness to try to make things happen

• twelve volunteer university students arriving on a chilly March day to
clear gardens and plant spring flowers

• the tenth anniversary celebrations in December 2004, lots of ‘grumbling’
in advance, but everyone pulling together in the end, a brass band play-
ing Christmas carols on an unseasonably warm December day, children
dancing in front of delighted residents wrapped up in blankets in their
wheelchairs

• the wonderful welcome I received whenever I walked through the door.

In 2005 I moved to the USA and my direct involvement at the home came to an
end. For some time I had been concerned that if we (university staff) withdrew,
then the group would grind to a halt. This has been far from the case. The
Support 67 Action Group is now an established part of the culture of the home
and goes from strength to strength. Relatives and staff support each other and
achieve far more together than they could independently. It can be done. It can
happen anywhere with the right ingredients – good leadership and a committed
group of individuals.

(Sue Davies, Visiting Reader in Gerontological Nursing)
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Development Forum 2006), concluded that homes should work to develop
cultures that support relationship-centred care. The review also suggested that
the interdependence of staff, residents and family members is crucial to the
success of a home, and that any attempt to promote a positive culture within
the care home setting needs to nurture these important relationships.

Within this chapter, we have described an initiative to develop a col-
laborative model of partnership working involving staff, residents and family
members within a care home for older people with dementia. Our experience
demonstrates the importance of effective leadership, involving all stakeholders
and the availability of expert advice in achieving a positive care home com-
munity. The role of ‘champions’, people who are committed to the change, and
have the energy to see it through, is also clear. However, access to sufficient
resources, particularly in terms of staff time, is also essential.
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5 ‘A changing life’:
co-constructing a personal
theory of awareness and
adjustment to the onset of
Alzheimer’s disease

John Keady, Sion Williams, John Hughes-
Roberts, Pat and Mo Quinn

Introduction

In this chapter we provide an account of an emerging qualitative research
approach that engages people living with long-term conditions as co-
discoverers and co-researchers in the theoretical construction of their own lived
experience. This approach, termed ‘Co-Constructed Inquiry’ (CCI) (Keady and
Williams 2005; Williams and Keady 2005), has evolved since 2003 in partner-
ship with people with dementia, their families and JH-R, a clinical nurse special-
ist within a memory clinic in North Wales – and co-author on this chapter.
Along with two other families and one person with dementia living alone, the
two remaining co-authors (MQ, a person with Alzheimer’s disease, and PQ, her
husband) have been instrumental in helping to identify, test and refine CCI
and the language used to communicate its underlying properties and methods.

Co-Constructed Inquiry comprises three sequential acts, namely: Building
the Set; Performing the Production; and Bringing down the Curtain, with each
act divided into different stages, scenes and parts. The opening act of ‘Building
the Set’ involves working ‘behind the scenes’ to establish the study, seek
funding, negotiate and identify the theatre of study (that is, its substantive
area) and research script (its aims and objectives), obtain ethical permission,
cast the actors (that is, principal investigators for the co-construction, in this
study MQ, PQ and JH-R), liaise with supporting cast members (that is, the
clinical area of JH-R, the consultant psychiatrist and MQ’s extended family)
and ensure that all contributors are aware of their role within the production.
The theory-building process of CCI is conducted in its second act, ‘Performing
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the Production’, and is embedded within personal narrative and individual
life-course, allowing the actors to co-construct a theoretical model of lived
experience. This is performed, first, through the production of a ‘life-story
script’ and second, by abstracting a ‘personal theory’ from the narrative
account. With permission and/or collaboration of other actors, selected per-
sonal theories undertaken in the same theatre of study can be compared and
contrasted in order to produce one ‘collective theory’ of the experience; a
process that is outside the scope of this chapter. The third act of a CCI, ‘Bring-
ing down the Curtain’, is about exit and dissemination strategies by the actors
and cast members taking part in the research process.

We describe each of these acts, paying particular attention to the devel-
opment of MQ’s ‘life-story script’ and her co-constructed ‘personal theory’
which explains (in MQ’s words, using her autobiographical narrative) her early
awareness of, and adjustment to, her Alzheimer’s disease (the theatre of
study for the research script). The chapter concludes with a discussion about
the implications of MQ’s personal theory for practice. However, to set an
appropriate context, we briefly rehearse approaches to understanding early
awareness in dementia.

Early awareness in dementia

The concept of awareness in dementia is not new. In a translation of Dr Alois
Alzheimer’s original case notes on Auguste D’s admission into the Frankfurt
am Maine insane asylum in Germany in November 1901, he wrote:

Writing: When she has to write Mrs Auguste D, she writes ‘Mrs’ and
we must repeat the other words because she forgets them. The patient
is not able to progress in writing and repeats, I have lost myself [our
emphasis].

Reading: She seems not to understand what she reads. She
stresses the words in an unusual way. Suddenly she says twins. I know
Mr Twin [our emphasis]. She repeats the word twin during the whole
interview.

(Maurer et al. 1997: 1548)

Auguste D was 51 at the time and she died in the asylum on the 8 April 1906
aged 56. Whilst these medical notes are only snippets of Auguste D’s life, they
nevertheless tell an important story. For example, and as our italics under the
‘writing’ sub-heading illustrate, she struggled to absorb altered meanings of
self into her new identity. Furthermore, Auguste D’s identification of ‘Mr Twin’
during a reading test is important as it informs contemporary practitioners
that cognitive and neuropsychological assessments are only meaningful if
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they demonstrate an appreciation of a person’s life biography, comprising a
shared understanding/discourse of life events (see also Keady and Bender
1998). Failure of biographical awareness results in assessments that are super-
ficial in nature, objectifying subjective life events. Maurer et al.’s (1997) work
also emphasized that Alzheimer’s disease (as it was to be called following the
post-mortem study of Auguste D’s brain (Alzheimer 1907)) is a condition of
both middle and older age; an issue not lost on MQ and PQ and their family.
Accordingly, recent discourses about service provision for younger people with
dementia within older person services (DoH 2001b, 2005) must be challenged
as a threat to positive person work, social inclusion and self identity. One
hundred years on, much work remains to be done.

The early 1990s saw a call to re-orientate the dementia care literature away
from an (over)emphasis on ‘caregiver burden’ to the involvement of people
with dementia in understanding their own ‘illness and its course’ (Cotrell and
Schulz 1993: 205), and the academic and practice community has responded
enthusiastically, especially concerning early awareness and adjustment (for a
review see Clare et al. 2006). As Harris and Keady (2006: 6) recently identified,
the experience of dementia is an evolving dynamic that embraces the whole
person, raising areas of ‘ethical, social-psychological and neurological signifi-
cance’. Crucially, recent years have seen people living with dementia articulat-
ing their own needs and campaigning for changes at macro and micro levels of
political and health/social care systems (see the work of the global Dementia
Advocacy and Support Network International at www.dasninternational.org,
accessed 18 December 2006, or nationally the Scottish Dementia Working
Group at www.alzscot.org, accessed 18 December 2006). Such involvement
was exemplified by Gloria Sterin (2002) who, before her untimely death in
2006, wrote with heartfelt passion about her detest of the word ‘dementia’ and
the need to be seen as a person who can cope with the disease, albeit within an
altered perception and understanding of time.

Increasingly, people with dementia caution against a uni-dimensional
view of their life, highlighting that their life is lived within the context of a
relationship (Nolan et al. 2006), with the complex dependency and inter-
dependency that results. The study of families in dementia care is an import-
ant and emerging area, to which we will return. However, first we will briefly
outline the main elements of CCI.

Co-Constructed Inquiry: an overview

Our aim in developing CCI was to answer the challenge set by Charmaz
(2000: 510) for a revisionist approach to grounded theory that covered the
‘mutual creation of knowledge by the viewer and viewed {that} aims towards
interpretive understanding of subject’s meaning’.
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In her extensive writings in the field of chronic illness (Charmaz 1990,
1991, 1995, 2000), Charmaz (2000) argued that the traditional approach to
generating grounded theory using constant comparison and theoretical sam-
pling (Glaser and Strauss 1967; Glaser 1978) took an objectivist standpoint
that limited the contribution of the participant to confirming/disproving the
researcher’s derived theory/theoretical codes. Accordingly, Charmaz (2000)
questioned the ‘fit and work’ (Glaser and Strauss 1967) and generalizability
of all (previously) reported objectivist grounded theory models. She argued
that the role of the researcher in grounded theory is not to bring objectivity to
the theoretical process, but, instead, to forge personal relationships enabling
‘the viewer and the viewed’ to shape meanings in their encounter allowing
for the mutual creation of knowledge. Consequently, reality arises from inter-
active processes and their ‘temporal, cultural and structural contexts’ (Charmaz
2000: 524), a position that questioned the philosophical foundations of
traditional grounded theory research.

Instead, Charmaz (2000) applied the principles of constructivism (namely,
stakeholder involvement, partnership working, relationship formation, bio-
graphy and narrative work) to the mid-range theory-building properties of
grounded theory (Glaser and Strauss 1967; Glaser 1978) the result being
‘constructivist grounded theory’. Whilst strongly contested by Glaser (2002),
constructivist grounded theory brings a co-researcher model to the practice
of grounded theory research, building, over time, shared perspectives and
in-depth testing of subjective meanings and interpretations. Simply put, con-
structivist grounded theory concerns how participant(s) construct the realities
of their lives using their symbols and language, with the role of the (co)-
researcher being to help identify, construct and agree shared meaning in the
substantive area of enquiry.

Our interpretation of Charmaz’s (2000) position holds that constructivist
grounded theory is about generating evidence from a biographical perspective,
whereby the ‘real expert’ is not the researcher with his/her knowledge and
skills, but the person living with the condition under exploration. Successful
constructivist grounded theory requires a set of biographical and relationship-
centred keys that help to unlock and document this experience in a facilitative
and partnership-orientated way. Accordingly, constant comparative analysis,
which is so important in traditional grounded theory study (Glaser and Strauss
1967; Glaser 1978), becomes subordinate to the individual participant’s mean-
ings and how this narrative is embedded – and constructed – within their own
life-course. Charmaz (2000: 524) described this shared journey as a search
for ‘conditional statements’ that do not generate the ‘generalizable truths’
comprising traditional grounded theory, but rather ‘generic concepts’ that
may (or may not) be applicable to other – arguably similar – substantive fields.

Whilst we broadly agree with Charmaz (2000, 2006), she neither spelt out
how to conduct a constructivist grounded theory study nor how to mutually

72 USER PARTICIPATION IN HEALTH AND SOCIAL CARE RESEARCH



11:10:09:08:07

Page 73

Page 73

create knowledge, leaving a significant vacuum limiting empirical application;
an observation recently reached by Mills et al. (2006). Co-Constructed Inquiry
is intended as a way forward, and its theoretical underpinnings are a blend
of the:

• values of Glaser’s (1978) approach to generating grounded theory
• principles of constructivist grounded theory (Charmaz 2000)
• longitudinal application (and exchange) of autobiographical narrative

(Gubrium 1993; Roberts 2002; Keady et al. in press)
• engagement of practitioner-research methods (Reed and Proctor

1995).

By working in partnership with people with dementia and all the authors
named at the head of this chapter, we also developed and tested ‘guided auto-
biography’ (Keady et al. in press) as a method of producing a ‘life-story script’
in order to gain in-depth biographical knowledge so that meanings and per-
ceptions of living with a long-term condition are reflective of a person’s active
life-course.

Co-Constructed Inquiry is also embedded within a practitioner-research
approach (Reed and Proctor 1995), primarily to keep the evolving method-
ology consistent with the lives of people living with long-term conditions,
acknowledging that this journey is likely to evoke a variety of emotional
responses, including upset and depression. People living with a long-term
condition (and their family, however constructed) have a ‘right’ to experience
emotional and psychological ‘lows’, and an adequate cooperative method of
enquiry has to be responsive to such emotions, however prolonged their dur-
ation. Moreover, adopting a practitioner-research approach (Reed and Proctor
1995) helped to: legitimize enduring ‘helping’ relationships in long-term con-
ditions; provided the opportunity for co-constructing the life-story script and
personal theory; built on the theoretical sensitivity of practitioners (Glaser
1978); and provided the context for conditional statements/generic concepts
(Charmaz 2000) to emerge and be tested.

Co-Constructed Inquiry embraces precepts identified by Charmaz (2000)
focused on a series of embedded values (see Table 5.1) that also provide criteria
to underpin the research process. These criteria are applied to each of the three
acts of CCI, namely:

• Building the Set
• Performing the Production
• Bringing down the Curtain.

The language and analytical framework of CCI was developed collaboratively
with people living with long-term conditions ensuring that the process of
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co-construction is meaningful and relevant. Consequently, CCI uses theatrical
and dramaturgical metaphors to illustrate its features and theory-building
properties. Hence, in Performing the Production and the co-construction of the
personal theory, the life-story script is interrogated for ‘centre-stage’ storylines
and their components using a ‘what, how, when’ framework, with the results
placed on a storyboard ready for additional interrogation. In CCI, the contents
of the storyboard become the visual prompts for the mutual creation and
abstraction of personal theory, providing transparent theory-building process.

We elaborate upon these processes actively involving MQ and PQ, after
describing the three acts of CCI.

Act 1: Building the Set

The first act in generating a CCI involves ‘Building the Set’, a ‘hands-on’ ‘dir-
ecting’ phase where the foundations of a CCI are laid within the local setting
and available resources. To date, this initial ‘directing’ task has done done by
JK and SW who assembled and built the set by, for example:

• negotiating the theatre of study and research script with stakeholders
• securing study funding
• negotiating with the clinical area over specialist practitioner release

(members of the clinical area become part of the supporting cast,
especially the direct clinical manager(s) of the specialist practitioner)

• seeking ethical permission to conduct the study
• gaining and securing administrative support to facilitate the work of

co-researchers

Table 5.1 CCI: embedded values

Values CCI denotation

Relationship Requires prolonged and sustained engagement
Trust Requires the creation of a shared and mutually respectful relationship
Self-awareness Based on biographical work focused on past-present narratives
Neutrality To find a safe place to engage in CCI for both/all actors, making

opportunities available for joint working
Equity Equal access to research props for both/all actors in order to facilitate

co-construction
Ethical

safeguards
Practitioner-researcher demonstrates a sensitivity towards being with
vulnerable groups

Creativity Ability to conceptualize lived experience, be open and reflexive to change
Supervision Preparation, support, mentoring and ‘directing’ of all actors
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• casting the actors to perform the CCI – initially focusing on the
specialist practitioner(s) – and then casting (rather than sampling)
people living with the long-term condition

• being available to provide ongoing supervision/direction to the actors
• leading an educational programme for all recruited actors so that their

part in the production is understood.

What is vital in auditioning the cast is securing an understanding about what
is required and establishing that the person living with the long-term condi-
tion especially, has an aptitude towards reflexivity and creativity in the presen-
tation of their condition, and fully accepts their diagnosis at the time of their
casting. Whilst coping and adjustment may fluctuate over the period of their
involvement in the CCI (hence the, specialist, practitioner-research approach
described previously), the casting involves both the practitioner and potential
participants asking:

• Is this for me?
• Am I comfortable with opening up my life?
• What am I hoping to achieve by taking part?
• Do I think creatively and imaginatively?

The participative nature of CCI mandates an educational programme for all
involved and agreement about the embedded values underpinning the work
(see Table 5.1). This establishes expectations and agreements about how to
‘run’ the performance, with the directors providing the necessary ‘props’ to
facilitate co-construction, for example, ensuring the availability of digital
voice recorder, tapes, ideas books and so on.

Act 2: Performing the Production

This second act is, in essence, the theory-building process of CCI and is longitu-
dinal in design. Constructive relationships and searching for ‘conditional state-
ments’ (Charmaz 2000) from individual biography are core conditions, as is a
language and actions that are understandable to people with long-term condi-
tions (and practitioners) who may have limited knowledge of the research act.

Performing the Production involves three discrete but interrelated sequen-
tial parts, the first two (definitely) involving the person with the long-term
condition and the practitioner-researcher in the production of a:

• life-story script
• personal theory
• collective theory.

We will now develop each of these elements.
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Life-story script

Engaging people with long-term conditions, such as MQ (and her husband PQ)
in generating a personal theory requires the production of a life-story script,
comprising a combination of ‘guided autobiography’ (Keady et al. in press)
and Gubrium’s (1993) life-story interview (see Table 5.2) particularly question
8, ‘chaptering your life’) which provide the methodological framework for
script production.

Integral to CCI is that stories are exchanged between actors to identify
points of connection and create the conditions for trust, awareness and sharing
to emerge, as illustrated in Figure 5.1.

Here, MQ chaptered her life around the following seven headings: an
introduction to my life; childhood; working life; raising a family; retirement;
my illness; and moving on. We will return to these headings later, but they
took 16 months to generate (January 2004–May 2005). However, MQ also
interviewed JH-R using the same life-story schedule and JH-R chaptered his life
story around four headings: childhood; working life; personal life; and present
day. As JH-R reported at the time of this exchange:

The initial fear of losing control soon passes and as the interview
develops the experience can become quite enjoyable, therapeutic

Table 5.2 The life-story interview

Topics to cover:

Life in general
1 Everyone has a life story. Tell me about your life in about 20 minutes or so if you can.

Begin wherever you like and include whatever you wish.
2 What were the most important turning points in your life?
3 Tell me about the happiest moments in your life.
4 What about the saddest points.
5 Who have been the most important people in your life?
6 Who are you closest to now?
7 What does your life look like from where you are at now?
8 If you had the opportunity to write the story of your life, what would the chapters be

about? (Probe about the last chapter.)

Self
How would you describe yourself when you were younger?
How would you describe yourself now?
Have you changed much over the years? How?
What is your philosophy of life? Overall, what is the meaning of life to you?
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even . . . nurses are used to asking the questions and listening to
people. To have someone who is interested in you and prepared to
listen to your story can be a rewarding experience.

Once the chapter headings have been agreed, ‘fleshing out’ occurs based on
relational values with space for ‘improvising’, by adding to, or reinterpreting
the life-story script throughout its production. This continues until the person
with the long-term condition is satisfied with the completeness of their script
and that it is ready for being ‘signed off’, an act that signals the start of the
production of personal theory within a CCI design.

Personal theory

The co-construction of personal theory from the ‘signed off’ life-story script
follows the following sequence:

• Read through the chapters on the life-story script and agree
meanings.

• Search for the ‘centre-stage’ storylines relating to the theatre of study,
by jointly plotting words, phrases, life maps and diagrams that high-
light important explanatory lines.

Figure 5.1 Generating a life-story script.
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• Place these centre-stage storylines and their supporting words and
properties on a storyboard, ensuring that the storyboard is open to
continual negotiation and entry (improvising).

• Order and rank entries on the storyboard, by applying a ‘what,
how, when’ framework, that is what is the centre-stage storyline(s),
how is this storyline(s) supported by other entries and when is the
centre-stage storyline exhausted. Effectively the storyboard is the
coding frame allowing for theoretical abstraction and linkage of key
concepts.

• Link the centre-stage storylines together through a plot capturing the
main ideas and representation of experience.

• Finalize and agree that the personal theory is an accurate and true
representation/integration of the person’s experience of the theatre of
study.

The production of a personal theory constitutes the first exit point from CCI.
To date, we have found this can take anything up to two years to complete,
with opportunities for (such as in the production of this chapter, for instance)
additional dissemination and personal theory refinement. Actors may also
take part in the final part of theory production, namely, the generation of a
‘collective theory’.

Collective theory

The final part of ‘Performing the Production’ involves the generation of
a collective theory capturing theoretical stories across a number of cases in
the same theatre of study. This collective theory can be generated together
with the actors in the study, or by the initial directors in liaison with the
practitioner-(co)researcher and then ‘fed back’ to the original actors for
agreement.

Act 3: Bringing down the Curtain

The final act of a CCI represents a closure of the (co)research encounter
and the continuation (where necessary) of practitioner involvement in the life
of the person living with the long-term condition, and their family. Bringing
down the Curtain also involves dissemination of personal theory, although
reflecting embedded values of CCI this is conducted in partnership with
the actors; as the personal theory is a shared and reciprocal production, and is
not the property of the practitioner-(co)researcher, or the directors of the
study.
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Applying the principles

Our primary aims were twofold. First, to explore transitions through the
early diagnosis of dementia and further understand a person’s ways of coping
and adapting to their condition and life experiences – this constituted the
‘theatre of study’ and the ‘research script’. Second, to document change over
time thereby developing and testing the theoretical framework for a construct-
ivist grounded theory (Charmaz 2000) – an act that became CCI. Using a
practitioner-research approach (Reed and Procter 1995), data collection was
integrated into routine home visits by the specialist memory clinic nurse
(JH-R) with the person with early dementia and their close family member, as
appropriate.

Commencing in November 2003, six people with an early diagnosis of
dementia (and five of their family members) were recruited into the study; one
of the study participants lived alone. Participants had received an early diag-
nosis of dementia through the Conwy and Denbighshire memory clinic and
agreed to home visits by JH-R. Recruitment into the study was invited at the
‘monitoring phase’ of the memory clinic, that is, at the three-month follow-up
visit for those people with dementia that the responsible medical officer
assessed as being ‘well adjusted’ to the diagnosis and able to give informed
consent. Informed consent was further assessed by exploring the person’s:

• awareness of the procedure they had been through
• adjustment and level of acceptance of their memory loss
• level of competence and ability to give informed consent to a

procedure
• retained verbal fluency and level of concentration.

Contact with the five families and one person with dementia was a minimum
of one visit per month by JH-R, with the biographical data (later termed a life-
story script) gathered through a ‘chaptered’ life-story interview (Gubrium
1993). Each interview was tape-recorded and transcribed (with consent) and
returned to the person with dementia for verification and assimilated into a
life-story script. Interviews to develop the life-story script ranged between one
and two hours, with an average visit of 1 hour 30 minutes. For the data-set as a
whole, there have been 85 practitioner-research contacts, 45 of those facilitat-
ing documented research contact. Research contacts relating solely to MQ and
PQ are displayed in Table 5.3, and this information also includes the results of
the Mini-mental State Examination (MMSE) (Folstein et al. 1975) and the
Geriatric Depression Scale (GDS).

To aid understanding of the right-hand columns in Table 5.3, the MMSE
(Folstein et al. 1975) comprises a series of questions each scoring one point if
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Table 5.3 MQ and PQ: practitioner-research contacts over study duration

Visit
number

Date of
interview

Activity MMSE
score (MQ)

GDS score
(MQ)

1 10/10/03 Semi-structured interview with
MQ and PQ – Introductory visit

24 7

2 19/01/04 Second semi-structured
interview building on key
points of first interview with
MQ

30

3 29/04/04 Life history with MQ and PQ
4 24/05/04 Life history with MQ – using

Gubrium’s (1993) interview
schedule

5 30/06/04 Life history with PQ (told my
personal story)

6 18/08/04 Development of chapter 1 –
an introduction to my life

28 2

7 24/09/04 Development of chapter 2 –
childhood (MQ & PQ)

8 12/11/04 Development of chapter 3 –
working life

9 2/12/04 Development of chapter 4 –
raising my family

10 21/01/05 Development of chapter 5 –
retirement

11 25/02/05 Development of chapter 6 –
my illness

25 0

12 22/04/05 Development of chapter 7 –
moving on

13 6/05/05 Signed off life-story script (MQ
and PQ)

14 10/06/05 Exploration and discussion of
first Personal Theory Diagram –
Draft Version 1 (MQ and PQ)

15 08/07/05 Visit became Clinical Visit (MQ
and PQ)

16 22/08/05 Exploration and discussion on
Personal Theory Diagram –
Draft Version 2 (MQ and PQ)

3

17 3/10/05 Exploration and discussion on
Personal Theory Diagram –
Draft Version 3 (MQ and PQ)

18 07/11/05 Clinical Visit (MQ and PQ)
19 28/11/05 Discussion – Version 3 – MQ’s

Personal Theory diagram
23 3
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answered correctly. The questions measure the person’s levels of orientation,
memory, attention and calculation, language skills and writing and drawing
abilities. A maximum score of 30 points is possible. Whilst the screening and
diagnostic properties of the MMSE are open to question (White et al. 2002),
people with Alzheimer’s disease generally score 26 points or less (Alzheimer’s
Society 2002). At the commencement of the study, Mo’s MMSE score was 24
and at the end she was scoring 23, with an average of 25 for the duration of the
study. This highlights MQ’s ‘high’ level of performance and retained abilities
over the time of her participation. In contrast, the GDS is designed to measure
depression in older people (Yesavage et al. 1983). In this study the ‘15-item’
version was deployed (Shiekh and Yesavage 1986). Each of the 15 questions
has a ‘yes/no’ response, with the scoring dependent upon the answer given.
The 15-item version has cut-off score of 6/7; above this score suggests the
presence of a depressive illness. As can be seen, at the start of the study MQ’s
GDS score was 7 and at the end her score was 3 with an average score of 3 for
the duration of the study.

The method of process consent was adopted at each clinical/research con-
tact to ensure willingness to participate and understanding of the aims of the
project (Dewing 2002). JH-R also kept detailed theoretical memos during each
encounter and received regular supervision on both his clinical contact and
ongoing data analysis by both JK and SW. Permission to conduct the research
study was provided by the appropriate local research ethics committee in
North Wales.

We will now provide brief extracts from parts of MQ’s life-story script, the
extracts are in italics and sometimes segregated by dotted lines in order to
denote their different placement in text under the same chapter heading.

MQ: My life-story script

Chapter 1: An introduction to my life

I was born and raised in Liverpool; I was the youngest of seven children, two
boys and five girls. It was a very close-knit family and I had a happy child-
hood. When I was born I had paralysis of my arm and I spent a lot of time
in hospital. There were a lot of things I couldn’t do such as playing out and

20 29/03/06 Follow on visit
21 08/06/06 Final Visit: Personal Theory

agreed and ‘signed off’
Score
average

25 3

Note: MQ diagnosed with Alzheimer’s disease January 2003; Date of birth: 2 April 1938.
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playing ball games. When I was ten I went to Myrtle Street Hospital and
had a big operation on my arm. I was in hospital for quite a long time, lying
on my back with my arm strapped up. I had a happy upbringing, my dad
was lovely and my mother was the ruler of the house. My Dad was a docker
and a carter before that. He was a nice man, a gentleman.

Chapter 2: Childhood

At five years of age I went to school at St Alexander, a Catholic school, I met
Pat there. I stayed there until I left school at the age of fifteen years. I don’t
remember my brother because he was killed in the Second World War and is
buried in Crete, but I got on well with my sisters. My eldest sister took me
everywhere; she didn’t get married till late on in life so everyone used to
think I was hers. She used to take me into Liverpool and we’d go to those
Fullers cafes and have tea and cakes and different things, and to the pictures
– she taught me a lot really.

Chapter 3: Working life

When I was 15 I went to work in a tobacco factory, my sisters worked there
so it was just a follow on. I could have gone to work in an office but my Mum
said ‘no’. I went to a Catholic school and the Sister who was in charge, Sister
Theresa, used to pick certain girls out and we used to learn typing, a bit of
office work and that, and I had a job in an office but Mum wouldn’t let me
go, she said ‘Oh no, you’re no better than your other sisters’. She was a lovely
Mum but very strict about certain things. I worked there for years and years,
until we had our first son, I worked until I was about six months pregnant.

I worked in Jacob’s, the biscuit factory for a while, just part time, and then I
worked in the kitchens in the Masonic for quite a few years. We then moved
to North Wales and I worked on the school meals for Clwyd County Coun-
cil. I worked in a secondary school in Rhyl.

Chapter 4: Raising a family

I got married to Pat in 1958 and we have five children, the biggest surprise was
when we had the twins. I’ve got seven grandchildren. Dave is our oldest
child, he is an electrical engineer for a local electricity company. After Dave
we had the twins, Debbie and Mike. Mike joined the army, Debbie is a
nurse. Two-and-a-half years later after the twins we had another daughter,
Gill. She trained to be a printer and then started working in the retail trade
where she has enjoyed considerable success. Steve’s the youngest; he got his
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degree in chemistry. He goes all over the world advising companies on differ-
ent techniques and things but then they wanted him to take over responsibil-
ity for a laboratory in Germany, which was supposed to be for three years,
but he’s just started his fourth year now.

I enjoyed bringing up my children, some people say it’s hard work but I
enjoyed them, I’ve always liked children.

Chapter 5: My illness

I was diagnosed with Alzheimer’s disease in January 2003; I was 65 years
of age. I first became aware something was wrong when my husband made
arrangements to do things, he would tell me, but I would deny any knowledge
of the arrangements, even though it was written on the calendar. I would say
‘Why didn’t you tell me sooner?’ We had no idea this was the start of the
illness, not at this time – we had a series of disagreements – things were said
that should not have been said. This lasted about two to three years. It then
became more frequent. We had known each other since we were children.
We were never like this. At first I thought it was my age. Then my husband
decided to speak to my GP [general practitioner]. He began to think it was
Alzheimer’s disease. We were beginning to associate the symptoms with my
sisters who have Alzheimer’s disease.

Initially, I went to the surgery by myself. I forgot to tell my GP about
my problems. In the end my husband insisted on coming with me. From
then on things moved forward quickly. We saw the CPN, who arranged an
appointment with the specialist.

My earliest awareness of the condition started with me feeling terrible, I
didn’t like my husband going out without me. I blew up. I was ashamed of
my behaviour. I could of hurt him. I was never like that. I loved my children
and grandchildren – they used to ask me to babysit – I just couldn’t do it any
more. I was really nasty with them. I felt trapped in the house. You feel it
building up in your stomach. Your mouth goes dry. It’s an awful feeling, you
feel like exploding.

I was frightened of being alone and something happening to me. I was also
afraid of something happening to my husband. Who would look after me if
he became ill?
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Chapter 6: Moving on

I enjoy my life. I don’t sit and think of the future much. Pat’s marvellous
with me and I very much appreciate all the help we get from the ACE club. I
don’t worry about the future at all I just take each day as it comes and I
enjoy my life. I sleep a lot!

I’m still very interested in clothes, things like that, shopping, and Pat
encourages me to go round the shops. And I still like to do my housework,
Pat helps me a lot but I still like to do the dishes and tidy around.

If I knew someone who had just been diagnosed I’d tell them to be open
about it and don’t hide away. You’re still your normal self, you’re still a
person and you can still do things. I think some people delve too much into
the future but I just take it one day at a time. I’m not trying to avoid the
issue but I think just live today and be happy, it’s no good worrying about
the future.

My personal theory

In developing MQ’s personal theory, the first part of the process was to search
for and agree the ‘centre-stage’ storylines and plot these on a storyboard. This
was done by MQ, PQ and JH-R over a one-year period (6 June 2005–8 June
2006 – see Table 5.3). From these entries, it became apparent that ‘control’ and
‘balance’ were important and meaningful words and experiences for MQ and
PQ as they continued to adapt and adjust to the onset of MQ’s Alzheimer’s
disease. For MQ especially, a loss of control and the subsequent impact that
this had on the balance of her life were important features: ‘the most import-
ant’ as she put it. As MQ stated, the fact that she had brought up five children
and continued to work was testimony to the love and structure that she had
previously integrated into her life. A loss of balance in MQ’s life as a result of
the (undiagnosed) onset of Alzheimer’s disease was, initially, met with an
overriding sense of worry and fear.

By carefully plotting and linking these words and phrases using the ‘what,
how, when’ framework, a picture began to emerge that MQ, PQ and JH-R
forged into a diagram that explained MQ’s experience of living with Alzheim-
er’s disease. After a number of refinements, the final (as at June 2006) personal
theory emerged and this is shown in Figure 5.2.

MQ’s personal theory plots, in her words, the experience of living with
Alzheimer’s disease. The early (undiagnosed) signs of dementia are captured in
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the box headed ‘A changing life’, which represented a shift in the dynamics of
MQ’s and PQ’s relationship (as the brief extract under MQ’s chapter 4 ‘Raising
a family’ reveals) and the emotional reaction of MQ to this initial awareness
was to lose balance in her life, it was in danger of becoming ‘out of control’
until confirmation of the diagnosis was made. The movement ‘back into con-
trol’ was drawn from MQ’s own family history and knowledge that her sisters
and mother had been diagnosed early in life with Alzheimer’s disease. Whilst
traumatic, familial exposure to Alzheimer’s disease and PQ’s and the GP’s
knowledge of such events helped to reaffirm relationships between MQ and
PQ and provide new understandings.

The other boxes in Figure 5.2 are self-explanatory, but the meaning of the
ACE club in the box headed ‘My independence and freedom’ needs explan-
ation. The ACE club is a day club for younger people with dementia that meet
regularly for social outings and are based in Rhyl, North Wales – the club
enables people with dementia to live life to the full by promoting positive life
choices (for a review of the philosophy of the ACE club see, Davies-Quarrell
2005).

For MQ it is significant that the shape of the personal theory looks
like a motor vehicle as it symbolizes her continual desire to ‘move on’ (as
reflected in the title of her current chapter in her life-story script). The ‘engine’
for momentum is provided through her (ongoing) life-story script and the
importance of confirmation (of the diagnosis), getting help (to live with the
condition) and acceptance of the mistakes that reflect life with Alzheimer’s
disease and the need to confront and overcome them. This movement is dia-
grammed by the three circular ‘wheels’ at the foot of the personal theory
which provide the ongoing propulsion to MQ and PQ to live their life ‘day
by day’.

Discussion

Long-term conditions cannot be understood as a series of changes in func-
tional status but, instead, need to be seen in the context of each person’s
‘concerns and commitments’, therefore posing the question ‘but how do clini-
cians ascertain the touchstones of meaning for clients within chronic illness?’
(Ironside et al. 2003: 180). As the development of CCI demonstrates, we
would suggest that it is through prolonged and sustained engagement with a
narrative account of people’s lives that the practitioner will be best able to
understand the ‘touchstones of meaning’ for people with dementia and their
families. Furthermore, a narrative process and research relationship needs to be
underpinned by shared values and language (Zgola 1999) if the ideals of a con-
structivist grounded theory are to be met (Charmaz 2000). In MQ’s personal
theory the box headings (A changing life; Opening up; My independence and
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freedom) and her transcending needs for ‘a life in control’ and a sense of
‘balance’ (see Figure 5.2) provide a meaningful discourse from which to plan
supportive interventions. Currently this centres on maintaining MQ’s rela-
tionship with her husband (‘being together’, as stated in the third box) and
holding on to her independence and freedom for as long as is possible.
Importantly, the life-story script constitutes a ‘living document’ as MQ con-
tinues on her journey through Alzheimer’s disease in partnership with those
close to her, and others yet to enter her life.

As noted by McAdams and Janis (2004), a narrative configures an indi-
vidual’s understanding of self and the construction of identity has a degree
of purpose and unity. The weaving of the ‘synchronic’ and ‘diachronic’ ele-
ments of identity into a temporal dimension presents a construction of self
that can be understood separately as occurring in the past, but also synthesized
into the present into a temporally organized whole (McAdams and Janis 2004).
As illustrated by MQ and PQ this provides a powerful platform for understand-
ing the complexity and relatedness of responses to Alzheimer’s disease and
how adjustment is constructed. In the MQ’s case, making mistakes and bal-
ancing her formative experiences capture her early ‘illness’ (MQ’s description),
placing affective responses within a relational context. Both making mistakes
and balancing occur primarily in relationship with others, mapping out the
broader canvas of the early experience of Alzheimer’s disease. It would be
interesting to see if these conditional statements/generic concepts have mean-
ing to others living through a similar situation and form dimensions of a
collective theory in CCI.

As Gubrium and Holstein (1997) argue, human beings ‘theorize as we
talk’; however, the use of an approach such as CCI with people with dementia
may present particular challenges. Whilst we acknowledged issues regarding
cognitive impairment and consent in CCI, we also affirmed the importance
of people’s active involvement as co-researchers. The adoption of process con-
sent (Dewing 2002) required to ‘getting to know the person’ in order to re-
establish consent at each clinical visit – and as Table 5.3 illustrated, two of
the visits were conducted as practice visits when it was clear that MQ required
clinical help, not the demands of a research relationship. This highlights
the importance of relationship-building that is embedded in constructivist
approaches (Charmaz 2000). Indeed, Whitlatch et al. (2005) argue that it is
possible to maintain the involvement of people, even with significant cogni-
tive impairment. This is a study that remains to be conducted and it is import-
ant to note that the life-story script does not need to be compiled in words
alone – communication is deeper and more dynamic than this (Killick and
Allan 2001) – and it is up to the research community in partnership with
stakeholder groups to conjure imaginative, informative and inclusive research
designs.

‘A CHANGING LIFE’ 87



11:10:09:08:07

Page 88

Page 88

Conclusion

To date the actions and language of CCI have proven to be understandable
to participants, helping to make accessible some of the potentially complex
analytical and coding procedures used in traditional qualitative research
methods. Whilst our use of theatrical and dramaturgical metaphors is by no
means unique (see, for example, Bowers 1988; Mienczakowski 1995; McCall
2000; Schneider 2005), we have found that people with dementia and their
families (and other participants living with other long-term conditions) intui-
tively grasp and apply their meaning when engaging in co-construction and
the mutual generation of knowledge. Notwithstanding the refinements that
still need to be made, we hope that our experience in developing CCI is seen as
a positive step along the road to genuinely participative knowledge-making.
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6 Innovative approaches to living
with dementia: an Australian
case study

Tina Koch, Jonathan Crichton

Introduction

This chapter describes an ongoing interdisciplinary research study1 with com-
munity dwelling people living with dementia. The study took as its starting
point Meininger’s (2005) work, which provides a basis for using a life-story
approach to advance the quality of care. Meininger was motivated towards
narrative through his work as a chaplain in institutions and group homes
for people with intellectual disabilities, where one of his roles was to bring
together an account of a person’s life for the funeral service. He asked family
and friends to talk with him about aspects of that person’s life. It was his
responsibility to merge stories and to create a eulogy. The eulogy, he observed,
gave those attending new insights into the dead person’s life and likes hitherto
unknown. ‘They often told me that listening to the story changed their view of
the person who had died’ (Meininger 2005: 106). In the effort to compensate
for the diminished authorship of many institutionalized people, Meininger
began to gather stories with and from those surrounding the person whilst still
living. His argument is not to wait for death before revealing stories about a
person’s life.

Building on Meininger’s insights, it is our aim to extend storytelling prac-
tices with people living with dementia both to perpetuate self-identity, and as
a mode of participatory research. Therefore, we are developing a research
framework within which to investigate and enhance the nexus between the
identities of community dwelling people living with dementia, their social
networks, and their communication with others.

Such biographical approaches, utilizing photos, personal documents and
memories, have been used with people with dementia in nursing homes
(Clarke et al. 2003), but have not yet been adopted with people residing in the
community and their support networks. In our current study, we generate
stories with community-dwelling people living with dementia, and their
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significant others, including health care providers. Working with participants,
we merge their stories into one narrative. The narrative, a composite of stories
generated, is written so that it can accompany the person through life and
into particular health or social care settings. This narrative can assist in the
presentation of self-identity, and help to personalize care and sensitize those
involved towards new understandings in future interactions and advance
planning.

One important aim is to address the problem that current diagnosis and
treatment of dementia neglects the changing identities of the person, and
their particular biographical, historical and relational contexts. Whilst some
aspects of identity like age, gender or ethnicity are ‘frozen’, others reflecting
personal qualities are fluid, being ‘constructed’ during interactions. Hence,
identity is a dynamic and evolving process from ongoing interactions between
the individual and more or less negotiable aspects of her social environment.
This matters because those living with dementia are, by virtue of their condi-
tion, often unable to maintain a coherent account of their own identities,
which become progressively dependent on how others perceive and interact
with them. Identity as an interactional accomplishment highlights the narra-
tive or discursive properties of communication with people with dementia,
and identifies several ‘external’ influences on the preservation of self or per-
sonhood (Nussbaum 1991; Kitwood and Bredin 1992; Mills and Coleman
1994; Ramanathan-Abbott 1994; Golander and Raz 1996). Such research
looks beyond the internal (that is, neuropathological and neuropsychological)
focus and addresses the equally important role of external, or social psycho-
logical, factors in maintaining personhood (Kitwood 1990). It emphasizes how
interpersonal interactions significantly impact on the person with dementia’s
sense of well-being, as self-identity is constituted by and through social inter-
action (Mead 1934; Hadden and Lester 1978; Coupland et al. 1993; Shotter
1993).

Longitudinal research is required to explore storytelling approaches more
fully, both to resolve methodological issues, and to explore how these
approaches can be introduced into practice, and integrated into the culture
and management of care. Here we explore the methodological issues story-
telling raises, particularly how to conceptualize research and represent the
changing identity of those living with dementia. Accordingly, we have trialled
a research framework where the life of a person with dementia has been
‘(re)storied’ into a narrative. Family and caregivers, both formal and informal,
may use this narrative to ‘see the person’ (Clarke et al. 2003). It is intended that
the narrative, as findings, can accompany the person and later, as dementia
advances, through particular care settings and/or the health care system. The
person’s narrative, as a document, provides a resource as the person’s memory
is challenged and decision-making capacity is reduced.
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Literature review: dementia and identity

As biomedical research continues to seek a cure for dementia, psychological
perspectives based on personhood and promoting a new paradigm of dementia
care have emerged (Kitwood 1997). Kitwood (1997: 8) defines personhood as ‘a
standing or status that is bestowed upon one human being, by others, in the
context of relationships and human being. It implies recognition, respect and
trust’. Consequently, personhood in dementia is socially embedded and gain-
ing knowledge of the person’s life and experiences of dementia can enhance
their quality of life, by maintaining personhood in the face of failing mental
powers (Kitwood and Bredin 1992). These authors developed dementia care
mapping (DCM) as an attempt to evaluate care from the person’s point of view.
We embrace the principle that the person’s life experience, unique personality,
and network of relationships should be valued. However, DCM involves an
observational method of personal interactions between the person and their
carers, and does not actively involve the person with dementia. Kitwood’s
approach therefore differs from ours as we actively engage the person with
dementia, their significant others and carers in the telling of stories.

The need for research to include people with dementia is becoming well
established. Cowdell (2006) reviewed 22 current studies that actively engaged
older people with dementia in research ‘with’ rather than ‘on’ them. She con-
cluded that researchers had given thought to ensuring that their work was
ethical, meaningful and preserved the personhood of individuals.

The literature suggests that how others interact with the person with
dementia can have significant impact on the individual’s sense of self (Small
et al. 1998). The development of positive relationships between the person
with dementia and carers is central, and may be achieved through under-
standing the person’s life and identity (Epp 2003). Clare (2003), working
with people with early dementia, concluded that awareness and adapting to
dementia are closely associated with individual styles of coping. Exploring
previous coping styles through listening and analysing stories may further our
understandings in this area. Sabat and Harre (1992) found that self-identity
remains intact long after the loss of cognitive function, and that the loss of
personae can be prevented if the caregiver and others do not position the
person with dementia as helpless and confused. For us, this reinforces the need
to acknowledge the person living with dementia as a participant, both in their
own right and in the research process.

Golander and Raz (1996) recognize that identity is perpetuated, co-
constructed and reconstructed through interactions in nursing homes. They
give an example of this where a carer labels a ‘demented’ male resident as a
medical doctor, reinforcing this with a small briefcase with papers and a stetho-
scope. It was claimed that the new ‘occupational’ identity filled the resident
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with new life. His behaviour changed completely. He documented cases on the
paper provided and ‘used the stethoscope to check other residents’ (Golander
and Raz 1996: 281). Of course a critical case can be made for endowment of
positive images, whilst this resident’s behaviour may be changed from wander-
ing aimlessly to listening to the breathing of other residents; it can also be
viewed as normative control. Nevertheless, it does demonstrate a key aspect of
our approach: that identity is dependent on and can continue to be shaped
through interaction with others.

Using a self-identity questionnaire with 104 older people with dementia
in Washington nursing homes and adult day-care centres, social psychologists
Cohen-Mansfield et al. (2006) found that these data could be utilized to shape
role identity. The next goal of their research is to investigate the different ways
in which knowledge of self-identity could be used to improve care. Although
our data generation comprises storytelling with community-dwelling partici-
pant groups, as opposed to employing structured questions, the next phase of
our work is to explore the way in which the self-identity narrative can be
utilized within a person’s current and future life. We therefore share Cohen-
Mansfield et al.’s interest in exploring how such identity work (Vittoria 1998)
can proceed.

A key focus of identity for the person living with dementia is situating
dementia within one’s own life. In an integrative literature review and meta-
analysis of 28 qualitative studies of living with early dementia, Steeman et al.
(2006: 723) concluded ‘Living with dementia is described from the stage a
person discovers the memory impairment, through the stage of being diag-
nosed with dementia, to that of the person’s attempts to integrate impairment
into everyday life.’ Early on the person uses self-protecting and self-adjusting
strategies to deal with threats to security, autonomy and being a meaningful
member of society. People with dementia struggle to hold on to their identity;
simultaneously they try to adjust to the changes dementia produces. Fitting
dementia into one’s life is a cyclical and continuous process. The diagnosis
may threaten the person’s sense of existence, ‘resulting in fear of losing the
ability to retain their personal identity in the future’ (Steeman et al. 2006: 5).
Frustration, uncertainty and fear are experienced as memory loss makes inte-
gration of strategies into everyday life difficult. Proactive care involves both
the individual and the family as active participants so that adjustment to living
with dementia can occur collaboratively. Researchers such as ourselves need
to acknowledge that we are, as interactants, implicated in this collaborative
process of adjustment.

Our theoretical orientation is to self-identity in dementia (Sabat and Harre
1992; Golander and Raz 1996; Kitwood 1997; Mills 1997; Harris and Sterin
1999; Sabat and Collins 1999; Cohen-Mansfield et al. 2000; Pearce et al. 2002;
Clare 2003; Holst and Hallberg 2003), and our central thesis is that attention to
identity is significant for the well-being and the quality of care of people with
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dementia (Cohen-Mansfield et al. 2000; Epp 2003; Leeson et al. 2004; Payne
and Seymore 2004). Using this perspective, we seek a research framework
enabling proactive care through identity work and the support of an ‘auth-
ored’ story to accompany people with dementia in encounters with health care
professionals. This approach may reveal the ‘person behind the patient’ (Clarke
et al. 2003); one who can be acknowledged and valued. More importantly,
such identity work may support Barnett’s (2000) proposed ‘rementia’ with,
he suggests, people with dementia experience learning despite cognitively
degenerative neurologic impairment and continuing to make life-affecting
decisions when provided with responsive support and services.

Literature review: storytelling

[S]tories are all we have. It is all we have to fight illness and death. We don’t
have anything if we don’t have stories . . . A story told one way may cure . . .
told another way it could injure.

(King 2003)

We view storytelling as a vehicle for human encounter and communication. A
story emerges through the pull and push between the person’s telling and the
world in which the story is told (Garro and Mattingly 2000). When listening
to the stories people tell, we acknowledge speaking is not only the narration,
but also a medium in which self-identity is created, negotiated, confirmed and
shared. Storytelling and claiming and/or reclaiming self-identity is part of nar-
ration work (Kleinman 1988; Gergen 1991; Kelly and Field 1996; Nettleton
and Watson 1998; Brody 2003), and offers insights on the way in which self-
identity shifts. However, in their historical account of the self since Mead
(1934), Holstein and Gubrium (2000: 13) caution that:

The self has fallen on hard times. After decades of attention to self
awareness, self improvement and self esteem, an embattled self cas-
cades from all quarters. Some claim that self indulgence is society’s
downfall, with the narcissistic individual undermining community.
At the same time, warning that we must nurture, sustain, and safe-
guard the self are giving way to a new, playfully dismissive signal that
all therapeutic efforts are ultimately futile . . . Still, there are echoes of
renewal, even glimpses of a new ending. Increasingly we are hearing
that our lives are storied . . . not only is there a story of the self, but it’s
been said that the self is narratively constructed . . .

Holstein and Gubrium (2000) intimate that renewal is possible, through tell-
ing a story, but only if we are prepared to think about the self as a valued social
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construction that is continually reproduced, moment by moment, through
the concerted efforts of individuals in their daily lives. ‘The tensions afflicting
contemporary experience can be avoided if we can sense the self visible as a
project of everyday life’ (Holstein and Gubrium 2000: 13), so that a ‘self that
remains empirically grounded . . . a social construction that we assemble, live
out as we take up or resist the varied demands of everyday life’ (Holstein and
Gubrium 2000: 10). This emphasis contrasts with the notion of personhood
advanced by Kitwood (1997: 8) as ‘a standing or status that is bestowed upon
one human being, by others, in the context of relationships and human
being’. We align ourselves with Holstein and Gubrium’s (2000) view of the self
as an ongoing, in vivo project of co-construction, created and sustained
through interaction ‘between’ people.

The study of narrative is interdisciplinary. Storytelling, Reissman (1993: 1)
succinctly argues, is ‘what we do with our research materials and what inform-
ants do with us’. People construct past events and actions in personal stories to
claim identities and construct lives:

How individuals recount their histories, what they emphasis and
omit, their stance as protagonists or victims, the relationship the
story establishes between teller and audience, all shape what indi-
viduals can claim of their own lives. Personal stories are not merely a
way of telling someone (or oneself) about one’s life; they are the
means by which identities may be fashioned.

(Rosenwald and Ochberg 1992: 1)

The story metaphor emphasizes that we create order, construct texts in par-
ticular contexts. We ask why a story is told in this way. What is included and
excluded in the story is dependent on human agency. Stories are not accounts
describing the real world ‘out there’; rather they are constructed, creatively
authored, rhetorical and replete with assumptions, and interpretive (Reissman
1993: 5).

The notion that the self is not something we ‘are’ in some reified sense
but involves an active ongoing (re)construction of self is appealing, because
‘re-making’ oneself in everyday life is intuitively plausible. Not only are
stories products of language, which shapes and permits differing versions to
be told, they become crucial to our social interactions, as Bruner (2002: 9)
proposes:

A self is probably the most impressive work of art we ever produce,
surely the most intricate. For we create not just one self making story
but many of them, the job is to get them all into one identity and
to get them lined up over time. For it is not just who and what we
are that we want to get straight but who and what we might have
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been, given the constraints that memory and culture impose on us,
constraints of which we are often unaware.

Further, making the ‘self’ entices us to ‘keep the two manageable together, past
and possible, in an endless dialectic, how my life has always been and should
rightly remain and how things might have been or might still be’ (Bruner
2002: 10). For Bruner there is no ‘one’ essential self that just sits there ready to
be portrayed in words. Rather, we constantly construct and reconstruct our
selves depending on our situation, with the guidance of our memories of the
past and hopes and fears of the future. It is through narrative that we create
and re-create self-identity, that self is a product of our telling. It is fluid.

This notion of a story being malleable, with self-identity taking slightly
different shapes based our experiences of living in a social world, is both
appealing and empirically credible. If we can envisage a life story as emergent
and adaptive, keeping in mind that not everyone wants, or is able, to revise
or re-story their life, we may be able to observe the shifts in self-identity.
However, if the story continually adapts to new situations, allowing us to
make transitions into new stages of our lives, what happens when we cannot
make these adaptations within a changing world? If we lack the capacity to
render stories about ourselves, what happens to identity? This highlights the
situation of the person living with dementia and others in their immediate
circle.

What happens to storytelling when the person is diagnosed with demen-
tia? In dementia’s early stages a person may want to story their life, and talk
about self-identity, if only to leave a record for later. The story may become
more viscous as their storytelling capacity is reduced. Increasingly, the person
with dementia begins to rely on others to voice, and eventually unilaterally
to construct, not only their past and present life story but also their future
wishes and desires. These prospective chapters of their story are especially
salient: a record of wishes and desires may assist with advanced planning, pre-
paring for a time when a person’s decision-making capacity becomes seriously
compromised.

Laura’s narrative: one case study

Here we draw on one case study, the story of Laura. The boundaries for the case
are interviews with (1) Laura, a community-dwelling person with a medical
diagnosis of Alzheimer’s disease (second stage), (2) her social/institutional
environment, and (3) her social network. Her social network included the
person herself and all those in regular contact with her: her husband, daugh-
ter, son, local medical practitioner, respite carer and hairdresser. The study was
guided by the following interrelated questions:
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• What social network develops around the person with dementia and
how does this evolve?

• How is the identity of the person with dementia perceived by the
person herself and by other participants in her social network?

• How do these perceptions shape, and how are they shaped by,
language and communication within interactions in the network?

Following approval from the university’s Ethics Committee, a newsletter was
distributed in the workplace and university explaining the study and asking
for volunteers. We were approached by Ellen, whose mother, Laura, lives with
dementia, who felt the study would be mutually interesting and useful. Ellen
asked her mother, several members of her family, friends and the GP, and
when they agreed to participate, and had consented both verbally and in writ-
ing, we commenced with storytelling. In order to characterize and track the
evolution of the social network, each network participant was interviewed
about the person’s past, present and future interactions and identities. Obser-
vations of the settings in which the person interacts with others in their social
network constitute the second data source. Both authors attended the inter-
views and reflections about each interview were shared and documented
immediately afterwards. Reflexive researcher journal accounts comprise the
third data-set. Storytelling took place over six months. Stories were transcribed
verbatim, and analysed using a storyline protocol established for Participatory
Action Research (Koch and Kralik 2006).

The narrative

The narrative is a composite of seven stories. Its size (6500 words) prevents
sharing the full narrative here. It has been woven together from seven inter-
views with Laura, Ron (her husband and full-time carer), Ellen (her daughter),
James (her son), Myrtle (a friend and occasional respite home ‘sitter’), Marjorie
(her hairdresser), and her GP. The authors were the interviewers. In the first
meeting Laura, Ron, Tina and Jonathan (researchers and authors) sat around
the dining-room table in her home in Henley Beach, a seaside suburb in
Adelaide. She was comfortable in her chair and smiling. In talking with us she
often looked at Ron, seeking help to find answers. She appeared frustrated by
her loss of memory, as is shown in her one-line sentence response to our
questions about her life.

• Oh yes, I forget that story, what was that? My mind’s not too good
now.

• Can’t remember on the spur of the moment.
• Oh yes. See . . . I forget.

96 USER PARTICIPATION IN HEALTH AND SOCIAL CARE RESEARCH



11:10:09:08:07

Page 97

Page 97

• I don’t remember anything about that.
• I’m 80 . . . What am I? 84?
• I forget. I’ve hit 84 now I don’t remember too much.
• I don’t remember that.
• No, I can’t remember.

When we met we did not know the best way to engage with Laura, which
questions to ask to prompt a longer story. So we asked Ron to take the lead.
Ron acted as her memory guide, a role in which he was clearly comfortable; he
prompted her with care and understanding. It would be hard to imagine how a
life can be storied without those caring prompts. At an emotional level, she
seemed to understand the significance of their shared memories, commenting
that ‘we laughed about it, didn’t we’.

When given the last word, Laura said ‘I’d like to stay here, I wouldn’t want
to go from here.’ It was clear that what matters is that Laura can stay at home
with Ron; their lives are intertwined. And for Ron, her husband, the last words
were ‘Well I’ve made up my mind that I’d like to stay here as long as I possibly
can and look after Laura.’ Notwithstanding this attachment to each other and
to their home, the impact on the family of ‘sudden’ dementia can be devastat-
ing. Marjorie, in talking about Ron, revealed that caring for Laura is ‘an enor-
mous responsibility, absolutely huge’. We also gradually came to understand a
little more about the contours of Laura’s identity as a person who has been ‘a
very strong woman’ and, in subsequent interviews, her son said it was import-
ant to share that ‘she was always a very caring person’. Those around Laura
use past tense to describe her identity but at the same time they emphasize
that, despite her memory loss, Laura’s responses are consistent with previous
behaviour, and her unique coping mechanisms. An example is given by her
son, when he said ‘How are you today Mum?’ and she responds as always, ‘Oh,
not too bad, struggling along.’ As the stories unfold Laura’s identity is simul-
taneously revealed and constructed through our interactions. We come to
understand that Laura is ‘a very caring person, a very likeable person’, and
referring to her sense of humour ‘she has a funny way’. Her sense of caring and
of humour is invariably cast in the present tense: a poignant grammatical
marker for the continuing strength of her relations with others and of their
current role in maintaining her identity.

Laura has a close circle of family, with whom she gets on extremely well.
They have a substantial input in looking after her. Taking his care role very
seriously, Ron has worked out a comprehensive routine which includes the
way in which Laura can be settled at night to avoid wandering around the
house. It is acknowledged by the son that a good routine is paramount to his
mother’s day-to-day management.

Talking with Laura is central to our study, and learning how to talk with
her is also crucial. Building a relationship with someone after dementia has
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taken hold is possible. As Myrtle says ‘what matters is that they are treating
her in a way that is respectful of her intelligence, her would-be intelligence’.
In the effort to sustain conversation, Myrtle uses long-term memory prompts
to enable Laura to come forth about things she liked many years ago. What
is known about the person with dementia facilitates ‘making’ conversation
by drawing on shared knowledge of mutual significance. In addition, a sense
of humour helps towards restoring relationships and repairing the inevitable
miscommunications.

In our effort to summarize the richness of the stories, we conceive them as
stories told for, about, and potentially with Laura. We believe that the collect-
ive narrative provides ‘re’-authorship of her life. It gives some shape to her
personhood, even if she is not able to articulate it herself. Family and friends
may find that the story contributes to the preservation of her identity as her
memory fades.

We envisage that this narrative can accompany Laura through the health
care system, or into residential care. It will assist those who provide care to
acknowledge the person behind the dementia. Most importantly, this story
will describe what matters to Laura in her current situation. This narrative
describes, and is co-constructed, through her current care environment, the
routine that sustains her, and the person network that surrounds her.

Conceiving the narrative

The storytelling approach is premised on careful and respectful listening. It
begins with ‘Tell me your story’. Stories are sought from the person with
dementia, the person’s family or close intimates, perhaps carers or friends and
members of health care team. Social contexts are important because what they
reveal about the identities of the participants; the religious, ethnic, gender and
other contexts in which a person lives her life contribute to her own and
others’ sense of who she is. Describing the context is part of the narrative.
Participants are those who surround the person with dementia. In this study
we combine these stories into a narrative to be ‘used’ as an identity document
to accompany the person with dementia in everyday life, present and future.
The narrative has a life beyond the study to instruct, and to make ready a
means for dealing with uncertain outcomes of plans and anticipations.

The meaning of the narrative is itself not fixed: it will evolve, to be read
and reread differently in the future, by different readers, with different interests
in and understandings of Laura. It is in this sense, as language, that the narra-
tive is a focus of interaction between its authors and readers, part of the
ongoing project of co-constructing Laura’s identity. Whilst acknowledging the
role of individuals in authoring their own identities, there are both theoretical
and practical reasons for conceptualizing identity as accomplished through
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interaction with others. Earlier we argued that the account rendered may
become a frozen narrative, however, there is a possibility that identities can
shift even when the person with dementia is no longer able to contribute
through storytelling. Surr (2006) suggests that self in people with dementia is a
‘complex interplay . . . including personal relationships, the social context and
opportunities for and abilities to tell stories’. Although Surr’s research partici-
pants were nursing-home residents, and dementia had advanced, she argued
that preservation of the self could be assisted if care staff were aware of the
person’s social and biographical contexts. Social interactions are primarily
conducted in, and constituted by, participants’ use of the linguistic options
available to them within the language system, what Trappes-Lomax (2004:
146) has termed the ‘instrumentalities’ of interaction. Moreover, how partici-
pants’ employ and interpret these linguistic resources in interaction, how they
communicate, shapes and is shaped by how the perceived purpose of the
interaction, and its relevance to its broader social/institutional context(s),
including participants’ perceptions of their own and each other’s identities
and relationship(s) (Candlin 1997; Crichton 2003). For those living with
dementia, interactions are distributed across the social and institutional con-
texts through which the person moves, typically in different locations, for
different purposes and involving participants, such as family members, friends
and medical and health workers, with different perceptions of, and in different
and evolving relations to, the person with dementia and to each other, all of
which are expressed in their own distinct language.

In conceptualizing the diversity of interactions and the relationships
between them, we draw on the notion of ‘social network’ developed by Milroy
and Gordon (2003) in their research into covariance between patterns of inter-
action and language change. The value of this construct is that, as opposed
to identifying contexts of interaction by reference to particular social/insti-
tutional contexts (for example, the family, medical centre or nursing home),
social networks are referenced to the lives of particular individuals. In this
sense, social networks are not ‘socio-centric’ but ‘ego-centric’ (Milroy and
Gordon 2003: 119), focusing on how the identities of individuals with
dementia develop within their particular social worlds. Using Milroy’s (1987)
framework, networks may vary depending on whether they are ‘dense/loose’
and ‘open/closed’, and whether ties between individuals within the networks
are ‘strong/weak’ and ‘multiplex/single’; factors which provide a means of
characterizing the range and evolution of networks for people living with
dementia.

King’s (2003) reminder that ‘a story told one way may cure . . . told
another way it could injure’ is paramount. This is a timely caution that
researching with people in storytelling approaches requires, above all, ethi-
cal awareness and sensitivity. Disclosures contributing to the person’s self-
identity will emerge, and not all revelations will be appreciated. Inevitably,
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contradictory stories about the same person emerge, but we believe that story-
tellers are not deliberately attempting to mislead us. Rather, interpretations
vary as people develop impressions based on aspects of that person’s life with
which they are familiar, highlighting the interactive nature of the narrative. As
Brody (2003: 110) argues, there are many ways of seeing and telling the story:

The goal is not to achieve consensus or to ‘fix’ the problem but rather
to heighten awareness of the nature, source, and reasons for moral
disagreements that have given rise to conflict, to provide a safe forum
for the full hearing of the arguments on all sides of the dilemma
and to offer a range of normative perspectives of the dilemma . . . and
together to consider the best way of moving forward.

Inevitably, there are parts of the story participants simply do not know, and
often the words tell us more about the person giving the story than the person
to whom the narrative relates. This problem highlights the fact that stories can
attest to different identities, and raises the methodological problem of how to
conceptualize, acknowledge and manage the ‘ownership’ of different stories
within the research and in the creation of the narrative. To address this prob-
lem, we conceive the narrative as co-constructed at every point through the
collaboration of all participants in the study. An iterative analytical process
has been created to identify potentially disparate stories, highlight points
of agreement and disagreement that emerge and weave together the stories
into a narrative for further consultation and discussion. The risk that we face as
researchers in failing to address the ownership issue is that it may appear that
we have appropriated the voices of participants in the narrative below. This
is simultaneously an ethical and methodological matter, in which we risk
compromising the authenticity of participants’ voices and the credibility of
the study.

Knowing what information to gather, how to gather it, and how to inter-
pret it are all essential parts of the skill and art of storytelling research. Listen-
ing can sharpen our attunement to perspectives as they are constructed; it
alerts us to which voices are given authority, which storylines are considered
relevant, and which possible resolutions are given consideration. There are
storytelling skills that help in our work when reading transcripts. Consider-
ations when listening and reading a particular story include asking questions
about the storyteller: from what perspective is the story told and what does
this perspective leave out? When all stories are gathered it is prudent to ask
about the way in which differences between stories can be reconciled, and to
examine the narrative for emerging patterns from the accumulated details,
repetitions, images and metaphors. How is language deployed here? To what
ends? What is unique and what is shared? What is recurrent? What is included
and excluded? Precisely because the narrative is meant to accompany the
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person with dementia into the future, it needs to be written with the aware-
ness of audience and this will influence choices of diction, syntax, image and
metaphor. Such choices are not incidental; they constitute the story, and
therefore the identity of the person for and about whom the story is told. At
the same time, if the narrative is not engaging, its audience will disregard it. So
it is important to include multiple voices, in the language associated with
them, and draw attention to interpersonal relational and emphatic capacities.
Most importantly, for the narrative to be ‘used’ in practice, it needs not only to
be engaging but to be accessible for a wide readership.

Our participative world view guiding this storytelling approach means
sharing of power through continual invitation of all participants to read the
narrative, commenting, revising, concluding and validating it through a col-
lective hearing. We call on collaborative enquiry to guide the way in which
stories are told or retold, and we constantly consult, change and adapt a narra-
tive according to the desires of its owners. Following the participative process,
interviews, observations and analysis with feedback cycles continue until a
narrative is developed. The next stage is that this narrative will reside with
the care plan in the person’s home and provide authorship of the person’s
identity. The written ‘life’ story is expected to inform care.

Conclusion

Through facilitating storytelling, in collaboration with all people who sur-
round Laura, we have developed a narrative. This does not pose or threaten
common-sense notions of living with dementia, rather it confirms the ordin-
ary. Laura contributed a little to this narrative but we could sense the import-
ance to her of her emotionally safe social network. We suggest that the way in
which the family and others within the network are able to make sense of
Laura’s dementia, and continue to shape her identity, is through what we have
termed ‘curation’, a process that we argue is central to the question of what
happens to self-identity when someone lives with dementia.

Our interest in the notion of curation emerged through gathering stories
with everyone significant in Laura’s life. We consistently observed that, when
telling their stories, the teller works to render the best possible storied account.
Indeed, there appears to be a heavy responsibility attached to storying anoth-
er’s life. There is a presence of ‘care’. This appears to be an ethical imperative.
What is driving the stories is not a lifestyle choice, a biomedical history or
functional/cognitive appearance, but a network coming together with concern
– to ‘curate’ the self-identity of the person living with dementia. Understand-
ing the significance and implications of curation for care provides the interest
for our ongoing enquiry. It appears that curating is a social role which arises
from an active concern for the other. It combines action, realized primarily in
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language, with a desire to support the identity of the other, with curation pos-
sibly collectively reproduced through interactions in social networks. Ron, for
example, appears to play back his wife’s self-identity, not just telling her story
for the interviewers, but to and for her, a re-rendering and reconfirmation of
her identity.

However, self-identity is fragile as it can only be preserved by members of a
social network, with curation being linked to a support network. It comes into
existence and it is sustained on, by and through the interactions of the people
in the network. It is the notion of collective care which we understand to be
central to curation. In this process, curation involves telling stories not merely
‘about’ Laura, but simultaneously ‘for’ her, and potentially ‘with’ her when
she is co-present. In the latter situation, our study suggests that the selections
and interpretations of the teller are cued by and referenced to their under-
standing of the responses of the person living with dementia, a process which
combines telling ‘about’, ‘for’ and ‘with’ in a reproduction and reconfirmation
of the self-identity of the person living with dementia.

Based on this case study, we suggest that ‘curation’ is a necessary condi-
tion for the maintenance of the self-identity of people living with dementia.
Curation is therefore significant for care because an understanding of the
continuing self-identity of any person is necessary for communication with
them as a person, that is, as an individual with his or her own, coherently
connected, past, present and future life. Such communication contributes to
the well-being of the person living with dementia and, in turn, of their sup-
port network, and is essential for the acknowledgement and promotion of
self-identity within person-centred care.

Consistent with this understanding of curation, we focus on the continu-
ing identity of the person living with dementia, and the collective ownership
of the emergent narrative are recognized. In eliciting stories we are not focus-
ing exclusively on the person’s past at the expense of their present. We include
the present and how Laura and significant others understand things now in
seeking a coherent picture, which can be carried forward into future care refer-
enced both to the understandings of the support network and to future audi-
ences who may be involved in care. This is our responsibility as researchers
who, as participants, are also members of the network and therefore involved
in curation. This requires researchers to attend to, and reflexively monitor, the
emergent story in the light of their own emergent understanding. At the same
time, researchers are implicated in and no less responsible than other network
members for actively producing and reproducing the present identity both
‘with’ and ‘for’ the person with dementia. It is current and active. It is ethical,
it involves care, it involves networks and it involves an inextricable link
between interaction, self-perception and perceptions of others.

Meanwhile, we recognize that the identity of the person with dementia
is only understandable within the network that supports them. This raises a
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further obligation on researchers to attend to the future identity of the per-
son, and how the narrative foreshadows and effects future interactions in
care, because unless there is some kind of carry-over of that identity, that
network knowledge, into future care, then it is not only going to be lost
but it is going to be displaced, along with the ongoing project of identity
co-construction through storytelling which we have termed curation. We
write about the theoretical notion of curation elsewhere (Crichton and Koch
forthcoming).

The narrative developed through this study has helped us understand
Laura and, most importantly, it reminds us and future carers and the family
what is important for communication and encounters today. Laura has
recently moved into a care facility. Her family have provided her narrative to
the staff. Our next step is to evaluate this narrative in the institutional contexts
of care and observe its practical effects. The study is ongoing.

Note

1. This research has been funded by a Divisional Research Performance Grant
from the University of South Australia.

INNOVATIVE APPROACHES TO LIVING WITH DEMENTIA 103



11:10:09:08:07

Page 104

Page 104

7 Looking in a fairground mirror:
reflections on partnerships in
learning disability research

Alex McClimens, Gordon Grant,
Paul Ramcharan

Introduction and scope

This chapter offers some reflections about emergent partnerships between
academic and service user researchers. Context is important here because the
service users in question are people labelled as having a learning disability,
whilst the authors are not. However, we are not suggesting that we have nei-
ther any disabilities nor learning difficulties; we encountered difficulties learn-
ing as the path we trod was unpredictable, with trial and error typifying our
experience.

Our account is also partisan, being the product of our own constructions.
Though we have striven to access and represent what our service user research
colleagues experienced along the way, we present a patently one-sided view of
partnership work. We make no apologies for this. A concern for honesty rather
than accuracy has guided us. This is how it felt, if perhaps not precisely how it
was. Here we are making just one interpretation of a reality available. Any
knowledge claims are therefore partial, contestable and possibly conflicted,
hence the one-sided view.

The struggles academics have understanding and responding to theor-
etical formulations often pose problems in implementation. Experience in
enabling participation or emancipation through research (Ramcharan et al.
2004; Walmsley 2004) both starts and falls with the relationships that develop
with new research colleagues, whether disabled or not. This chapter reflects on
the opportunities and challenges of building such relations.

We begin by wrestling with issues about science and power relations in
research, and how one of us became involved with a group of individuals
labelled as having learning disabilities. When they became interested in pur-
suing research of their own, funding issues arose, as did questions about
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regulation, control and accountability. When the remaining authors of this
chapter became involved a different set of dynamics came into play that
shaped the course of our partnership work. The chapter charts that course and
the factors that shaped its direction. We conclude by offering some reflections
about partnership work and knowledge construction when academics and
service users work together on a research project.

A bit of history

In the eighteenth century Antoine Lavoisier (1743–94) and Joseph Priestley
(1733–1804) were in dispute over a previously unknown gaseous by-product
they discovered independently when heating red calx (mercury oxide) under
laboratory conditions. They were initially at a loss to explain its appearance.
Priestley saw no value in further work and dismissed the gas as ‘dephlogisti-
cated air’ or phlogiston. Lavoisier persevered and eventually established the
scientific law of the conservation of matter. He named the new gas ‘oxygen’.

By experimentation and observation such early pioneers could resolve
knowledge claims fairly readily and with some authority. The composition of
light, for example, the boiling point of water and the distance between astro-
nomical objects can all be accurately measured. Even taking variables into
account, such as temperature or altitude, the scientific method can accom-
modate such diversity by expanding the frame of reference with an appeal to
the rule ceteris paribus, that is, other things being equal. By such means the
natural sciences occupy a place of unparalleled expertise. Even the word itself
‘science’ is a Latin word for knowledge.

But what if other things are not equal? What if the knowledge claims are
disputed and cannot be resolved by established methods? What if the methods
themselves are in dispute? What happens when the process and practice of
research addresses an area or a population that seems at odds with standard
academic or scientific practice? Or indeed if people simply choose their actions
and reactions whether they are predictable or not; whether based on scientific
‘fact’ or not; whether intentioned or not: social acts in their many forms are
real in their consequences.

Our self-consciously reflexive account examines the issues of power and
knowledge production arising when the research process is undertaken by a
mixed group of individuals variously labelled with ‘learning disability’ and
academic/professional qualifications. This chapter is not ‘scientific’ in the sense
portrayed by Lavoisier and Priestley, being based on emergent research that
was neither intentionally positivist nor post-positivist. The people involved
wished to undertake research that was exploratory and interpretive, using
group and participatory methods which, when done rigorously, are equally
‘scientific’ (Lincoln and Guba 2000). What follows considers the difficulties
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and dilemmas experienced when academics and people labelled as having
learning disability attempted to work together as research partners.

The account is deliberately personal as events are described, reflected
upon and discussed subjectively, consciously avoiding the calculating gloss of
objective analysis. Shields and Walsh (2006) advocate a similar standpoint
when they use the metaphor of the car crash to illustrate imbalances in the
authority of explanatory accounts. The survivors of the fictional car crash have
a personal story to tell but their narrative is subsumed within the ‘official’
version of events sought by law enforcement and insurance agencies. The
‘user/survivor’ perspective has, they argue ‘the potential to observe emergent
realities’ (Shields and Walsh 2006: 195). So fasten your seatbelts. This could be
a bumpy ride.

The Burton Street Project
(www.burtonstreet.org.uk, accessed December 2006)

Service user involvement in health and social care research is not new but
engaging individuals labelled with learning disability in the process is suffi-
ciently fresh to attract some critical attention. Here we examine what happens
when qualitative social scientific research, wearing its Marxist influence on its
sleeve, unashamedly subjective and value-laden, and with its participatory hat
tilted at a rakish angle on its user-involved head, collides with bureaucracy,
administrators and cross-institutional financial arrangements. The setting is
real but some names have been changed to protect the innocent.

The Burton Street project began as a grass-roots community education
initiative in the Hillsborough area of Sheffield in the 1990s. Using an old
school building as a base, the business expanded rapidly to include some day-
care provision for individuals labelled with learning disability. The project has
subsequently been re-envisaged as a community college offering accredited
and non-accredited courses for adults labelled with a variety of learning
difficulties and associated conditions.

In summer 2004 my (AMC) interest in life history and narrative brought
me into contact with some of the people who attended Burton Street. There
I met colleagues from the local Trust’s psychological service who worked
with some of the service users. In ensuing discussions the psychologists were
asked what else they did and ‘research’ was part of the answer. The service users
were keen to know what this meant. From these chance remarks the research
interest group emerged.

In responding to users’ interests and addressing their concerns, we hoped
to avoid the pitfalls presented by oppressive power relations that frequently
characterize such joint ventures. The users wanted to be actively involved,
rather than being coerced or co-opted, but in what precisely? In moving from
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involvement as process to involvement as product we had to ensure an under-
standing of how the process worked. We therefore devised a ten-week curric-
ulum to introduce what we perceived to be core research methods. For, as
Walmsley (2004) observes, people with learning disabilities need to know how
to do research.

Consequently we covered ethics, single case study design, basic statistics,
the broad differences between qualitative and quantitative approaches, inter-
views, participant observation, simple survey techniques, questionnaires and
consent issues. After ten weeks the same interested group of students remained,
but now with some rudimentary knowledge of how to undertake research. The
next stage was to put such knowledge to use.

Despite the increased participation of people labelled with learning dis-
ability in research (Walmsley 2001) the process nevertheless throws up particu-
lar challenges, especially the process that underpins participation (Greenwood
et al. 1993). Indeed, process is all, as we would soon discover.

We meet weekly, but without a defined project the group made do by
making guest appearances. Two of them might, for example, talk to a group
of medical students on treating people with learning disabilities as people
first and symptoms second. Others might make a conference presentation.
Gradually the group built a local reputation. From the outside things must
have looked good. But even in these early ‘successes’ had we, the academic/
professionals, unwittingly transposed our own scientific values? The implica-
tion is that research can only be properly undertaken when the researchers
have been inculcated into the rituals. Is this really what user involvement
is about? From this perspective the professionalization of user involvement
in research is ideological. The process is ‘normalized’ until it reflects the profes-
sional model by which the alternative is made mainstream, indeed does the
selection of methodology simply professionalize the research process and
further marginalize would be users (Ellis 2000)?

Sh£w me the m£ney!

To maintain momentum we successfully applied for a small grant providing
start-up funds and meeting maintenance costs. But this seed funding came
with strings attached: it was university money designed to support local, cred-
ible, applied research; it had to be sufficiently scientific to produce publishable
findings; it was to improve the university’s Research Assessment Exercise (RAE)
profile; and it needed to be spent quickly. At this point another of us (GG)
became involved. Devolved research funds were at his disposal, providing four
conditions were met: (1) there was a written research proposal, (2) there was
an infrastructure in place to support the group, (3) the money was used in
an accountable way, and (4) that deliverables were produced. He attended
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meetings of the Burton Street Group to explain these ground rules, which were
formalized in writing.

Whilst initially a cause for celebration, it later turned into a bureaucratic
nightmare for the group, particularly for the group member acting as financial
secretary. For reasons beyond the control of the immediate partners, the trans-
fer of funds from the university to the centre took months. Negotiations were
fraught. We had all been freely donating our time but now that the Trust
insisted that colleagues from psychology who were supporting the group be
paid at a rate equivalent to private practice. This effectively put them well
beyond the scope of the budget. They continued on a voluntary basis. The stu-
dents were not allowed to earn more than £5 a week for fear of compromising
their benefit arrangements.

Two weeks after the money was transferred from the university the finance
system at the centre changed. We wanted to pay people on the day, perhaps a
week in arrears, thereby linking attendance and payment, and mirroring the
‘real’ world. The ‘system’ thought otherwise. Eventually, some five weeks later,
we obtained the funds. One of us (AMC) had to sign to secure the money’s
release, on behalf of the intended recipients, who were deemed unable by the
financiers to perform this function themselves. I had to literally dole out a
bunch of fivers to what was by now a queue of very excited individuals, who
might never had so much cash in hand before. I remember thinking that I had
approximately £50 of my own in my jeans and thought so little of it. People
ran from the office clutching the cash. I called after them, ‘Put it in your pocket
at least!’

I closed my eyes and imagined the headlines in the local paper.

Woman with learning disabilities mugged in street
DI Bloggs has told this to our reporter. ‘The woman has been robbed of a
sum of money, believed to be approximately £35, all in used fivers, which
she had been given by a university lecturer. Naturally we are keen to
interview this person . . .’

A research career would be over before it had properly begun.

Participation

Where does the Burton Street Project sit in relation to prevailing thinking
about user involvement in research? Taking Chappell’s (2000) distillation of
the criteria for emancipatory research based on the contributions of writers
like Zarb, Morris and Oliver, there are two boxes that can be ticked: (1) it
provided an opportunity for people with disabilities to be researchers them-
selves and (2) it enabled people to adopt a reflexive stance in relation to their
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work. Two further qualifying criteria – (3) being commissioned by democratic
organizations of disabled people and (4) having an accountability to demo-
cratic organizations of disabled people – appear to put the project outside the
emancipatory model. Evidence for a fifth qualifying criterion, improving the
lives of disabled people, was yet to be produced. The project, therefore, sat
more comfortably within what could be termed a participatory research
model, if only by being labelled as not emancipatory.

Space precludes consideration of the range of ideologies constituting par-
ticipatory research practice and how these are expressed in terms of method-
ologies. However, the project required: academic and user researchers to work
together; to make this work, a supportive infrastructure and training was
needed for user researchers; external funding was necessary, but this created
a complex accountability framework; and engaging in work together was
becoming messy, protracted and with no clear outcomes in sight, yet. Further
exploration of the minutiae of working together explains why progress was so
unpredictable.

Picture this

With the goal of conducting research interviews, and also to keep a record of
our progress, we bought a camcorder. Two of the students from the group
volunteered to make the purchase. They had two options. They could either
get cash from the account and buy the equipment over the counter, much as
any ‘normal’ person might do, or they could make the purchase by prior
arrangement, ordering from a limited range of retailers. This was, of course,
the preferred option for ease of administration.

We eventually got an over-the-counter DVD/camcorder. Being a new toy
it was something that everyone wanted to play with. Then we got a request
from colleagues at the centre asking if they could ‘borrow’ the camera, to
which the group, being understandably protective of its new purchase, said
‘no’. It was locked away in a cupboard with the rest of our paraphernalia.

We could describe the pantomime quality of some of the exchanges we
had with administrative staff but you would find these hard to believe. There
was a Kafkaesque air about things. The key had to reside in the office. The
office was, naturally enough, open only during office hours. Most of our meet-
ings were conducted ‘after hours’. We had to sign for the key. Some of our
colleagues could not sign their name. Such details are merely inconvenient
and are fairly easily circumvented. However, it became increasingly evident
in our dealings with various parties that the legitimacy of our enterprise was
founded on professional/academic status rather than on the efforts of our
learning disabled partners.

For example, when we arranged conference attendance or a teaching
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session we would supply contact details. These would always include the names
and addresses of the group members involved. Correspondence, however,
was invariably addressed to one of the academic/professionals. We had to
share this communication with our colleagues, some of whom had a mobile
phone, none of whom had email, and all of whom relied to varying degrees on
others to help organize their lives. Sometimes messages were not passed on.
People forgot meetings and appointments were missed, cancelled, postponed
or rearranged. Bookings that had been arranged in advance failed to materialize
on the day. Frustration mounted.

Our weekly group meetings were always conducted face-to-face in one of
the rooms available to us. For those attending the centre this meant alterations
to homeward travel plans and rearrangement with families and/or carers, and
for others negotiation with employers, families, and a renegotiation of child-
care arrangements. Everyone had to cater for holidays and one-off circum-
stances. Occasionally these competing demands conspired against attendance
by any of the professional/academics, so there was no meeting and no pro-
gress. Delays inevitably occurred and the knock-on effect accumulated. Whilst
our colleagues were keen to take on various levels of responsibility it was
soon clear that their good intentions did not stretch to self-regulation or
organizational duties.

These examples indicate that whilst those involved in the project were
prepared to work in an inclusive manner this was not necessarily reciprocated
or even recognized by those operating outside the immediate environment.
The many small routine wrangles became energy sapping. Delegation became
a matter of hope more than expectation. And that is before we arrive at
weightier, more esoteric, but equally pressing concerns.

Knowledge construction

Foucault argues that what counts as true knowledge is ostensibly defined by
the individual, but what is permitted to count is defined by discourse. What is
spoken, and who may speak, are issues of power.

(Parker 1989: 61)

One of the main reasons for undertaking research is to discover new knowl-
edge. How this knowledge is arrived at is determined largely by method-
ological issues, epistemological concerns over the construction of knowledge
and ontological concerns over what there is to know. These in turn are gov-
erned by the social and scientific location of the research, the political climate
and the values that drive the researcher(s). If all of these are not shared then
user involvement can come unstuck.

The opening lines of The German Ideology and the later declaration that
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‘the ideas of the ruling class are in every epoch the ruling ideas’ (Marx and
Engels 1947: 39) are relevant here. Any subsequent variant of ideology, it seems,
must be able to accommodate this apparent contradiction; that in exposing
the ‘true’ nature of social practice ideology reveals itself to be no more than
another layer of make-believe. Our attempts at research were at all times con-
trolled by the academic/professionals amongst us. To pretend otherwise would
be to wilfully misrepresent events. But we were occasionally guilty of closing
our eyes and pretending that as academics and professionals we were not the
ruling class. We very much wanted to believe that there was a shared ethos.

Our weekly meetings, for example, were determinedly democratic. We
experimented with procedures because we wanted group members to share
some control. To prevent a babble of voices we adopted the rule of the pen for a
while. Whoever held the pen could speak. We used tape recorders to gather
people’s opinions and we made sure that everyone had the opportunity to
speak because having each voice heard was important to the group. All of this
was mightily time-consuming. The meetings turned into meetings about
meetings. Business was carried over, process came to dominate, and any focus
on a product became irrelevant.

So what then are the implications for the knowledge produced in such
circumstances? Did we have to take so long to discover that user involvement,
if done properly, is difficult and time-consuming? User involvement is not a
product; neither is it entirely processual, it is a way of thinking. Butler (2002)
offers an analogy with art that may be useful here. He describes museums and
galleries as ‘legitimizing’ the status of their collections through displays and
exhibitions. Scholarly books and journals can perform the same function. By
operating careful selection criteria, editorial policy will either publish or reject
work according to its perceived harmony with current thinking. And current
thinking is that ‘user involvement’ is a good thing.

So how are people labelled with learning disability situated within the
production of research? Their involvement can only be premised on presence
or participation; ornament or function. In either case the ‘ruling ideas’ are
clearly the property of the ‘ruling class’ of academics. Hence, as Curran et al.
(1982: 26) point out, ‘ideology becomes the route through which struggle is
obliterated rather than the site of struggle’.

Voice and ventriloquism

Acknowledging that our university funding was in some sense buying a pro-
duct from us provided a motivating factor to maintain interest and focus to our
collective work. Primarily the group wanted to be involved to make a differ-
ence and to be heard. In answer to the specific question of what they wanted to
say in the proposed article responses were as follows:
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• ‘What we are all about . . .’
• ‘Why are we taking part . . .’
• ‘We should put pictures in article . . .’
• ‘What we’ve learnt from being in the group . . .’
• ‘Want people to read an article with our name on it . . .’
• ‘Want people to know who we are, want people to know what we can

do . . .’
• ‘Want people to know what we got out of it . . .’
• ‘We would like them to like it . . .’
• ‘Want to tell them a story about what we do here . . .’
• ‘Want people to know where we are . . .’
• ‘Want it to be interesting . . .’
• ‘Tell them about our lives . . .’

With this clear desire to have their say we wanted to avoid acting as puppeteers
and pulling strings or putting words in the mouths of our colleagues. This was
crucial to our own beliefs about the nature of collaboration. The involvement
experienced by the individuals in this instance was benign in terms of the
influence exerted by us, the professional/academics involved. Their reflections
on the experience continue to be positive. This has not always been the case.

The ‘involvement’ in research as experienced by Paul Hunt (1981), for
example, was oppressive and demeaning. Hunt critiqued his own involvement
as the subject of research in ‘Settling accounts with the parasite people’, criti-
cizing the research, the researchers, their methodology and the findings. He
highlighted how, far from instigating change that might benefit their ‘sub-
jects’, the researchers remained content with report writing, even when their
report contained bleak descriptions of care.

Beresford (2005) summarizes this position in more general terms when he
says that:

The starting point for many service users’ view of research is as part of
a structure of discrimination and oppression; an activity which is
both intrusive and disempowering in its own right and which serves
the damaging and oppressive purposes of a service system over which
they can exert little or no influence or control.

Clearly, sympathetic methodologies have to be adopted that can simulta-
neously illuminate the research topic and treat the respondents fairly. The qual-
itative research paradigm and, more particularly, the participatory approach is
sensitive to the needs of under-represented groups. Understanding is privil-
eged over explanation and this is often achieved by giving prominence to the
accounts of respondents. Bernard (2000: 167) suggests that the participatory
process ‘holds hope for the marginalized; it gives voice to those who are
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usually silenced’. This chimes with our own efforts. In this detail the aims
of research and the value of user involvement in policy and practice may
harmonize.

And yet there is a corollary. All interpretations of user involvement in
research in part acknowledge that individuals and groups make a unique
contribution to knowledge construction by virtue of their identity and social
location. But simply to allow oppressed groups and individuals a platform is
no guarantee of redress. Potts (1998: 27) puts it this way; ‘the authenticity
of individual “voices” cannot be as effective in securing political change as a
social theory based on collective experience’.

Ouch! (or pain is what the patient says hurts)

So is research merely social commentary or can it affect social change, and
does this polarize involvement around ‘users and losers’ (Hubbard 2004)?
The drive towards inclusion suggests a belief that change can occur, premised
on the assumption that the inside knowledge of individuals will be more
relevant. As far back as Mead and Malinowski the search for the ‘authentic
native voice’ has led researchers to walk for many a month in someone else’s
moccasins.

In searching for the insider perspective the ethnographer seeks local or
native knowledge, believing that expertise accompanies first-hand accounts.
The assumption here is that any such account is superior to one achieved using
standardized approaches. Health care practitioners, too, tacitly share this per-
spective. So, for example, pain is what the patient says hurts rather than that
defined by objective measurement. And both ethnographers and health care
practitioners keep good theoretical company, supported in their beliefs by
Wittgenstein and Foucault. Wittgenstein asserts that the meaning of a word is
defined by its use in the language. Foucault suggests that true knowledge is the
property of the individual.

The overwhelming impression is that self-report forms a sound basis,
on clinical and theoretical grounds, for knowledge construction. Research
has followed this lead in its recent insistence on user involvement. Hence
addressing policy-making concerns by asking consumers what they want has
been given more prominence by politically active disability organizations
(Union of Physically Impaired Against Segregation [UPIAS], Disabled Peoples’
International [DPI], People First) who remain strident in canvassing for
inclusion.

It was largely through the efforts of the Chicago School that sociology
developed an interest in minority and under-represented social groupings,
and the interests of individuals who have a learning disability fit neatly into
that tradition. This relationship though has two distinct drawbacks: a power
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differential and a reliance on ‘expert’ testimony. Our efforts at Burton Street
displayed both.

The power relations within research partnerships, particularly those
involving lay and academic/professional collaborators, are invariably skewed
in favour of the latter. Funding sources and allied qualifying criteria naturally
channel this towards the academic/professional, prohibiting an emancipatory
position (Goodley and Moore 2000). However, funders are now routinely anti-
cipating an element of user involvement somewhere in the proposal. Again,
this can be interpreted as enlightened or just another case of ideology in action.

The ‘expert’ testimony too is contestable. Individuals labelled with learn-
ing disability are assumed somehow to have unique insight into their condi-
tion, despite the fact that for many, the label, for all its stigmatizing qualities,
is an irrelevance in their daily existence.

There’s no such thing as a free lunch

Our objective to produce an article caused some initial misgivings but fitted in
well with the ambitions of the group, being exactly what group members said
they wanted to do. In our conversations we passed the tape recorder round and
let everyone have a say. What follows is therefore a composite response to the
question, ‘What is research?’

Research is about asking questions, talking to different people, inter-
viewing them, getting information, putting it on a database and writ-
ing it up. Everyone can help with the writing up. But we might need
some money to help buy equipment. We want to put it in a magazine
so people can read it.

We work as a team, listening to each other, all pulling together.
We’ve never been to research before. Some of us were sceptical at first.
The idea was put to us and we liked the sound of it. It’s our idea, our
themes, our questions to put to other groups.

In a way it’s a good thing to get information from other groups.
It’s like expanding our ways to theirs and working together is good
because it means group and inclusiveness. What we’re doing is good,
working as a team to let people see what we are doing and to gain
knowledge.

The professional academics in the group went into literature review mode and
brought back articles to read to the group. We looked at work by WFSA/
Tarleton (2005); Ham et al. (2004); Townson et al. (2004) since they were all
accounts of collaborative working undertaken by groups similar to our own.
‘See!’, we said. ‘It’s that easy!’ Except, of course, it was not and is not.
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The article emerged, eventually (Abell et al. 2007). How it arrived is a story for
another day.

Interviews and service evaluation

The management of the project asked us to undertake a survey of user attitudes
to the services they received. This was part of an overall strategy for change
involving new building work and a reconfiguration of working practice for
staff and service users alike. With this promise pending we took the opportun-
ity to revisit the lessons previously learned around interviews and interview-
ing. We spent a lot of time practising interview skills. We discussed open
and closed questions, prompts, confidentiality, ethics, disclosure of sensitive
information and interview etiquette. The group took the microphones and
ran with them.

We soon got the opportunity to practise these skills for real when the users
and staff at a local day centre agreed that we could visit and try out new
interview techniques.

One of the group, here referred to as ‘P’ interviewed a member of staff who
will be identified as ‘G’. It went something like this:

P: Now we’re talking to G. How long have you been working here, G?
G: I’ve worked here five and a half years . . .
P: Do you like it here?
G: I love it, it’s fantastic . . . it’s one of the best places I’ve worked.
P: How much do you get paid?
G: (falters) . . . well . . . in the range of . . . say . . . £15K . . .
P: Oh my God! We should come and work here!

There are clearly issues concerning sensitivity here but there’s no mistaking
the enthusiasm. With the interviews recorded we (the professional/academics)
transcribed the tapes and shared some initial analysis with the group, looking
for common themes and any contradictions or anomalies. This went well and
the feeling that perhaps we might be engaged with something worthwhile was
fleetingly apparent.

After a delay of around six months we eventually got permission to inter-
view anyone who attended as a service user. In preparation we revised our
understanding of our goals, the practicalities of taping, and ethics of consent.
We produced information sheets. We arranged access. In late 2006 the first
interview was conducted by Burton Street researchers and the process con-
tinues at the time of writing. We anticipate completing our evaluation in the
summer of 2007. Of the 14 original members of the research interest group
only a core of four or five remain.
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Conclusion: reflections in a fairground mirror

Why the fairground mirror? Well because fairground mirrors usually give an
intentionally distorted reflection. This account is distorted in that it is only
one-sided, being our perspectives, but we have aimed nevertheless to be faith-
ful to our own experience. For the complete picture to emerge, the perspectives
of service user researchers themselves unfettered by academic interpretation
must be added.

Looking back, what did we learn from this experience? First, some not so
surprising things. Preparing the group for research led to an unavoidable
emphasis on learning and group work, shaped by an appeal to shared decision-
making. It was an intensive and time-consuming process for everyone, to the
point where attention to process almost became the product. Securing uni-
versity funding, whilst a catalyst, directed the project down a participatory
rather than an emancipatory path, wresting key elements of control from the
group, though there was little sign from group members that they were look-
ing to achieve emancipation for themselves or for their peers through the
research process.

Regarding working together there are some rather more interesting things
to note. Taking ideas from, and extending thinking about, constructions of
partnership – the Senses Framework – applied to family carers and their rela-
tions with services (Nolan et al. 2003b), it could be said with some confidence
that for group members three of the six senses were self-evidently in place: the
sense of security coming from feeling safe in relationships, the sense of belong-
ing in feeling part of things, and the sense of purpose from having personally
valued goals and in engaging in shared and meaningful activity. Despite the
travails of securing funding and the trial and error characterizing early devel-
opment work, group members stuck together, made individual and collective
contributions, and continue to work together in publishing from their experi-
ences, albeit in reduced numbers. This demonstrates a surprising degree of
commitment and resilience when conventional returns (monetary reward,
promotion) were absent.

Evidence for the three remaining senses, the sense of continuity from expe-
riencing links and consistency over time, the sense of achievement from mak-
ing progress towards desired goals and the sense of significance derived from
feeling that you matter, was mixed as well as more limited. The group began as
12 individuals but is now a core of four or five. Reasons for the reduced numbers
mirror domestic and lifestyle changes, as much as waning interest in the pro-
ject, but have affected continuity of membership. The group’s obsession with
process meant that the sense of achievement associated with realizing project
goals was deferred for a long time, and the publication schedules of journals
meant waiting in a queue like everyone else who had papers accepted and
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awaiting publication. This left a void that was difficult to fill. Although initially
buoyed by the recognition and status associated with securing research fund-
ing, this soon faded, so the sense of significance experienced by the group was
also difficult to maintain. To these senses we might add a seventh, the sense of
empowerment. Did group members feel empowered and liberated through what
they had experienced? We would offer an equivocal response. Yes, they felt
liberated in engaging in something that they valued, that set them apart in
some respects from their peers; they felt proud; but no, they made little impact
on the rather oppressive forces of research production, nor have they (yet) freed
themselves from positions of relative disadvantage within the community. This
raises a final but important issue that deserves further discussion, namely,
claims for knowledge construction and the benefits that arose from this project.

The interviews undertaken by the group, commissioned by the project
management, though cast as a piece of service evaluation, are generating
robust findings that are considered by the commissioners to be ‘fit for pur-
pose’. Consequently such knowledge addresses local need. And perhaps this is
good enough. The results will inform management policy and practice, with
benefits for the individuals and groups using the service. We wait to see
whether intellectual disability as impairment will render higher-level abstrac-
tion and theorizing associated with data analysis less amenable to practice,
as some have suggested (Kiernan 1999; Walmsley 2004). ‘Doing research’
involves a multiplicity of tasks, some making more intellectual demands than
others, and expecting people with intellectual disabilities to be involved in all
stages of research may not be practicable; indeed, it may even be unethical if it
places unreasonable demands upon some individuals. Involving people with
learning disabilities in all stages of research is, we feel, a comfortable delusion
that does not necessarily serve the public interest. There is an added onus of
responsibility on those engaged in collaborative research to be transparent
about who is taking responsibility for what, about exactly what service user
and academic researchers are contributing to the enterprise, and the ethicality
of each stage of the enterprise.

Having written this chapter from the perspective of academic researchers
in a collaborative research enterprise, we restrict our final comments to what
we think academic researchers can best contribute and what they ought to
trade in working collaboratively with people with learning disabilities.

We could discern elements of each of the three roles (and more) that
Stoecker (1999) identifies for academics in participatory research. He talks of
the researcher as initiator, as consultant and as collaborator. Though the idea for
research was initiated by the group, there were many occasions when the ini-
tiative had to be taken by an academic researcher. We acted in consultant or
advisory roles at times, but premised most of our work on a collaborative
model where we did our best not to ‘take over’. The trouble with this stance is
that, as Stoecker (1999: 345) asserts:
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Community members are not used to the ‘talk’ world of academics,
and they are often sceptical of it. And real collaboration takes a lot of
time – for meetings, for accountability processes, for working through
the inevitable conflicts – that may be in especially short supply for
community group members.

Collaboration was our working ideal, because we considered it to be more
empowering to group members, though it was not necessarily the most effi-
cient way forward. Under the guise of collaboration we found ourselves
troubleshooting (sorting out personal money and transport problems), organ-
izing (designing research training), educating (running research training work-
shops), co-authoring (drafting letters and publications). These were necessary
and important roles for us to fulfil given that the group was not self-regulating.
We should not, therefore, have been so surprised by the way activity expanded,
affecting time horizons and attendances.

Rodgers (1999) talks of trying to get it right, suggesting a struggle with the
process. There is no shortage of similar commentary and the growing literature
suggests a genuine movement towards democratic forms of knowledge con-
struction. But, and there is a but here, including individuals with learning
disabilities in the research process poses unique challenges about consent,
understanding and purpose that potentially undermines the whole project.
Collaboration suggests a partnership and, providing we are honest enough to
concede that the partnership will be an unequal one, then perhaps the struggle
can and should continue.

However, the struggle engages with an unrepresentative population. For
even if individuals with learning disabilities are able to contribute to the pro-
cess (and this can be challenged) it is evident that articulate, talkative subjects
make up the bulk of this cohort. This perpetuates the structural inadequacies
of university-led research as a response to social inequity, exposing the ideo-
logical dilemma at the core of user involvement: inclusion for some means
exclusion for others. For truly collaborative research to ensue, more effort must
be made to include those individuals who are less able to communicate. This
may well present insurmountable methodological difficulties.

In conclusion we must concede that, while the principle of user involve-
ment is sound, the practice is not always smooth. Our experiences suggest that
the inclusion of individuals with learning disabilities in the research process
poses the unique challenges noted above that may yet undermine the whole
project. Does this mean user involvement does not work? Not necessarily. But,
for those of us working in the learning disability arena, future research needs
to respond to issues around the binaries of consent and coercion, process and
product, and the understanding of methods and purposes as demonstrated by
people with learning disabilities.

So what should academic researchers be prepared for when entering the
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collaborative research arena with service user researchers labelled as having
learning disabilities?

• Resistance, inertia, disinterest: we know that research can change the
world, the world just doesn’t know it yet.

• Misrepresentation, mistrust: prophets are often without honour in
their own country; research is no different.

• Chronic fatigue syndrome: two years to write a paper? Two years!

And what should academics be prepared to trade?

• Power, authority, expertise: people might salute your presence in the
faculty building, but you are not in the faculty building now.

• Integrity: if you want to cook omelettes you have to break the eggs.
• Fame, fortune, family: keep a photograph of your loved ones nearby;

it may be the only time you see them!
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8 Doing user research: narratives
of mental health service
user researchers

Graham Shields, Ray Wainwright,
Gordon Grant

Introduction

In this chapter we write about experiences of engaging in user-led mental
health research. Two of us (GS and RW) speak as mental health service user
researchers and one of us (GG) as an academic researcher. It will become clear
later why we distinguish between which of us is speaking, but we wish to say
from the start that this account is one that we have all agreed.

As noted in the opening chapter, user involvement in research has not
emerged by accident as a significant subject for debate and scrutiny. Policy in
the UK has been driving the design and governance of health and social care
services towards a model where there is more transparent accountability to the
public and recognition of service user experience and knowledge as part of the
modernizing agenda (DoH 2001c, 2006). This has been a formidable agenda
for change, not least because it has required a fundamental re-valuing of tradi-
tional sources of knowledge and power (professional and bureaucratic) in the
shift towards a culture that embraces the service user (or patient) and family, as
expert in their own right. These ideas are not particularly new; some writers
having been promulgating them, based on good evidence, for over a decade
(Nolan et al. 1996).

Timescales associated with these changes can therefore be quite protracted.
Since issues of power and authority are so integral to organizational and
professional cultures it is not surprising that steps towards democratization
and empowerment should become so drawn out. The structures and cultures
within which research is embedded are little different, but this now means that
the rules by which universities and research funding bodies govern research
become important, alongside those in health and social care services, in
understanding how the inclusive research agenda is played out.
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The commitment shown by government to this inclusive research agenda
expressed through INVOLVE (2004) has been important in establishing the
legitimacy and credibility of this enterprise. In recent years there has been a
growing volume of mental health research in the UK that is now not only user
focused (Simpson and House 2002) but also user led (Thornicroft et al. 2002;
Trivedi and Wykes 2002; User Focus Monitoring Group 2005). Guidelines for
good practice in mental health research have been published (UK Mental
Health Research Network 2005), emphasizing principles deemed essential to
good collaboration when academic or professional researchers and service
users are working together. These include:

• clarity and transparency – about respective roles and responsibilities
• respect – for each other’s views
• diversity – when seeking to build research capacity among local ser-

vice users
• flexibility – in determining working arrangements, so to optimize

service user involvement
• accessibility – of information and working materials.

Mental health service users have reportedly made it clear that being included
in all stages of research is their top priority, even outstripping their priorities
for research themes and topics (Thornicroft et al. 2002). Wykes (2003) has
argued that user involvement can make a difference to clinical research by
improving and refining research questions, changing outcome measures and
adapting methodologies – based on sharing user experiences. There is also
some evidence to suggest that service users feel able to speak more freely when
interviewed by a service user researcher rather than those involved in commis-
sioning or providing services (Faulkner and Layzell 2000; Rose 2001; Allam
et al. 2004).

Desirable though inclusive research might be, its implementation can be
extremely demanding within mental health services, and unless there are clear
aims from the start, as suggested by the first of the UK Mental Health Research
Network (MHRN) principles above, relational difficulties can be encountered
that impede progress (Shields and Walsh 2006). Service user inclusion in
research, therefore, is no easier than inclusion in services or in other life
spheres.

Concerns have been expressed that user-focused or user-led research in
the NHS does not receive the recognition it deserves when NHS reporting
systems fail adequately to capture the experiential dimensions of knowledge
gain or the often complex and time-consuming processes that underpin such
knowledge gain (Grant et al. 2006). There continue to be challenges then
in establishing the credentials of service user involvement in research at this
time.
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Despite the steady stream of narratives and oral histories, many from the
survivor community and family carers, about the experience of mental ill
health, recovery and service responses (for example, Hill et al. 1995; Karp
1997, 2000; Rose 2001), there are singularly few accounts from mental health
service users about their engagement in research as researchers, and what they
feel about it. Accounts are often filtered through the lenses of academic and
professional researchers.

An exception is the account by Reeve et al. (2002) of a community mental
health study in Canada. In the experience of the mental health consumer
researchers in this particular study, conditions were created in which different
types of gains were made, including the development of research skills, self-
confidence and self-esteem, and there were even signs that the experience was
aiding recovery for some individuals. These might all be construed as examples
of individual capital (cf. McKenzie and Harpham 2005). But additional gains
were also reported in terms of trust, teamworking, camaraderie and enhanced
feelings of status by association with a team of academic researchers – all of
which can be seen as forms of social capital. Interestingly, Allam et al. (2004)
come to similar conclusions in summarizing what service user and carer
researchers reported following an evaluation study of an assertive outreach
service in England.

In both of the above studies, challenges did not go unnoticed. For exam-
ple, for some people there were difficulties about expressing fears and anx-
ieties. Managing emotions in interview situations was not easy. Maintaining
a grip on objectivity, when required, was sometimes difficult, especially when
empathy and reaching co-constructions with interviewees were also impor-
tant. In the Canadian study the point was also made by one consumer
researcher that there needs to be a balance between being empowered to take
part but having that responsibility without feeling overwhelmed. Individual
differences in the capacity of consumer researchers to deal with these issues
represent another challenge to be addressed.

If we are to understand and evaluate the products of user-focused and
user-led research in mental health services, it is necessary that efforts continue
to be made to make transparent the processes involved in implementing such
research.

In this chapter, an attempt is made to address this in a particular way. Two
narratives follow, each written by researchers who have experience of living
with mental illness. Written independently of each other, the narratives are
personal reflections about a part of each person’s research journey. In the first
piece, GS speaks of his engagement, on a part-time basis, as a researcher in a
mental health NHS Trust, and of the structural factors within the Trust that
shaped his experiences as a user researcher over a period of more than four
years. In the second narrative, RW focuses on one particular issue, ethics,
when he was forced to face some personal demons in being challenged by

122 USER PARTICIPATION IN HEALTH AND SOCIAL CARE RESEARCH



11:10:09:08:07

Page 123

Page 123

the requirements of the interview process within his PhD study. The narratives
are presented as uninterrupted discourse so that the reader can obtain a ‘feel’
for each person’s story and make a judgement about what is important, in the
manner that might be advocated by the great Studs Terkel. Each narrative is
followed by a brief commentary – our own – where we attempt to summarize
what we think was important about each narrative in turn. In the concluding
discussion we offer further reflections about the structural, ethical and meth-
odological challenges to be faced when service users are actively engaged in
research roles.

Graham’s narrative: battling with the rules for
engagement in research

My schizophrenia began its manifestation in 1989 when I was a student at
Lancaster University studying an MSc in Operational Research (OR). At the
time I had the intention of applying it to the water industry in which I had
worked as an engineer. I found that I was interested in the application of OR to
the NHS and my dissertation looked at modelling nurse supply. I was sub-
sequently employed by a Regional Health Authority but it became totally
untenable for me to work full time as there was no understanding of my needs
or special support offered. Like many educationally qualified users of mental
health services, I cannot guarantee health and strength to fit into normal
structures of work on a particular day, and for us to be involved in research
the question of flexibility has to be addressed. That we cannot work in the
usual way does not mean that we are necessarily incapable of performing
high-quality research but it may diminish our capability at networking and,
importantly, of being able to persuade others that our findings are valid so that
alliances can be forged.

In 1999, I became a member of the Beverley Community Health Council
(CHC) offering my knowledge of OR, employment in the health service and
experience as a user. It became apparent to me that there were many local
issues that needed researching, that the CHCs, rather than being abolished,
needed to be expanded to provide facilities for professionals and users together
to examine issues independently of existing authority structures. Questions
that had come to mind included: issues relating to the merger of the ambu-
lance trusts, possibly requiring a simulation model; the lack of provision of
drama therapy and its potential effectiveness and the variation in availability
of mental health services between Hull and the rest of the East Riding. As a
member of the CHC, I asked for resources and this eventually led to me con-
tacting the R&D (research and development) unit of the Humber Mental
Health Trust where I was employed one day a week under the excellent
‘Positive Assets’ scheme of supported employment.
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I have worked for the Trust for five years and have been principally
involved in the following:

1. I was set the task of establishing a user-led research panel of users and
staff that would have autonomy and a budget to initiate and scrutin-
ize research projects. The job was, perhaps, impossible as we had no
clear idea about what research could be undertaken and were
uncertain about many factors. We argued at length about our struc-
ture and who would make decisions, about what constituted quality
and how to decide both how to allocate money and who decided who
got it. Power, money and personality clashes dominated our discus-
sions: the politics were insurmountable given our lack of definition
and fundamental factors, such as our finances, being at the whim of
forces beyond our control. A Trust, if it wants to have quality user
research, must have a very solid commitment to it, in terms of facilita-
tion, money, the active seeking of users and time, and it must take
into account that users on their own, by virtue of their illnesses, may
find conflict and responsibility too much of a burden to be effective
decision-makers. The panel met for about two years.

2. A spin-off from our work was the creation of a small group of users
which met to discuss spirituality and mental illness. The group had
the hope of producing an anthology of user experiences and beliefs
based upon the spiritual model which would be used to inform prac-
titioners of this perspective. We put together an ethics form only to
discover that the money which we felt had been promised was no
longer available. Trust policy dictated that work undertaken had to
be paid for even if users were willing to work unpaid. The whole
process of getting approval for access to Trust address lists was so
slow and unnecessary that the users lost interest and the project
collapsed.

3. My own personal research has been to develop a computer simulation
model in Pascal which models the total numbers of adult inpatients
across the Trust and addresses questions of organization and change. I
had to collect my own data, which was in a relatively raw manual
state, and process it to produce length of stay characteristics and
arrival rate patterns. The modelling suggests that owing to the nat-
ural fluctuations in total numbers that alternative ways of managing
the units, such as having one large unit, could, potentially, save
up to 12 per cent of nursing costs if a system of flexible staffing
were introduced, that this would not only improve efficiency but
improve the level of care in some instances. A unit could be freed
to operate as a day hospital, reverting to an inpatient unit when
demand required it, with the bulk of the units operating at capacity.
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My modelling suggests the viability of using one large unit for all
admissions with a rationale for controlled admissions to the other
units from this unit. A major difficulty has been my inability to per-
suade other members of staff of the validity of my arguments which,
in part, stems from being a part-time user employee even though I
have an expertise.

The particularly good part of my employment experience has been the support
and friendship offered to me through Positive Assets which, at times, has been
the best therapy and counselling I have received throughout my illness.
Through sharing with my support worker, I have been able to communicate
with the organization in a way which lessens stress and helps to overcome any
lurking paranoia.

As indicated earlier, user research probably requires more independence
than can be offered by a Trust, particularly if research outcomes are critical of
significant amounts of practice. I do not wish to appear cynical because I
believe that those of us who are involved in research can change things and
influence people whether we are in the system or outside it. Being involved
in an R&D department has had the benefit of not only concrete service user
research being undertaken, which has led to several papers being published
in peer-reviewed journals and a number of conference presentations, but
has also enabled the assertion of the user perspective to managers on a num-
ber of committees and steering groups. There is always a risk that such
involvement will be tokenistic, a tick-box exercise, and there can be a surpris-
ing amount of stigma regarding the credibility of an academically qualified
schizophrenic.

Some of my work, particularly the computer simulation, could have been
undertaken by a professional researcher without any experience of illness, but
I have been able to colour this research with insight I have gleaned, and pos-
sible ways of running mental health services became apparent to be tested by
the modelling in a way that a more usual researcher would, perhaps, have been
unable to do. Whilst it may look like normal OR, it is indeed user research
informed by the user perspective.

User researchers, such as myself, could find a user reference group useful
to help preserve our unique perspective and to provide opportunities to
experiment with ideas and to offer support. Trusts, or whatever body is respon-
sible, need to find ways of publicizing activities amongst users encouraging
them to come forward. Red tape often appears to get in the way of access to
address lists or makes the possibility work with, or without payment, difficult.
Promises are often broken about the availability of resources which frustrate
the development of interest and activity.

But service user research activity is worthwhile though perseverance and
commitment are needed by all involved.
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Commentary

Cast within a temporal perspective, this narrative is told along a storyline that
has the familiar beginning, middle and end. At the beginning the narrator tells
us of his research and career aspirations and how mental ill health appeared as
a form of biographical disruption (Bury 1982). A clear statement is made assert-
ing that mental illness does not necessarily diminish the capacity to engage in
high-quality research, but that it may impinge on the stances taken by others
towards the credibility or validity of the work that can be done in a research
role. In this particular instance fitting into the normal routines of work was
not easy so networking in the workplace, a taken-for-granted part of most jobs,
was problematic. Immediately we can begin to see how the forging of poten-
tially key alliances in research may present as a serious challenge for mental
health service user researchers. This was to prove an undercurrent.

The narrative then shifts its focus to the period when GS took up a part-
time research appointment in a local NHS Trust where he was charged with
setting up a user and staff research panel to stimulate research projects. In the
early days there were some uncertainties about what this required and, as a
result, hurtling into this void were clashes about power, money and person-
alities. The reference to conflict and responsibility being ‘too much of a burden
to be effective decision-makers’ underscores the need to think very carefully
about the infrastructures to support user involvement in research, especially in
the preparatory stages. There is now overwhelming evidence about this (Reeve
et al. 2002; Allam et al. 2004; INVOLVE 2004; Smith et al. 2005).

Subsequently, aspirations about producing a user-based anthology about
spirituality and mental health were undermined by system factors – withdrawal
of funding and the slow speed of securing Trust approval – resulting in loss of
interest by the service user group and the collapse of the project. Another
systemic difficulty, though one not widely reported in the literature, was that
concerning being a part-time employee in the Trust. For the narrator this ser-
iously affected his integration into the workforce; being around for only one
day a week made it difficult to network sufficiently and to influence key
decision-makers. The dangers, therefore, of service user research becoming
diminished in its capacity by Trust structures were becoming evident.

However, the experience has had a very positive side too. The narrator
speaks to the value of support and friendship gained through peers and allies,
‘the best therapy and counselling I have received throughout my illness’,
something also noted by Reeve et al. (2002). Also significant was the key part
played by the narrator’s support worker who was described as being able
to help GS to ‘communicate with the organization in a way which lessens
stress and helps to overcome any lurking paranoia’. Given the earlier refer-
ence by the narrator to difficulties associated with persuading colleagues and
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decision-makers about the credibility of mental health service user research
and experience, this signals the importance of knowing much more about
what roles support workers play in this context. Being able to maintain a
commitment, with this support, has in the end made it possible to influence
service managers in positive ways about the value of taking fuller account of
service user experience, and there have been tangible outputs in the form of
published papers and conference presentations from the associated research.

The narrative makes tantalizingly brief reference to the issue of the
independence of service user research within an NHS Trust. Whilst speaking to
the value of being able to influence change from within the organization, he is
also aware that being organizationally independent may permit more critical
stances to be taken of policy and practice. The extension of networks that
allow service users to stake their claims about experience as evidence and
to articulate ways of working together to shape and undertake research,
through perhaps the UK Mental Health Research Network or the emergent
local comprehensive research networks, might be one way forward.

Ray’s narrative: interviewing persons diagnosed
as mentally ill – the burden of responsibility

I have experienced a severe form of bipolar disorder for many years. During the
nadir of my illness I did many things and experienced many thoughts that I
wish I could forget. True, time heals and even re-fashions events in a mould of
black humour. However, true guilt is not so easily assuaged: in my own eyes I
remain diminished by the excesses of my behaviour. Thus, the conflict
between intellectual appraisal and the demands of personal responsibility
remains unresolved. When my consultant asked me, ‘Can you accept that your
suicide attempts have been due to your illness?’ my reply was considered but
almost immediate: ‘Intellectually, I can, yes. But as a person, no: my soul
knows otherwise.’

This conflict is the source of this article. As a researcher wishing to inter-
view persons with experiences of mental illness about how this experience
has shaped their identities, I asked myself, ‘How would I respond to my own
questions?’

My response was unease. Despite all the searching questions of a COREC
(Central Organisation of Research Ethics Committee) form followed by vetting
by an LREC (Local Research Ethics Committee), which included the protocols
for a detailed Participant Information Sheet to ensure fully informed consent,
one overarching question remained. How deeply can a researcher invite a
respondent to explore their experiences without violating their rights as a
person? The ethical duty of one person to acknowledge the humanity of
another is a cornerstone of methodology. The terms of my conflict were stark
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and simple. If I would not be prepared to be interviewed then I had no right to
ask it of another person.

An in-depth interview aims to investigate the experiences of the respond-
ent and his or her reflections on those experiences. As such, it is an artifice: a
construction designed to realize an ulterior motive. Good interviewing tech-
nique is aimed at ensuring a courteous and relaxed atmosphere in which a
respondent feels comfortable (for example, Fox et al. 2001: 6–20–22; 8–3).
Holstein and Gubrium describe the ‘basic model’ of interviewing as ‘prospect-
ing for the true facts and feelings residing within the respondent’ (2004: 143).
In this context they quote Louis ‘Studs’ Terkel as asking ‘casual’ questions ‘the
kind you would ask while having a drink with someone; the kind he would ask
you . . . In short, it was a conversation’ (Terkel 1972: xxv, quoted by Holstein
and Gubrium 2004: 143).

However, the truth remains that an interview is an artifice. In this connec-
tion, Item 27 of the BSA [British Sociological Association] Statement of Ethical
Practice is somewhat daunting: ‘In many of its forms social research intrudes
into the lives of those studied’ (BSA 2002).

Moreover, this statement is more than a simple warning against over-
zealous or insensitive probing. Rather it is recognition of the constructionist
process implicit in any social interaction. Holstein and Gubrium (2004: 143)
subscribe to the view that an interview is dynamic, a process of construction.
Extrapolating this stance leads to the technique termed ‘Active Interviewing’
in which a respondent is a participant in meaning-making (Holstein and
Gubrium 2004: 149–56). However, this distinction appears to rest on a matter
of degree. Proctor and Padfield quote several sources in support of the conclu-
sion that ‘the account rendered in the interview is, in part, . . . a product of the
occasion itself’ (1998: 133, italics in original). Accordingly, they recommend
that ‘researchers need to be more empirically sensitive to the effect of the
interview’ (Proctor and Padfield 1998: 134, italics in original). This practice
includes an awareness of the degree of reassessment of experiences by a
respondent.

Again item 27 of the BSA Statement of Ethical Practice is daunting: ‘Even if
not harmed, those studied can feel wronged by aspects of the research process.
This can be particularly so if they perceive apparent intrusions into their pri-
vate or personal worlds, or where research gives rise to false hopes, uncalled for
self-knowledge or unnecessary anxiety’ (BSA 2002). The phrase ‘uncalled for
self-knowledge’ held a peculiar resonance for me. On undertaking a course of
CBT (cognitive behaviour therapy) I told the therapist that my greatest fear
was that ‘the genie would be let out of the bottle’. I was, literally, afraid of
what might be revealed of my thought processes. Although I learned many
useful devices, it is an unfortunate truth that the overall effect was destabil-
izing. To learn of and confront a Core Belief does not automatically confer
ascendancy over it. Sometimes, and here I readily acknowledge personal
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weakness, those deep-rooted convictions defy the most carefully calculated of
logical challenges.

Items 28 and 29 of the same document served to increase apprehension.
Item 28 begins ‘members should consider carefully the possibility that the
research experience may be a disturbing one’. Item 29 begins ‘Special care
should be taken where research participants are particularly vulnerable by vir-
tue of factors such as age, disability, their physical or mental health’ (my italics).
In combination with Item 27, the picture painted of an interview by these
guidelines is threatening indeed. Noting this, Elliott cites Parr (1998: 94) and
Lieblich (1996: 177) as eliciting unanticipated accounts of painful life experi-
ences in the course of interviews (Elliott 2005: 135–6). Yet the author also
offers a balancing observation ‘It is important, however, not to over-estimate
the possibility that qualitative interviews may have a disturbing or negative
impact on the interviewee’ (Elliott 2005: 137).

By this route the focus returned to the precise nature of informed consent
and its implications. As stated earlier, my participant information required
approval by a Local Research Ethics Committee. The basis of this was derived
from the ethical basis of research as detailed by Foster (2003: 10–11). This can
be summarized by three approaches:

1. Goal based: are the goals of the research appropriate?
2. Duty based: the way the research is conducted.
3. Right based: concerning consent and confidentiality.

These approaches should be applied in a complex counter-balance. The intel-
lectual devices of research need to acknowledge the requirements of the indi-
vidual. Thus, although research may have a desirable goal, its methodology
must obey the constraints of morality: for example, a researcher is bound by a
moral duty to prevent harm to a research subject wherever possible. The third
aspect of ethical approach, consent and confidentiality, is intended to ensure
the right of a respondent to self-determination.

In her examination of the ethics of narrative interviewing, Elliott quotes
Finch (1984: 50) as expressing grave misgivings concerning the effectiveness of
confidentiality (Elliott 2005: 136). However, from a practical point of view,
these appear unfounded. It should not be beyond the combined resources of
researcher and respondent to ensure that references to names, places, and even
personal pursuits can be suitably coded. For instance, regular attendance at a
sports centre can be coded as (Sport) or even (Hobby). Thereafter, the question
of confidentiality is much more direct: by knowingly consenting to be inter-
viewed, a respondent agrees to place their confidence in the integrity of the
interviewer.

This, in a nutshell, is the entirety of informed consent. By requesting it of
another person, a researcher recognizes their right to self-determination.
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After reading the participant information sheet, and checking particular
aspects if necessary, a person chooses whether or not to be interviewed. If they
elect to be interviewed, then it is with the understanding that they continue to
act with self-determination; to continue participating or withdraw from the
research should they wish to do so; to speak of personal experiences knowing
that they might cause themselves pain by doing so; and to interact with the
researcher as an equal.

To state that this understanding was sufficient to resolve my inner con-
flict would be simplistic. I remain extremely wary and unsure of myself, bur-
dened with the responsibility of knowing that I could cause another person
pain in the pursuit of my own ends. Yet, on reflection, such a burden is a good
thing, a reminder of what it is to be aware of a respondent as another human
being, a person; and to listen well, to remain aware of the purpose of the
interview but also alert to the sensibilities of the respondent. To be relaxed
and friendly – within the interactive and constructionist ebb and flow of an
in-depth interview there remains a sound basis for the conversationalist
approach of Studs Terkel. Accordingly, I believe that the first question of
an interview should be a statement of intent by the researcher to regard the
respondent as a person. A question that expresses a genuine and human
interest: ‘How are you?’

Commentary

This narrative, in comparison to the first, focuses largely on one issue – the
experience of interviewing. At its heart the narrative raises a fundamentally
important question for anyone engaged in interviewing – knowing when you
may be testing the limits of the vulnerability of the interviewee and of yourself
as interviewer. In this instance, however, the issue is compounded by the
perceived vulnerability (mental ill health) of the interviewee, leading to the
subsidiary question posed by the narrator: ‘How would I respond to my own
questions?’ or, as he later asks: ‘How deeply can a researcher invite a respondent
to explore their experiences without violating their rights as a person?’

The double-edged nature of this question was felt even more sharply by
the narrator as someone sharing the interviewee’s label of having been diag-
nosed with a mental illness. Despite submitting his research proposal to ethi-
cal scrutiny by an LREC, and emerging with a clear signal to proceed, he was
still vexed by this question. Even his forays into the research methodology
literature did little to assuage the strength of his feelings about the issue. Citing
some authoritative texts to strengthen his moral stance about ‘active inter-
viewing’ only served to reinforce the view that he had to be empirically sensitive
to the effect of the interview and the inter-subjective nature of the transaction
involved.
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At this point the narrator admits to his fear of his own self-knowledge
emerging in the interview in a manner that might be destabilizing, to the
interviewee and himself. Referring back to his own experience of CBT where,
by definition, he was being forced to face his own thought processes more
deeply, he was concerned about their possible destructive force when the
‘genie was let out of the bottle’. This experience had already led him to believe
that knowing and confronting a ‘core belief’ was one thing – managing
ascendancy over it was another. Put another way, the intellectual challenge
was something that could be anticipated, even calculated, but the emotional
challenge was one that carried no guarantee of success. Indeed, there were
strong and lurking fears about failure that could have lasting consequences for
him, the interviewee and the credibility of his data.

Talking us through the processes of gaining informed consent, the narra-
tor seems to be trying to convince himself that this should be sufficient to
resolve his inner conflict. Though in the end he comes to a balanced view, he
indicates that he feels ‘wary and unsure of myself, burdened with the
responsibility of knowing that I could cause another (person) pain in the pur-
suit of my own ends’. The implication here is largely an ethical one: how can
ethical protection be given not only to those that take part as subjects in
research, but also to those who may feel vulnerable as researchers even after all
the preliminaries like training and ethical clearance have been completed?

Conclusion

In Studs Terkel’s view narratives are best left to speak for themselves,
uncontaminated by comment and interpretation from others, but we cannot
avoid the temptation of offering some further thoughts about the implications
of what has been shared so far.

Taken together, the narratives speak to quite different issues. This in itself
is interesting given the exposure of the two narrators to mental health service
user research over a period of years. It serves as a reminder that individual
variations in experience of user research still matter at this stage in our
understanding.

The first narrative speaks largely to structural impediments to service user
research within an NHS Trust, especially:

• dealing with the management of uncertainty in the early stages of
establishing the scope of a user and staff research panel

• the part-time nature of the enterprise and the imposition on effective
networking resulting from this

• the barriers to networking and creation of alliances that mental illness
as impairment can create
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• the social construction of mental ill health as ‘other’ which continued
to undermine the credibility of what mental health service users were
seeking to achieve

• the politics and resourcing of partnership work
• and the unfulfilled quest to find an organizational solution to the

challenge of establishing the independence and credibility of service
user research.

Although these challenges have not all been overcome successfully, some pro-
gress has been made. The research panel did manage to stimulate research;
projects have been completed successfully; and publications, conference pre-
sentations and tangible influences have been generated. The role of a support
worker seems to have been very influential in this, not least in helping to
maintain morale and commitment during times of challenge. The qualities
and roles of support workers, issues we still know little about, merit much
closer investigation in this context. In regard to the issue about independence
it would now be timely to examine the influence of different organizational
arrangements for hosting and sponsoring service user involvement in research.
Basing service users in university departments or within the research arms
of voluntary and charitable organizations might be one way of achieving
independence, but with costs and consequences for access to service user
peers.

The second narrative brought ethical and methodological concerns about
the research interview sharply into focus. It can now be reported that RW has
completed three successful interviews since writing this narrative. He con-
siders that a major part of these is post-interview conversation with the inter-
viewee. The aim of this is predominantly to chat person to person (as opposed
to interviewer to interviewee) about any topic that comes to mind, so ensuring
that all parties can relax in a convivial atmosphere before parting company.
However, experience has also shown that interviewees are keen to talk about
the interview process, so generating useful feedback.

By teaming up with another (similarly experienced) mental health service
user researcher as a moral supporter in the field, a practical solution has been
found to RW’s vexing ethical interview dilemma. Not only will this supporter
accompany the narrator when undertaking interviews, she will fulfil two
linked roles. The first role is to act as a troubleshooter should the narrator’s
worst fears materialize during interviews, and, if necessary, negotiate termin-
ation and agreement to proceed on another occasion. The second role is more
methodologically rooted, and concerned with acting as a ‘second ear’ during
the interview. Being present in a passive, non-interventionist role, she will be
well placed to validate constructions arrived at by the interviewer/narrator.
In so doing she will also be in a position to provide moral reassurance,
should it be needed, that these were not the product of the interviewer’s own
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projections, especially those that might arise from his own experience of
mental illness.

The ethical challenges embedded in these experiences are a reminder that
decisions about ethics, in the UK at least, are primarily taken prior to the
research (Ramcharan 2006), with far less scrutiny of what happens during the
research itself. At the risk of suggesting further ethical regulation of an already
highly regulated system of research governance in the UK, a code of practice
working in the interests of service users, their allies and subjects needs to be
developed so as to reassure everyone that ethics as practised in the field is just
as ethical as ethics as intended. Mental health service user researchers, perhaps
because of a sharpened awareness of human fallibilities and sensibilities deriv-
ing from their own experiences of mental ill health, have much to contribute
to debates about research practice that is both ethically and methodologically
sound.

The two narratives that form the core of this chapter show that, despite
the inevitable challenges to be faced in the field, mental health service user
researchers can accomplish a great deal in personal and project terms, support-
ing other accounts (Reeve et al. 2002; Trivedi and Wykes 2002; Allam et al.
2004). We are conscious that the experiences we have shared nevertheless
represent a ‘project in progress’ and that, ultimately, inclusive research will
need to be gauged by its contributions to knowledge, especially knowledge
that can unlock windows to the richness, diversity and meaning of human
experience.
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9 Carers of people with mental
health problems as
co-researchers: reflections on
the Partnerships in Carer
Assessment Project (PICAP)

Julie Repper, Gordon Grant,
Monica Curran, Mike Nolan

Introduction

The Partnerships in Carer Assessment Project (PICAP) aims to provide a
comprehensive understanding of the processes, experiences and consequences
of assessing the needs of carers of people with mental health problems.
Limited research has been undertaken into carer assessments, even less involv-
ing carers of people with mental health problems, so the views, experiences
and priorities of such carers remain largely hidden (Arksey et al. 2002). In
exploring aspects of assessment that carers consider important, we adopted a
constructivist approach, involving carers in every aspect of the project (Rod-
well 1998; Charmaz 2000). They played an active role, not only as ‘subjects’
sharing experiences of assessment, but also as co-researchers, working as
part of the research team influencing the questions asked, the selection of
participants, the analysis of data and the presentation of the findings.

Although UK health policy now requires ‘consumer’ or ‘public’ involve-
ment in health care research, this generally refers to service users, as opposed
to carers as researchers. This chapter describes how carers were involved in
PICAP, their contributions to the research, and the lessons that we all learnt
along the way. At the time of writing the detailed findings are not reported but
selected excerpts illustrate key issues.
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The Partnership in Carer Assessment Project

The Partnerships in Carer Assessment Project is a three-and-a-half-year study
funded by the Department of Health (DoH) under its Service Delivery and
Organization (SDO) programme. It uses a pluralistic (multi-phase, multi-
method) approach (Bond 2000) to explore current assessment practice for
diverse groups of carers of people with mental health problems across England.
This involves four phases and an ongoing literature review. The phases are:

Phase 1: Analysis of Local Implementation Team Plans for Standard 6 of the
National Service Framework (NSF) for Mental Health to explore
extant plans to develop and implement carer assessments.

Phase 2: Carer Consultation events in nine different geographical areas
involving around 80 carers with varied experiences of caring.
These raised awareness of the research and gained carers’ views
about services for carers in each area, the parameters of carer assess-
ments, inclusion and exclusion criteria and carers’ views of ‘good
practice’ in assessments.

Phase 3: In-Depth Case Studies of nine carer assessment services examined
how carers’ needs are addressed at different levels of the organiza-
tion, from strategy development, to involvement in service plan-
ning, to individual experience. Selection of sites was informed by
phases one and two, reflecting: geographical and regional diversity;
different types of Trusts (Primary Care, Mental Health and Partner-
ship Trusts); and teams with acknowledged good practice. Case
studies have included: documentary analysis of Trust Strategy,
development plans and other relevant documentation; interviews
with key individuals in selected Trusts; and in-depth interviews
with carers about their experiences of the assessment processes, and
with assessors about the implicit and explicit models they employ
and the factors that both help and hinder their work with carers.
Where possible the carer and assessor interviews have taken place
shortly after initial assessment and six months later to give a longi-
tudinal perspective.

Analysis of data follows the principles of constructivist research
(Rodwell 1998; Charmaz 2000) and, as will become clear, involved
the carer researchers.

Phase 4: As we write, Consensus Conferences are being planned with key
stakeholders (carers, practitioners, managers from all of the partici-
pating sites) to allow detailed feedback and modification of draft
principles of good practice and carer/assessor guides.
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Although the broad shape of the project was predefined, the study design
was emergent, with the results of each phase informing subsequent work.
Consistent with the constructivist model, carers played a key role at all stages
from development of the proposal to determining the methods and focus of
data collection, analysis and dissemination. Before discussing the role of carers
in the PICAP project, it is worth briefly considering the literature on carer
involvement in research, with a particular focus on carers in mental health.

Carer involvement in mental health research

The role of carers in mental health is the focus of increased government
attention. For example, the National Service Framework for Mental Health
(DoH 1999) included a standard for supporting carers through assessment
of their needs. In 2002, the DoH published guidance on developing services
for mental health carers that are positive and inclusive, flexible and indi-
vidualized, accessible and responsive, integrated and coordinated with main-
stream services. Practical initiatives to enhance the involvement of carers as
partners in mental health care include: the development of carer support ser-
vices (for example Supporting Carers Better Programme, www.scbnetwork.org;
and the Partners in Care Campaign run by the Royal College of Psychiatrists
and the Princess Royal Trust for Carers, www.rcpsych.ac.uk/campaigns/
pinc), carer education projects (for example the Meridan programme, www.
meridanfamilyprogramme.com), and carer involvement leads in regional
development centres (HASCAS 2005). However, initiatives to involve carers as
partners in research have not developed at the same rate.

Although mental health service users have documented their role in all
aspects of the research process (Faulkner and Morris 2003) and the Mental
Health Research Network has published a strategy for the involvement of ser-
vice users in research (MHRN 2004), there is no parallel strategy for carers.
Pinfold and Hammond (2006) scoped the involvement of mental health carers
in research, finding three relevant initiatives: the Institute of Psychiatry web-
site (mentalhealthcare.org.uk) providing information about research into
mental illness for carers; a carer research network is being set up to enable
carers to work on research projects by Avon and Wiltshire Mental Health Trust;
whilst the Alzheimer’s Society runs the Quality Research in Dementia Network
in which carers and people with dementia are actively involved in setting
research priorities, awarding grants and assessing outcomes. However, no
papers published in England describe carer involvement in research; one paper
describes the experience of users and carers working collaboratively in a
research project (Repper et al. 2003) and several ‘Carer Focused Monitoring’
groups have been developed to audit services following the User Focused
Monitoring approach (Rose 2001). The National Co-ordinating Centre for
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Service Delivery and Organization (NCCSDO) has commissioned a number
of studies (of which PICAP is one) in its carer research programme (see
www.sdo.lshtm.ac.uk/carers.htm) but, with the exception of PICAP, carers are
the subjects of, rather than participants in, the research process. Rose et al.
(2002) undertook a review of user and carer involvement in change manage-
ment in mental health. They found few projects describing carer involvement,
and only 25 per cent of papers referred to carers. It is therefore timely to
consider carers’ potential contribution to research and how this might be
facilitated.

Carers as researchers

In 1996 the DoH established the Standing Advisory Group on the Involvement
of Consumers in the NHS Research and Development Programme, later to
become ‘INVOLVE’, to ‘improve the ways in which healthcare research is
prioritized, commissioned, undertaken and disseminated’ (Steele 2004). Sub-
sequently the Research Governance Framework for Health and Social Care (DoH
2001c) required consumer involvement at every stage of research, and greater
transparency in reporting research; resulting in funders requiring bidders to
demonstrate such involvement.

Usually ‘consumer’ refers to the general public as a whole: service users,
their families and community members, but the guidance written on con-
sumer involvement primarily refers to service users. They may be using ser-
vices as diverse as primary care and/or cancer or mental health services; they
may be a carer or a lay member of the public. If different people have different
expectations, they may also have different priorities and preferences. In men-
tal health, service users and carers often hold different views about mental
health services (Perkins and Repper 1998) and have diverse experiences and
motivations for getting involved in research. Whilst general principles may
pertain, our experience of working alongside carers in research provides
insights into the contributions that carers of people with mental health prob-
lems might make, and of their training and support needs. These should be
seen in the context of good practice in consumer involvement more generally.
However, as the PICAP experience illustrates, training and support needs vary
depending on the socio-economic position, ethnic background, educational
level, time available as well as the standard of health of the carer themselves. It
takes time to build confidence, skills and trust with carers to enable them to
develop into carer researchers who can explore the complex issues being
investigated.
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Good practice in consumer involvement

Guidelines for consumer involvement have been produced (see, for example,
Folk Us, Baxter et al. 2001; Royle et al. 2001; INVOLVE, Hanley 2003; and the
Mental Health Research Network, Faulkner 2004). These all cover similar areas
including: the benefits of involvement in research; ethical issues, capacity-
building; training; support; payment, and resources, and are essential con-
siderations for researchers undertaking projects involving consumers. The first
decision concerns the level of involvement required: consultation – obtaining
consumers’ views to inform decision-making; collaboration – ongoing part-
nership throughout the research process; or user-controlled research – where
the locus of power and decision making lies with consumers (Hanley 2003
provides a description of the advantages and disadvantages of working at these
three levels). The following discussion refers largely to collaborative research
which was the approach taken in the PICAP.

Consumer involvement may benefit both the consumer researcher –
increasing skills, confidence and future work opportunities – and the research
process and findings (Hanley 2003). Consumers bring their experience of
services/health problems, helping to ensure the study is relevant to clinical
practice and to those using services (Trivedi and Wykes 2002; Hanley 2003;
Allam et al. 2004). Their views can complement and challenge mainstream
perspectives (Rose 2003) and influence the research subject, method, ques-
tions asked (Trivedi and Wykes 2002; Allam et al. 2004) and the indicators of
success (Trivedi and Wykes 2002; Wykes 2003). Interviewees may be more
likely to speak freely and honestly to another service user or carer than to a
professional (Ramon 2000). Some evidence suggests that service users respond
more fully when interviewed by someone with experience of using services
(Polowycz et al. 1993; Clarke et al. 1999), and that response rates are higher,
especially among groups that are generally hard to access (Fleischman and
Wigmore 2000; Hanley 2003). However, it cannot be assumed that this is the
case for carers. Although a marginalized group, they may actively wish to
speak to professionals to make their experiences explicit, and they may have
very different feelings about sharing their experiences or engaging with service
providers.

To avoid ‘tokenism’ it is not sufficient simply to invite consumers onto the
advisory panel of the research. Wherever funding, time and appropriate per-
sonnel are available, consumers should be involved in the initial planning
stages of the research (Thorne et al. 2001; Faulkner and Morris 2003; Faulkner
2004). This is most successful where local expertise has been identified and
relationships established. Rose (2003) emphasizes the importance of local
capacity-building, with interested consumers receiving support to pursue
research qualifications including the skills, language and confidence needed to
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join a team at the start of a project; and the capacity to negotiate aspects of the
research whereby collaborators have a valuable contribution to make that
requires genuine sharing of power (Trivedi and Wykes 2002; Faulkner and
Morris 2003; Wykes 2003). This may create tension, particularly in mental
health where service users may be seen as not able to make rational judge-
ments owing to their ‘madness’ (Macran et al. 1999; Beresford 2002; Rose
2003) and carers may be viewed as having a biased view of services owing to
their, often negative, personal experiences. It is just this diversity that is of
value in collaborative research; if consumers agreed entirely with the profes-
sional researchers they would be contributing little to the research process.
However, beyond a shared philosophy, practical issues of transparency, clarity
of language, and accessibility must be considered so that non-professionals are
able to make a full contribution.

There are some interesting accounts of research training provided for
mental health consumers (Nichols 2001; Thorne et al. 2001; Nichols et al. 2003;
Repper et al. 2003; Faulkner 2004; Lockey et al. 2004). Training is often specif-
ically designed for a particular project but, in a review of such approaches,
Lockey et al. (2004) identify several common features that seemed important:
clarity about the aim and purpose of the project and the specific research tasks
involved; a focus on demystifying research, particularly the language used; an
interactive format so that all participants can contribute and recognize their
own skills and experiences; and a safe, flexible and accessible environment. All
authors emphasize the need to provide a thorough training to maintain the
standards of research, some suggesting that training is also required by profes-
sional researchers to prepare them for working with consumers in research
(Townend and Braithwaite 2002; Trivedi and Wykes 2002).

Finally, continuing support is essential to success (Allam et al. 2004;
Faulkner 2004) in three areas: emotional, practical and supervision. Interview-
ing people who experience similar difficulties, or who have been through
traumatic experiences, can be disturbing, and participants need to be prepared
for this during training. Allam et al. (2004) suggest proactive contact following
every interview to talk through any difficulties. In addition, the time pressure
of the project may be stressful for people who are vulnerable and it is essential
that they have access to support, and that timescales are both realistic and
flexible. Practical support includes considerations of such things as transport,
meeting times and payment. There are various ways in which payment can be
organized but it is important that it is realistic. Allam et al. (2004) found that
interviews took far more time than was anticipated if preparation, travel time
and debriefing was allowed for. Restrictions on the amount of payment that
people on benefits can receive may complicate issues, although useful guid-
ance is provided by INVOLVE (2002). As well as payment for time, travel
expenses and subsistence should be paid immediately or in advance. Other
resources to be considered include access to office equipment, stationery and
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administration, these being problematic if consumers are working from home
or at some distance from the research centre.

The PICAP research team members had experience of working with con-
sumers, and several of the professional researchers, are, or have been, carers
themselves. We were aware of the principles of good practice and endeavoured
to maintain these standards throughout, but this was not without difficulties.

Involvement of carers in PICAP

Carers were involved at every stage and level of the PICAP. They were selected
for their varying skills and experience, provided with appropriate levels of
support and training, and made different contributions according to their
different roles.

Advisory group

In developing the proposal representatives of different stakeholder groups
were invited to join the project advisory group. The carer members of this
group were selected for their ability to represent the viewpoint of carers of
people with mental health problems. They included one regional carer lead
who was also the carer of a sibling with serious mental health problems;
another regional carer lead who worked exclusively with carers promoting
their involvement in service planning and delivery; and a representative
from the Alzheimer Disease Society with experience of working with carers in
research. The draft proposal was sent to all members of the advisory group
prior to submission but few changes were suggested. Ideally, with more time
and available funding we would have developed and written the proposal with
carer researchers. However the adoption of a flexible, evolutionary design and
a constructivist approach ensured that carers’ ongoing influence could be
reflected.

Reference group

In order to elicit the views of service users and carers with concurrent experi-
ence of services, we approached an established user and carer group with
experience of research to provide ongoing comment and suggestions. We met
with this group before the project commenced and at six-monthly intervals in
the initial stages to discuss our plans and gain their views. There are few
sources of advice for working with reference groups in this way so we negoti-
ated and agreed a plan for meetings including a clear purpose and payment.
We sent all papers in advance of meetings. The group met to discuss their
collective views before meeting with the research team. Following the initial
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meeting to discuss the overall project plan, we set an agenda which addressed
specific questions – from us and them – to ensure that our meetings had a clear
focus. Of particular use were their comments about the training of carer
researchers. Since they had undergone research training themselves, they
made valuable suggestions about our proposed training plan, particularly in
interviewing practice using role play, and in providing additional time to dis-
cuss ethical issues. The group also raised interesting questions about inclusion
criteria for the carers we would be interviewing. As the project progressed we
found that we had less to discuss with the reference group as we had input
from carers on all the study sites.

Consultation with carers

Early in the project we held a series of focus groups with carers in all regions of
England. Carer leads from the National Institute of Mental Health (England)
(NIMHE) regional offices helped us to identify carers who were aware of the
views of other carers: for example people who led local carer groups or worked
as carer representatives in service development. In addition invitations were
sent out to local groups for any carers of people with mental health problems
interested in talking about their experiences of assessment. The aim of the
focus groups was to explore carers’ views and experiences of assessment and
their views of ‘good practice’ in assessments. Questions were deliberately open
so that the carer participants in the groups could speak freely and fully. Inter-
estingly, even though questions focused on assessment, in every group the
carers spoke mainly about their experiences of services: assessments did not
seem to be a priority for them. However the recent focus on ‘carers’ rather than
‘services’ and ‘service users’ is a departure for everyone – including carers. So it
may well be that carers have relatively few experiences of assessment on which
to draw. Notwithstanding this they made it clear that if services worked in an
inclusive manner, valuing the experience and contribution of carers, then they
did not feel separate assessments would be necessary. However, carers were
able to identify features of good practice in assessments and could name some
services where assessments were being implemented effectively. This informed
the selection of case study sites, and the questions about how assessments were
conducted. The views that carers expressed about assessments also led to a
(successful) bid for further funding to extend the project by investigating ser-
vice models which carers found particularly helpful. These included assertive
outreach teams, psychosocial interventions, and the Family Group Conference
service, all of which deliberately involved carers in all aspects of work but did
not prioritize assessments.
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Carers as researchers on case study sites

It was in this part of the study that we worked most intensively with carers. On
each of the case study sites, between two and five carers were recruited, trained
and supported to contribute to the development of carer interview schedules,
undertake carer interviews, analyse transcripts and collaborate in the writing
up and presentation of findings. This was approved by the Multi-Centre
Research Ethics Committee (MREC) with no difficulties other than a require-
ment that participants in the research were given a choice of interviewer:
either professional researcher or carer researcher.

The process of working with carers developed iteratively with experience
on each site informing the implementation on subsequent sites. Thus, for
example, the research training was piloted on one site and amended before use
on another site; the carer interview schedule developed on the first site pro-
vided a template for the next site to adapt as they saw fit. Analysis was under-
taken on each site independently to test the validity of the findings.

Each of the sites differed in terms of: methods and ease of the recruitment
of carer researchers; support provided by local R&D office; skills and experience
of the carers recruited; independence of the carers organizing and undertaking
interviews; and participation of the carers in data analysis.

Recruitment of carer researchers
We began the recruitment process through carer leads in the NIMHE regional
development centres. However, it became clear that although many carers
were interested in improving services, very few carers had experience of
research, so in all but one region we were ‘starting from scratch’. In the region
that was the exception two carers were recruited to work on the study who had
training and experience of research and teaching. They were part of a regional
carers’ group who met regularly through their involvement in various service
development, research and training initiatives. This demonstrates the poten-
tial value of building capacity amongst local carers and supporting a group for
ongoing involvement in relevant initiatives.

In all other sites we worked through the teams being studied, identifying
local carer centres and sending or posting advertisements outlining the nature
of the work to be done and the payment offered. The response to our invita-
tions varied, but we did eventually identify between two and five carers in each
site who remained interested in the project and joined the research training on
offer. The majority of recruits were women aged 40 to 65 years who had spent
several years caring for a child (now entering or in adulthood) with serious
mental health problems. Most of the recruits had not previously done any
research but they all had relevant experience of caring. There were some
concerns expressed by local carer assessment services about issues of con-
fidentiality: would local carers be willing to speak openly to carers they may
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already know? How would we select suitable carers for the project? These were
pertinent questions. We had not set selection criteria because we intended to
assess carers’ suitability for the work throughout the training and assign work
accordingly. This is discussed below.

Research governance procedures now require all researchers to have
Criminal Records Bureau (CRB) clearance and honorary contracts. This was an
onerous process for the carer researchers. Some mental health trusts had no
system for signing off the CRB paperwork for non-employees and new systems
had to be put in place which were lengthy and delayed interviewing. Honorary
contracts required the completion of complex forms, citing of referees, and
occupational health clearance. Carer researchers understandably needed help
and reassurance during this process which necessarily took place soon after
our first contact with them, before trusting relationships had been built up.
This also proved a lengthy process, taking up to a year to complete. It disrupted
the timing of interviews and meant that the gap between research training and
commencing interviews was so long that revision sessions were required. In
future, researchers who intend to involve consumers need to be aware of the
complexity of this process and the implications for the timing of the research.

Training

Training was developed to reflect the requirements of the project and it drew
on the format provided by Nichols et al. (2003) and Allam et al. (2004). It took
place over three days, with time for some reading and rehearsal in between.
Depending on their prior experience, some carer researchers opted not to fol-
low the full programme.

Areas covered in training:

Session 1: Ground rules, introductions, what carers bring to the research,
doing constructivist research, introduction to research, different
kinds of research, stages of the research process, role of researchers,
reliability and validity issues.

Session 2: Aims of PICAP, research design and methods, involvement of carers,
case studies, interviewing carers in PICAP, analysing data, dissemin-
ation, your role as carer researcher.

Session 3: Qualitative research methods, qualitative research in PICAP, qualita-
tive interviews, interviews with carers in PICAP, Open ended ques-
tions, qualitative interview questions for PICAP, building PICAP
questions for carers, agreeing the PICAP interview schedule (see
Charlesworth et al. 2004).

Session 4: Active listening, interviewing and distress, some interviewing prob-
lems and how to avoid them, difference in interviewing styles,
thinking about tape recorders, using the PICAP interview schedule
(see Charlesworth et al. 2004).
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Session 5: Ethical issues and research governance, maintaining anonymity
and confidentiality, providing information to participants, gaining
informed consent, minimizing distress, organizing interviews and
introducing PICAP, making arrangements to interview.

Session 6: Working safely, working in other people’s homes and neigh-
bourhoods, dealing with complaints, concerns and difficult events.
Practicalities: expenses and finances, access to support, useful
contacts.

A training manual was prepared and all carer researchers were given a copy.
This provided an accessible description of the study, and an explanation of all
the areas covered, including exercises to practise and test knowledge and a list
of useful contacts and additional reading.

Early in the training, carers introduced themselves and their reasons for
getting involved in the research. The majority wanted to do something to
improve services and/or gain new skills. The project’s focus on carers was a
definite attraction for many of the carer researchers who stressed how their
own experience of caring might help other carers in a similar situation.
Although a small payment was made for most this was not a key incentive.
Many carers were initially concerned about their ability to ‘do’ research.
However, in the final review of the project, they all said they enjoyed their role
and were keen to get involved in further research. It had increased their con-
fidence, given them new skills, improved relationships between local carers,
and had been ‘interesting’, a ‘break’, ‘well paid’ as well as ‘worrying at times’.
Although support had been offered following every interview, this was ini-
tially refused. In retrospect the carers said they thought that a phone call on
every occasion may well have been helpful.

On every site, the carer researchers were able to use their experience of
caring and of assessment to: understand the need for the research and the
study design and methods; to amend the interview schedule and make the
information sheet and invitation letters accessible; to articulate and apply ethi-
cal issues; and to understand the practicalities of interviewing. They had clear
opinions and contributions to make. For example, the interview schedule fol-
lowed a chronological sequence of events based on their own experiences of
assessment and their priorities: how much choice, explanation and informa-
tion they were given, whether they felt able to ask questions and raise issues.
However, it was striking just how raw and painful were their past and ongoing
experiences of caring. Accounts of their lives as carers took up a lot of time on
research training days; every conversation triggered memories and sessions
were often emotional. It was helpful to devote some time at the beginning of
each day to share recent events and experiences. It was also useful to set
ground rules for speaking one at a time, listening to each other, not making
value judgements, and maintaining confidentiality within the group.
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During the second day of training we discussed interview skills and prac-
tised active listening. Although initially reluctant, carers found role play was
the most helpful way of rehearsing active listening skills (such as following up
issues that interviewees mentioned, responding to comments to open up the
discussion, acknowledging responses and encouraging respondents to give
more detail). Carers worked in threes, playing carer, interviewer and observer,
each giving feedback before ‘de-roleing’ and then feeding back to the larger
group what had been learnt. Many continued to find it difficult to detach from
their own experiences and remained focused on the respondent’s account. It is
difficult to witness someone else’s distress, particularly when you identify
strongly with the feelings, and even more so when your role is not to offer
solutions or suggestions, but rather just to listen. The carer researchers, used to
having an active role, wanted to volunteer their own experiences, suggestions
and ways they had coped. Repeated practice and feedback helped them to
remain ‘other focused’. A list of local resources was provided for carers that
interviewers could discuss with them at the end of the interview. In this way
interviewees were not abandoned without help.

Perhaps hardest of all was achieving a balance between disclosing enough
information about themselves to facilitate the interviewee in telling their
story, and disclosing too much; taking over or leading the interview. We were
employing carers as researchers because of their caring experience but it is still
not clear how they can use this experience most effectively during interviews.
All interviewees knew that they were being interviewed by another carer, and
interviewers gave some more details about their personal situation when
introducing themselves before the interview. During the interview, they were
encouraged to use non-verbal cues to convey agreement and familiarity, and
brief comments (‘I know what you mean’, ‘I’ve been there’, ‘it is awful when
that happens’) to show empathy. However, no blanket rule can be made about
how to answer direct questions asked of them (such as ‘I’m terrified at times –
are you?’, ‘Has your son ever been sectioned?’). Some carers were reluctant to
talk about the person they cared for as this compromised their privacy; others
found it hard to know when to stop talking about their own situation. For
this purpose it was useful to work in pairs, monitoring the amount and
appropriateness of self disclosure and giving each other feedback.

In all but one area (where the carer researchers had considerable previous
experience), we found that the planned three days’ training were not sufficient
so we provided additional days to practise skills until the majority of carers felt
confident and able to undertake interviews independently. Some continued to
lack confidence, and some found interviewing so difficult that they worked
with the professional researcher. This begs questions about the selection of
consumer researchers. We did not set selection criteria: if people considered
themselves to be a carer for someone with mental health problems and were
interested in the project then we invited them to join the training. However, it
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may be more appropriate to think about relevant selection criteria, bearing in
mind that carers from more deprived areas, who may not be used to training
intensively and have differing, educational backgrounds are likely to need
prolonged contact and support if they are to be enabled to take part. Not
surprisingly, carers with experience of research were more confident and
found the skills easier to pick up. Most of the difficulties were overcome by
training, by targeting areas in which they lacked confidence, and by careful
complementary pairing of researchers. However, it became clear that a certain
level of literacy was necessary, and some understanding of research and the
role of the researcher were helpful.

Undertaking interviews

The carers were working at some distance from the research centre so local
systems for organizing interviews were established. This was complicated as
carers often did not have access to an office or administration; they needed to
rent local rooms to undertake interviews, and they had to access funds to pay
for things like postage, stationery and transport. Arrangements differed on
each site. One group of four carer researchers working on a south coast site
will be described as an example. On this site, one of the carer researchers, a
retired teacher, volunteered to organize interviews. This involved:

• maintaining clear records of the names, addresses and contact num-
bers of each of the ten interviewees and keeping this locked in her
home

• contacting interviewees, writing initially, then speaking on the phone
to negotiate a convenient time and place for interview, then texting
them the day before interviews to remind them

• arranging interviewers for each interview, and calling them following
interviews to check for any difficulties

• contacting the professional researcher if problems arose
• completing records: dates at which interviewees were first contacted,

interviewers, dates and places of interviews and dates at which tape
was sent for transcription, returned, sent to interviewee and so on

• booking venues for the interviews and ensuring that everything
required was available.

On three occasions the interviewers were concerned about the distress of
interviewees and asked their permission to let the carer assessors know their
situation. This was agreed and the carer assessors were pleased to have been
informed. The carer researchers attended the same carer support group as
many of the interviewees but this did not appear to have a positive or negative
effect on the interviews. Without exception, all ten interviewees on this site
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spoke in detail, and agreed to talk at three-monthly phone interviews and
when visited again for the six-month follow-up interview.

Interviews were particularly challenging in more deprived inner-city
areas where the interviewees often lived in potentially threatening circum-
stances. On this site carer researchers were accompanied by, and worked
together with, a professional researcher. The experience of working on this
site raises ethical and methodological questions about expecting consumer
researchers (with just five days’ training) to undertake interviews in such
complex situations. This suggests the need to tailor expectations and support
to the unique demands of differing contexts rather than having a ‘one size fits
all’ approach.

On the first interview site, all interviewees were given a choice of inter-
viewers. Interestingly, all ten asked to be interviewed by a professional inter-
viewer. Although they were interviewed by a professional researcher a carer
researcher observed the interview. Following a carer researcher’s suggestion,
on subsequent sites interviewees were given a choice of interviewer but
informed that unless they specifically requested otherwise, they would be
interviewed by a carer researcher. No one specifically requested not to have
a carer researcher. It is interesting to note that although carer interviewers
felt they established a good relationship with interviewees, the interview
transcripts of professional interviewers differed from those conducted by carer
interviewers: they were considerably longer and more detailed. This is under-
standable. Interviewees often introduced issues relating to service provision,
types of interventions and local services that were followed up by professional
interviewers who had greater knowledge of mental health and more confidence
moving away from the interview guide.

Analysis of data

Carers were involved in the analysis of transcribed data on three of the study
sites, receiving copies of the interviews from their site and meeting with a
professional researcher to discuss the interviews. Analysis was carried out
independently by different professional and carer researchers on each site, but
there was striking consistency in the themes identified. The professional
researchers are writing up a report for each site and undertaking cross-case
analysis, but the overall findings and recommendations will be returned once
again to all participants. All stakeholders will be invited to a central consensus
conference where the final report and emerging guidance for the assessment of
carers will be discussed until agreement is reached.

CARERS AS CO-RESEARCHERS 147



11:11:09:08:07

Page 148

Page 148

Reflecting on our experiences

The PICAP is one of very few projects to collaborate with carers at every level
and stage of the research. It has been a valuable learning exercise, raising as
many questions as answers about carers as researchers.

As far as possible established good practice was followed. Carers were
selected for different phases of the research according to their skills and
experience. However, there is a scarcity of carers already trained in research
skills which meant that training and support needed to be more intensive
than was planned. The relative ease with which experienced carer researchers
worked in the region where an established group existed reinforces the
recommendations of Rose (2003) that effort needs to go into capacity-building
and ongoing support of local carer researchers. In some areas this may mean
providing intensive and/or prolonged support and in-depth training that is
sensitive to ethnic and cultural differences if potentially excluded carer
researchers are to have the opportunity to contribute. Further engagement
with carer researchers is already being planned by the Mental Health Research
Network which is producing a carer involvement strategy, but to be effective
this will need to develop a variety of models for engaging with carers.

Although training was provided for carer researchers this had variable suc-
cess. Where recruits gained the skills and confidence to work independently as
a group, with a self-selected co-ordinator, the experience was successful and
both interviewees and interviewers expressed satisfaction with the process. But
some recruits did not acquire sufficient confidence and competence to act
independently and were accompanied by a professional researcher through-
out. However, this was not a ‘one way street’ and the professional researcher
relied on the support and the knowledge of the local carer researchers to make
links within a primarily working-class and multi-ethnic community. Whilst
service users prefer interviews by another service user, and speak more freely to
them, this may not necessarily be the case for carers. Given the choice, some
chose to speak to professional researchers. Such interviews tended to generate
fuller responses, possibly due to the interviewers’ additional confidence and
knowledge of the mental health system. To be fair, carer researchers had very
limited research training compared with professional researchers, but it raises
questions about the best means of using carers as interviewers as the time
and resources invested in the process may not always pay dividends. Careful
thought needs to be given to the selection process and to recruits’ poten-
tial ability to work independently. On the other hand, it needs to be recog-
nized that carers and professional researchers can have an interdependent
relationship, where each brings unique knowledge and skills to the situation.

Training in research skills clearly needs to fit potential researchers for pur-
pose. We placed an emphasis on qualitative interviewing skills. It was active
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listening that proved most difficult for carers who were often immersed in
their own painful experiences. Practice using paired role play was helpful
in giving trainees feedback about their performance. Ethical issues such as
confidentiality, managing distress, reporting concerns, and providing support
following the interview proved important. Like Lockey et al. (2004), we found
that an interactive process of discussion based on real experience was useful.
But additional training was needed before we made decisions about trainees’
ability to work independently in a safe, ethical and effective manner.

Carers perhaps contributed most to the planning and analysis stages of
the research, rather than to interviewing. Their experiences of caring and of
using services were particularly helpful in the consultation exercise which
influenced the selection of study sites and the questions asked about services
on those sites. Carers were also very helpful in the development of the inter-
view schedule, information sheets and introduction letters for use with carers;
their insights into what it is like to be a carer gave us additional sensitivity
when inviting carers to participate in the research.

Finally, carers were helpful in the analysis of interview data. They read the
transcripts and together suggested themes, categories and worked up a coding
framework. However, their interpretation of the interviews did not differ from
that of the professional researchers who categorized the data independently.
Whilst this demonstrates the validity of the findings, it also suggests that the
carers were not bringing new insights to the data in this particular instance.

Conclusion

It is often assumed that carers of people with mental health problems have the
same support needs as service users when engaging in research as partners. Yet,
carers clearly have a very different experience of services from service users
themselves and different views of what services should provide and to whom
(see Perkins and Repper 1998). Their particular perspective and experience of
caring can be helpful in determining research priorities and carer-specific
research questions, accessing carers for research, and in designing interview
schedules for use with carers. Yet, our experience of working with carers in
PICAP suggests that carer interviewers may have different training needs from
service users and that carer interviewees may not gain the same benefits from
interviews with other carers as service users appear to gain from interviews by
their peers (Polowycz et al. 1993). Clearly the advantages of carers interview-
ing need to be balanced against limitations. Particular consideration needs to
be given to the recruitment, and selection of carer researchers, their training
and support. Questions remain about levels of self-disclosure. Some personal
information needs to be disclosed for carer researchers to establish their com-
mon identity with the interviewee, yet there is a danger of them taking over
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the interview, compromising the privacy of the ‘cared for’ person, as well as
raising issues of privacy between carers themselves. Care needs to be taken to
avoid transforming the research interview into a peer support event.

The PICAP has raised a series of important questions about using carers as
researchers, the benefits gained and the challenges to be addressed if diverse
groups of carer researchers are to be enabled to make the most appropriate
contribution.
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10 Involving children, young
people and parents in
knowledge generation in
health and social care research

Veronica Swallow, Jane Coad,
Ann Macfadyen

Introduction

Children and young people1 make up 19 per cent of the UK population (ONS
2004) and it is clearly important to consider their views when developing and
evaluating child health and social care services. Just as policy and practice
initiatives have led to greater adult involvement in service delivery and
research in recent years, children and their families are increasingly engaged in
planning, implementing and evaluating the care and services they receive
(DfES 2004a). This chapter focuses on the child and family perspective, par-
ticularly the challenges and rewards of participatory approaches with this
group, and the implications for knowledge creation.

Using three case studies from our research and development experience,
we outline a pragmatic framework illustrating different approaches to engaging
children and their parents. This framework comprises three activities – plan-
ning, implementing and evaluating – with each case example consisting of
one activity. In addressing issues such as the balance of power between adults
and children, ethical and legal considerations, time and resources, we argue
that involving children and their parents can have several benefits. These
include: greater understanding of family perspectives; enabling participants’
voices to be heard; ensuring that policy and practice initiatives reflect the
views of those most closely affected by them; and providing practitioners with
a sound basis from which to develop partnership-based services.

The growth of techniques for engaging children and their parents has
generated global interdisciplinary interest and now constitutes an important
area of study in the social sciences. This has implications for professionals,
policy-makers and researchers wishing to gain insight into family perspectives,
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to inform services and facilities that meet their needs (Farrell 2005). However,
successful participation depends on the development of strategies that engage
with and promote meaningful input from children and their parents.

Background to children’s and parent’s involvement in
knowledge development

Since the 1990s, there has been a rapid increase in activities related to child-
ren’s participation in the statutory, voluntary and community sectors across
the UK. These have been partly in response to Article 12 of the United Nations
Convention on the Rights of the Child (UN 1989) and partly the result of policy
imperatives exhorting active decision-making by children and their families
on matters that affect them (DfES 2004a, 2004b; DoH/DfES 2004). Voluntary
and community sector organizations have developed good practice for involv-
ing children (NECF 2004), and professional organizations have started pro-
ducing guidelines for their members (RCPCH 2000; BERA 2004; DfES 2004a;
RCN 2004). Each of these drivers has differing implications for how participa-
tion and knowledge construction is understood and enacted by citizens or
consumers.

In conventional knowledge development, children’s perspectives have
been filtered through interpretations offered by adults, usually parents/guard-
ians and/or researchers. This has been increasingly criticized for its failure
to account for children’s insights and perspectives of their social worlds
(Christensen and James 2000; Jones 2004). Sociologists of childhood and chil-
dren’s rights advocates argue that researchers have both an ethical and prac-
tical responsibility to consider children’s marginalized positions in relation to
adults during all stages of the research process (Christensen and James 2000).
As part of this shift, the use of participatory methodologies has been advocated
within the fields of childhood studies, social policy, health and social care
(Christensen 2004; Coad and Lewis 2004).

As children are usually members of a wider family new steps are being
taken to capture the family as a unit of analysis in research involving them
(Knafl and Deatrick 1990; Robison and Krauss 2003; Wang and Pies 2004).
Grey (2003) for instance describes how family units were involved in investi-
gating social exclusion, poverty, health and social care (Robison and Krauss
2003). Meanwhile, Hayes (1997) points out that although such studies con-
tribute significantly to our understanding of family life, they only scratch the
surface of what health and social care professionals and families need to know
to design effective care. Researchers and professionals often work in relative
isolation from each other and we still know very little about how families
function (Hayes 1997). This isolation may be compromising coordinated
attempts to develop a knowledge base.
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Participatory methodologies encourage children and their parents to con-
tribute as equal partners to knowledge development, rather than simply sup-
plying their views during data collection. Proponents argue that this helps
to reduce power imbalances in the researcher – researched relationship, as
both parties are recognized as active participants in the research process, and
consequently exercise greater control. Constructivist enquiry requires a posi-
tion of mutuality between researcher and participant and it is therefore
important for researchers to develop a partnership with participants (Meiers
and Tomlinson 2003; Mills et al. 2006).

Many researchers now acknowledge children’s capacity, including very
young children, to be involved in research about their lives (Christensen
and James 2000). The issue then becomes one of the skills needed, rather
than competence, and some authors have advocated that if the family is to
be involved the family members need to be given appropriate training and
support (Kirby et al. 2003; Clark 2004; Kirby 2004).

Involving children and their parents in research therefore requires differ-
ing approaches to planning, implementing and evaluating projects than those
used with adult research participants. We now consider some of the main
issues, drawing on our respective research experiences to illustrate these. In the
first section VS focuses on planning research projects involving children and
parents and considers the key legal and ethical issues around consent/assent,
confidentiality, anonymity and factors influencing recruitment. Next, AM
explores the negotiation of access to research participants, power relationships
between the researcher and children and the need for creativity and flexibility
in data collection. Finally, JC discusses evaluation and outcomes of the research,
impact factors and rewards for children following their involvement in
research.

Planning to involve children and parents in research

When planning a research project involving children and parents, researchers
must consider the legal and ethical implications. Children and adults have the
same rights to confidentiality and anonymity (UN 1989; Masson 2000; RCN
2004) and the importance of involving children in decisions about whether or
not to take part in research is increasingly recognized (Morrow and Richards
1996; Alderson 1997; Coyne 1998; DoH 2001c; Allmark 2002), for, as a power-
less group in society, they are not in a position to challenge the way in which
research findings about them are presented (Morrow and Richards 1996). A
child-centred approach is widely promoted (MRC 1991; RCPCH 2000; RCN
2004) although codes of research ethics for children have only recently been
developed (Allmark 2002).

The main precursor to modern ethical review processes for research is the
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legacy of appalling things done in the past to people, including children. The
Nuremberg trials revealed horrifying research conducted on wartime captives
when no regulation, apart from those relating to conventional treatments,
existed regarding testing on humans (Kennedy and Grubb 2000; Allmark
2002; Shields and Twycross 2003). The Nuremberg Code was developed in
1946 (BMJ 1996) to regulate research and mandated that voluntary consent
from research participants be obtained. Paradoxically this meant that research
could not be conducted with those considered ‘incompetent’ to consent,
including children. In 1964 the Helsinki declaration (WMA 2000) modified
the Nuremberg Code, permitting research on ‘incompetents’ under strict con-
trols, including that research proposals should be submitted to independent
research committees for approval. The declaration, however, was not legally
enforceable and so was not always implemented, with some health care
researchers arguing that they could be relied upon to act ethically without the
need for ‘state interference’ (Weindling 1996).

However, Beecher (1966) revealed the publication of unethical clinical
research in several reputable journals, some involving children. As a result of
these cumulative events: ‘Reputable journals now insist that the research they
publish has been subject to ethical review; ethical committees exist through-
out the western world and researchers are subject to control by many ethical
codes’ (Allmark 2002: 9). In reviewing proposals, research ethics committees
are now required to consider three main criteria: welfare of participants;
respect for the dignity; and rights of participants (DoH 2001c; Allmark 2002).

Using an example from a recently completed qualitative study (Swallow
2006) investigating how children and their families learned to manage the
child’s chronic illness following referral to a Children’s Kidney Unit, I will
illustrate some of the principles followed when planning and conducting such
a study and address the main legal, ethical and recruitment issues. When seek-
ing consent from children and young people I was guided by the literature
reported above and information from the Central Office for Research Ethics
Committees (see Table 10.1).

I was also guided by published assessments of the age at which children
become adults. These have varied over the years. However, the UK Children
Act (DoH 1989) indicates that a child is any person under the age of 18 years
and Kennedy and Grubb (2000) define three stages of childhood according to
UK Case Law:

• children of ‘tender years’ who lack capacity to consent to health care
treatment

• Gillick Competent children who are under 16 years and have
developed sufficient maturity to consent to some or most health care
procedures

• those aged 16 and 17 years who according to the Family Law Reform
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Act (DoH 1987) are assumed to be as competent as adults unless there
are grounds to suggest otherwise.

These definitions helped to inform recruitment to the study in which the age
of child participants ranged from 3 months to 15 years on entry to the study.

There is also an important distinction between the concepts of consent
and assent in research with children. Consent is permission given by one with
legal authority such as a parent or guardian, whilst assent is voluntary permis-
sion given by one with no legal status (Lamprill 2002; Coad and Lewis 2004),
in this instance a child. Competence to make a decision is critical in determin-
ing the age of assent (UN 1989) but needs to be assessed carefully, as does the
context in which competence is gauged. The Law Lords decreed that children
who are competent to make informed and wise decisions can give valid con-
sent on their own behalf (Gillick 1986). However, this ruling related to treat-
ment rather than research participation and Lamprill (2002: 2) points out that
‘It would be a foolhardy investigator who consented a child into a trial against
parental wishes.’

The study reported here was not a clinical trial but I was mindful that
competence needs to be assessed carefully (BMA 2001), that information from
those who know and love the child is of great importance (although this may
of course be subjective) and that consent is a process not an event and should
be constantly reassessed as children mature. In this study, there was no poten-
tial for physical harm and any possibility of psychological exploitation was

Table 10.1 Guidelines for researchers: information sheets and consent forms: version 2.0
– 22 November 2005 COREC

Arrangements will vary according to the type of study proposed, according to ethical
considerations and applicable law.

(i) Studies governed by the European Union Clinical Trials Directive 2001/20/EC
• Written consent must be given by parents or those with legal responsibility for the child,

but children should also give their assent (the voluntary permission given by one who is
old enough to understand and know if they want to take part or not).

• Where the parent is competent to decide for their child but unable to read or write, an
impartial witness could sign the consent form to say that the information sheet has been
read to the parent and verbal consent has been given.

(ii) Studies NOT governed by the European Union Clinical Trials Directive 2001/20/EC
• UK law is untested with regard to the legal age of consent to take part in research (as

opposed to treatment) and it is therefore possible to apply the principle of ‘Fraser’
(formerly known as ‘Gillick’) competence for research in the UK. This can be
summarized: children who are felt to be competent to understand the research
proposal and thus make decisions can give consent on their own behalf.
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minimized using the guidelines for conducting research with children (MRC
1991; RCPCH 2000; RCN 2003). As far as possible, the principles of benefi-
cence, non-maleficence, respect for autonomy and justice were observed
(Beauchamp and Childress 1994; Brykczynska 1994; Alderson 2005) and child-
ren’s rights were respected at all times in line with the United Nation Convention
on the Rights of the Child (UN 1989). So every effort was made to: avoid inva-
siveness and intrusions into family life by arranging interviews at a time and
place convenient to the child and parents; interview the child without the
parents present if that was their wish; and to try to ensure that any benefits
arising from the study were greater than any potential disadvantages to the
child and family.

In addition, I was conscious that conducting research interviews of a
potentially sensitive nature soon after the child was referred to the Children’s
Kidney Unit may have caused distress to family members; I was guided by
the Senior Nurse about the most appropriate time to approach families. This
was also a concern for Alderson (2005) when conducting research with par-
ents in intensive care baby units. She acknowledged the need to keep away
from parents who looked particularly anxious, even though this can make
projects longer and harder to complete. I applied similar principles to avoid
approaching families too soon after referral in order not to cause additional
stress that may have negatively influenced the quality of response I obtained
from them.

In phase two of this study, data were collected through repeated inter-
views over 18 months. Because of the time between interviews, I reaffirmed
consent (verbally) with participants before each interview and reassessed chil-
dren’s ability to consent for themselves where they had not initially done so.
Interviews lasted between 30 minutes and 2 hours (the average being 1 hour
and 20 minutes). Mothers, fathers and children were given the opportunity to
be interviewed separately or conjointly. There is a lack of consensus in the
literature about the most effective approach to take; with most reported
accounts from parents in studies of children with chronic disease being from
mothers (Hayes 1997). There are a small number of reported studies about
differences between mothers’ and fathers’ accounts and some suggest that we
should be cautious about making generalizations from one parent to another
(Hayes 1997; Wysocki and Gavin 2004), while others (Pelchat et al. 2003;
Burgess 2005) imply that the paucity of accounts from fathers may be because
mothers tend to be the primary carers and so are more likely to be available to
participate in research, or they may in fact be more interested in research.

In this case study, the approach used was consistent with the traveller
metaphor proposed by Kvale (1996) that falls within the constructivist
research model, where knowledge is not given but is created and nego-
tiated. Thus the interviewer is regarded as the traveller who journeys with
the respondent. The meanings of the respondents’ stories are developed as the
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traveller interprets them. Through conversation, the interviewer leads the
respondent to new insights. There is a transformative element to the journey
and the researcher is an active player in the co-construction of meaning and
knowledge with the participants. Therefore, I saw myself as an active player in
the development of data and of meaning, rather than simply a ‘pipeline’
through which knowledge was transmitted (Holstein and Gubrium 1997).

There are issues to consider before entering the field, particularly relating
to control and negotiation of access (Coad and Lewis 2004). Commonly,
access occurs through adult gatekeepers, predominantly parents, head teachers,
programme managers, and key workers such as health, play and social care
workers (Barker and Smith 2001). Pragmatic advice on negotiating access and
preparation before entering the field is discussed by a number of researchers
( James and Prout 1997; Johnson et al. 1998; Christensen and James 2000;
Lewis and Lindsay 2000). There is also a further consideration here. If estab-
lishing relationships with children means that children are invited to partici-
pate in research planning meetings at an early stage, there may then be
repercussions for the use of the children’s time (for example, can you justify
taking children away from school or from leisure activities?). In the next sec-
tion AM discusses data collection involving children.

Implementing research involving children and
young people

Data collection is very different when working with children than it is with
adults. Experience with both groups has highlighted that, whilst some prin-
ciples apply to both (giving clear explanations regarding their involvement in
a study, valuing their time and effort, giving feedback on the findings), the
practicalities of engaging children have to be carefully planned in advance, but
also require flexibility and quick, creative thinking.

These issues are illustrated by lessons learned from interviewing 4- and
5-year-old children who were undergoing minor inpatient procedures in hos-
pital (Macfadyen 1997). Examples from other experiences of research and con-
sultations with older children are also given, to demonstrate the need to use
strategies which are appropriate to the children involved.

In the study involving 4 and 5 year olds, children were visited the week
prior to admission, within 48 hours following discharge, and two weeks later.
The aim of the study was to gain insight into their experiences. Consent was
obtained both from the children and their parents at the beginning of the
study and on an ongoing basis. For children, a verbal explanation, describing
the aims of the project and outlining their participation (with options to
withdraw at any point) was given. In subsequent projects, I have used informa-
tion sheets (written using language appropriate for the children), or posters
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(displayed in the areas where a consultation was taking place). The advice of
children in the wording/layout of these has always been useful.

To try to ensure that the children felt comfortable, and because I thought
that they might be more honest about their experiences away from the hos-
pital, they were visited in their own homes. The visits were organized to suit
the child and family – most visits took place after school, or at weekends. A
common issue with this arrangement was the presence of other children, as
the majority of the interviews took place in the family living room. The provi-
sion of paper and coloured pencils for all the children present meant that they
were happily occupied, but positioning the child involved in the study slightly
away from the others meant that the conversation was clearer for subsequent
transcription.

The conversations were tape-recorded on a child’s tape recorder and the
child was invited (after some basic instructions) to take control of this, press-
ing the start and stop buttons when they wished. This gave the child as much
control as possible, potentially reducing the power balance between myself
and the child. In order to familiarize the child with the equipment, they
recorded their voice and listened to it being played back before the interview
started; a valuable lesson here was to ask the children in the room (who all
wanted a go) just to say their name, age and favourite colour, or this part of the
proceedings could become a lengthy concert!

To engage them in conversation, children were asked to draw a picture
(initially of what they thought hospital would be like, then of their experi-
ences in hospital) which they were asked about whilst they were drawing. Hill
et al. (1996) promote art as a stimulus to conversation and I found this was the
case with the younger children. In subsequent consultations with children I
have found activity sheets (with pictures and coloured borders) are a useful
tool to stimulate conversations about their experiences and opinions (Figures
10.1, 10.2 and 10.3). They particularly liked A5 booklets with different ques-
tions and activities, which can be made using greeting card making software.
Older children have responded well to attractively laid out questionnaires
with different types of questions (rating scales or open questions) which can
be used both to collect information and as a stimulus for further discussion
(Macfadyen 2006).

Engaging a child in activity is an effective way of establishing rapport in a
relatively short time, and I found that doing something alongside the child
made the interviews more natural conversations. Both because I did not want
to influence what the children drew, and owing to my lack of artistic ability, I
took along some pictures (basic line drawings of a child standing outside a
hospital) and coloured them in as we talked. I have also found that having
alternative strategies to stimulate conversation is useful, as have others
(Docherty and Sandelowski 1999). When one child was too tired to draw
(following discharge), we read a book about a child going into hospital and
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compared this experience to their own. In a later study designed to evaluate
young people’s experiences of respite care, we took along some photographs
(of activities in which the young people had previously been involved) to the
focus group, in case the conversation dried up and we needed something to
stimulate further discussion (Swallow et al. 2006).

Using activity during the research conversation helps a child feel relaxed,
and provides them with a legitimate alternative when they do not want to talk.
They can then change the subject quite easily if they wish. It can also give
them time to think about their answers. Activities can be particularly helpful
during focus group discussions, either as an ice-breaker, or as part of data
collection. Varying activities have been identified in the literature, including
drawing, concept mapping, taking or discussing photographs, video, graffiti
wall, role play, drama and storytelling (Faulkner 1996; Hill et al. 1996; Miller
1996, 1998; Doorbar and McClarey 1999; Save the Children 2000; Clark
and Moss 2001; Coad et al. 2004). Strategies used to ascertain the views of

Figure 10.1 Example 1 of activity sheets used with children.
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Figure 10.2 Example 2 of activity sheets used with children.

Figure 10.3 Example 3 of activity sheets used with children.
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individual children have included the use of drawings or pictures followed by
discussion, journals and diaries, ICT, creative writing (letters and poetry) and
individual interviews (Miller 2000; Save the Children 2000; Gettings and
Gladstone 2001; Barker and Weller 2003; Carney et al. 2003).

If the activity involves drawing, I have found that using good quality
paper and a choice of sharp pencils or nice paints/felt tipped pens encourage
children’s participation. I have always used colours which are washable from
clothes/furniture when I have taken them to a child’s home. Children are
often proud of their art work and may be used to writing their name on it. To
preserve anonymity the best strategy is to suggest that they put their name on
the back of the paper. Whilst the use of drawing can be a useful prompt, or data
collection tool, it may extend the interview time greatly; some children take
great care with their colouring-in.

Children’s consent (or assent) should be reaffirmed on an ongoing basis,
and should clarify that they can stop whenever they wish. During the conver-
sation they can be asked ‘Have you had enough?’, ‘Do you want to do some-
thing different?’ Some researchers have used a card system, where the child is
given different coloured cards to hold up when they wish to stop or change
subject. Individual children may use their own strategies to change the direc-
tion of the conversation by, for example, asking for a drink or starting another
activity.

Feedback is an important part of acknowledging the children’s views, and
can be done in a number of ways. With the 4 and 5 year olds I gave a verbal
explanation to the children, and sent a thank you letter, addressed to them.
Strategies which we have used to give feedback to older children include brief
summaries of the findings, newsletters or posters (Coad and Lewis 2004;
Macfadyen 2006).

Can involving children and young people in health care
research improve outcomes?

So far we have drawn on projects illustrating the importance of careful plan-
ning and implementation. However, several recent literature reviews have
noted that literature around the impact or outcome of involving children as
service users is largely absent (Lightfoot and Sloper 2002; Cavet and Sloper
2004; Coad and Houston 2006; Coad and Shaw 2006). The limited literature
available shows that there are many potential benefits from involving chil-
dren, such as their personal learning, development of new skills and increased
confidence. Adults involved in participatory initiatives can also benefit
through increasing their knowledge and understanding about children and
the views they hold, which can subsequently inform personal practice (Sloper
and Lightfoot 2003; Kirby 2004; Coad and Shaw 2006). Unfortunately, there is
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currently little evidence that children’s involvement has had a significant sus-
tainable impact on health care service provision (Coad and Houston 2006).
Where improvement occurs, it tends to be local but does appear to have an
impact on professionals, either those directly involved in the project and later
readers, by making them more aware of children’s lives (Morrow 2001a,
2001b).

There is clearly a need for more work in this area and here JC draws on a
project which sought to illustrate how children can make a difference to out-
comes. Coad and Coad (2005) ascertained children’s views across a broad
range of ages and abilities about a purpose-built Children’s Unit in a new
hospital planned to open in 2006. The approach was driven by the opinions of
the children obtained through the use of child-friendly multi-methods, based
on a combination of interviews; drawing; artwork and questionnaires identify-
ing aspects of child-friendly services such as preferred decor, colour and
environmental textures. Twelve older children and young people (aged 10–16)
acted as an ‘advisory expert group’ to the project. The group was given sup-
portive ongoing training, and with carefully planned adult support, developed
all data collection tools and validated data analysis. The intention was for
them to contribute to the research process by gaining insights into other child-
ren’s perspectives, but it was also hoped to impact directly on the planning
and design of the Children’s Unit.

There are challenges in involving children in the research process. From
the outset, ground rules were agreed. All the research took place in a conveni-
ent location, at hours that fitted around school (or, in one case, college) and at
a pace appropriate to the needs and abilities of those involved. At each meet-
ing we discussed: the need for the project; the different roles of the children/
adult researchers; time commitment and positive personal benefits of their
involvement, such as projects being used for school/GCSE work. Payment for
children’s participation has been debated in the literature, but is contentious,
owing to parental attitudes and potentially negative effects on welfare benefits
of adding cash to the household income (Jones 2004). In this project, the
children’s ‘advisory expert group’ was asked about preferences in this context.
This led to a decision that vouchers of their choice should be given once the
project was complete.

The study comprised two phases; Phase 1 consisted of 60 semi-structured
interviews and Phase 2 of questionnaires. Whilst the adult research team col-
lected the data, the children’s ‘advisory expert group’ informed the design,
piloting and verification of the interview schedule for Phase 1. After the inter-
views, the children’s ‘advisory expert group’ supported analysis and helped to
develop the questionnaire for Phase 2 (Coad and Evans 2007). Full ethical
approval was given by the Local Research Ethics Committee (LREC).
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What was the impact?

This case study actively involved children as participants in an ‘advisory
expert group’ to explore their views and preferences about the new hospital
environment. We now draw on this experience and other literature to consider
the potential impact of involving children as service users in health care
research.

One contentious issue concerns decision-making, which, regardless of
age, depends upon the context and the decision-maker/s (usually adults)
power base and/or resources. Consequently, how decisions are framed and
supported is crucial to involving children of all ages and abilities. In the pre-
sent case study, following the completion of the project the children’s ‘advisory
expert group’ and some participants become increasingly vocal about what
they wanted for their Children’s Unit, which raised issues that were difficult
for the adults. One example was the cost, relative to the funding available, of
some of the children’s desires for the unit and the hospital. The children’s
‘advisory expert group’ considered that it was vital to engage participants, staff
and service users in resolving this problem. It was subsequently agreed that
decisions were required about what was essential and what was desirable. For
example, it was recognized that some of the desirable options, like a ‘mood
room’ for adolescents, would require help from voluntary organizations and
internal fund-raising activities. Some readers may feel that this was an
unacceptable compromise but resolution involved communicating fully with
the children and families, being honest and asking for help with solutions.
Kirby and Bryson (2002) support such an approach, noting that involving
children can have a negative effect if their expectations are raised unrealistically
and they later find out that their views have been ignored.

Another concern was that it was probably the most articulate children
who volunteered to be part of the children’s ‘advisory expert group’. This is
difficult to resolve as it was a self-selected group and in a time-limited project
the 12 volunteers were warmly welcomed. Many research projects find that
it is the most articulate and accessible who are over-represented (Coad and
Twycross 2006). Whilst a limitation in terms of democratic representation, this
small and well-informed group was able to have considerable impact, which
we charted using clear audit trail so they were able to see the ‘fruits of their
labours’.

For example, the group was invited to contribute to writing the final
report and to make presentations. This is important as formalized structures
such as writing reports and dissemination do not usually provide channels for
the creative expression of children’s needs, views and ideas (Kirby and Bryson
2002). Indeed, when children’s views are written up, presented and often
ignored by adults, this serves to decrease children’s self-esteem and may stop
them getting involved again. We need to be conscious of this when involving
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children as service users, but it should not deter us from seeking such involve-
ment (Cavet and Sloper 2004; O’Malley 2004). When done well, involvement
breeds involvement, as a quote from one of the ‘advisory expert group’
illustrates:

If all groups did what Jane did with us, I think a lot more kids like me
could be involved because they made each bit very simple without
making you feel stupid. The way they presented it and talked about it
. . . it was easier to understand and then what we said was listened to
and we wrote our bit into her bit in the report and it felt cool y’know
. . . to be asked and to be listened to . . .

Evaluating the impact of giving children ‘choice and voice’ on service delivery
and planning is important. Wright et al. (2005) undertook a follow-up study
‘one year on’ to evaluate how organizations that had involved children in
planning services were following up. Whilst staff considered their current par-
ticipation practice as inclusive, when asked to describe the profile of the chil-
dren involved in the consultation, most were white, able-bodied young adults
(Wright et al. 2005). There was little evidence of what had changed or
improved in the organization following the consultation. For our study no
evaluation has yet taken place but a youth council within the Trust has been
established, comprising 25 young people who meet regularly to inform the
Trust regarding children’s services.

Wright et al. (2005) concluded that policy, research and practice are often
at different stages, and that an organizational cultural change about children’s
involvement is difficult to sustain. This is often the case when both agendas
and processes are controlled by adults with little consideration of their salience
to children, with the assumption that notions of partnership, participation
and citizenship are shared. However, I have found that children are more likely
to participate if, through experience, they learn that they can voice their
problems and concerns, knowing they will be taken seriously and responded
to, with appropriate service improvements made. The success of attempts
to involve children are heavily dependent upon the development of strategies,
which not only meaningfully engage children but also show them, individually
and collectively as a group, that what they say has an impact on improving
outcomes.

Conclusion

Involving children, young people and families in the construction of know-
ledge can be both challenging and rewarding for researchers and partici-
pants. Increasingly, participants report satisfaction from their involvement in
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constructivist research and value the opportunity to contribute to new under-
standings about services. By drawing on our own research experiences to illus-
trate key strategic actions, we have offered some insights into the planning,
implementation and evaluation of participatory research. The challenges of
recruiting participants of different ages with varying levels of understanding
have been addressed and the importance of involving even quite young
children in the consent process has been emphasized. In addition, we have
demonstrated the value of reaffirming consent as children become more
developmentally mature.

Creative participatory methodologies and a flexible but adaptable
approach have been shown to encourage active participation of children and
parents in the knowledge development process rather than simply eliciting
their views during the collection of data. These techniques can readily be used
and adapted by researchers with little or no previous experience of collecting
data from children or parents. The importance of using findings obtained from
participatory research and evaluating the impact of these findings on services
and practice development has been emphasized. Failure to do so can lead to a
reduction in self-esteem by the children and young people who willingly par-
ticipated in the research but who might later feel that their views have been
ignored. Consequently, they may be unwilling to take part in future research.
Nevertheless, a constructivist approach can, we believe, help to reduce the
power imbalance often inherent in research involving children and parents.
Therefore, our experience leads us to suggest that participatory approaches to
involving children and parents can enable their individual and collective
voices to be uncovered in a way not possible using non-participatory
approaches.
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1. For conciseness throughout this chapter the term ‘children’ is used when refer-
ring to ‘children and young people’ and the term ‘parent’ when referring to
‘parent/guardian’.
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11 Engaging community leaders
and students in rural American
community-based
participatory research

Gene W. Marsh, Kristine Morgan Reimer,
Lauren Clark

Background

Universities and neighbouring communities often diverge in their social and
economic experiences, to the consternation of community residents and aca-
demics. Commonly, university staff are from the upper tiers of educational,
social and economic classes, whereas the surrounding neighbourhoods and
businesses may reflect working-class or poverty-level households. Race and
ethnic composition of the university and community may also differ. Tensions
can arise when community residents view the university as unsympathetic
to local social problems, or focused on intervening rather than engaging
with communities to identify needs and potential solutions. Unique oppor-
tunities arise from community–campus differences, and finding ways to facili-
tate joint working on common research and community interests has led to
community-based participatory research (CBPR).

The goal of a CBPR approach is to enhance both research and population
outcomes. Community-based participatory research is defined as ‘an approach
that combines research methods and community capacity-building strategies
to bridge the gap between knowledge produced through research and transla-
tion of this research into interventions and policies’ (Viswanathan et al. 2004:
I–2). This approach is designed to ‘ensure and establish structures for parti-
cipation by communities affected by the issue being studied, representatives
of organizations, and researchers in all aspects of the research process to
improve health and well-being through taking action, including social
change’ (Viswanathan et al. 2004: 4–1). The principles of CBPR include the
following:
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• acknowledging community as a unit of identity
• building on strengths and resources within the community
• facilitating a collaborative, equitable partnership in all phases of

research, involving an empowering and power-sharing process that
attends to social inequalities

• fostering co-learning and capacity-building among all partners
• integrating and achieving a balance between knowledge generation

and intervention for the mutual benefit of all partners
• focusing on the local relevance of public health problems and on

ecological perspectives that attend to the multiple determinants of
health

• involving systems development using a cyclical and iterative process
• disseminating results to all partners and involving them in the wider

dissemination of results
• involving a long-term process and commitment to sustainability

(Israel et al. 2005).

In this chapter we introduce the CBPR approach and illustrate its application
by describing a rural community assessment. This was conducted by local
public health nurses, community leaders, and the professors and graduate stu-
dents at a nearby university, being a shared endeavour between the local
community and nurse-researchers. The public health nursing professors and
graduate students at the University of Colorado at Denver and Health Sciences
Center have worked with counties in Colorado for over a quarter-century
to complete such community assessments. These partnerships benefit all
concerned: professors gain a community ‘laboratory’ to teach students how
to assess a community; students benefit from observing and participating
in interdisciplinary public health dialogue about community organization,
resources and multiple needs, they learn how to identify community issues
and recommend strategic action aimed at improving the health of residents,
whilst honing their qualitative and quantitative research skills; and rural
county public health officials and public health nurses benefit from having an
influx of academic expertise and students eager to assist with the community
assessment process.

Identifying the target community

In 2003, Chaffee County in south-central Colorado was the selected com-
munity for a four-month community assessment clinical practicum for nurs-
ing graduate students. This particular assessment offers an instructive window
into the process and outcomes of a CBPR research experience in community
assessment.
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Community-based health research begins with the moral premise that
researchers should engage community residents as full, participating members
of the research team. Community residents are more than passive participants
in research and are actively engaged in the process as they embody community
values that pertain to health and care delivery, possess knowledge about local
health behaviours and resources, and apply skills to solve problems. Their
expertise matters. Another premise is that CBPR produces action-oriented
results for solving problems in which the community is invested. As such,
communities function as ‘co-investigators’, in the words of a US government
report on CBPR (Viswanathan et al. 2004). Their involvement spans problem
definition, data collection and analysis, dissemination and application of
results.

The CBPR process can be subdivided into three main components
(Viswanathan et al. 2004): first, co-learning by both researchers and com-
munity collaborators so that the expertise and insights unique to each can be
shared and studied; second, sharing in decision-making; and third, mutual
ownership of the processes and products of the research enterprise. For the
purpose of our community assessment, we have combined these main ideas
with steps to achieve them, as outlined by Israel et al. (2005):

• Co-learning to foster expertise and insight is facilitated through the
steps of partnership formation and community assessment and diag-
nosis. Community assessment can have a broad meaning referring
to preliminary assessment to inform problem identification. In the
example we present, community assessment defines the scope of
the study we conducted.

• Sharing in decision-making occurs when the academic research team
and community members define the field of data collection and agree
on the main issues resulting from data collection and analysis. In
community assessment, this culminates in agreement about the
diagnoses of the community’s strengths and themes.

• Mutual ownership of the processes and products of the community
assessment enterprise can be assessed through documentation and
evaluation of the partnership process, and by feedback, interpret-
ation, dissemination and application of the results.

An example of CBPR will unfold as we describe the three major steps and
processes and how we applied them within the target community of Chaffee
County, Colorado, USA. However, first we provide a brief overview of Chaffee
County and its public health infrastructure.

Chaffee County is located in south central Colorado amidst sprawling
plains and majestic mountains with several peaks exceeding 14,000 feet. This
diverse land is home to 16,242 residents (Chaffee County nd). Chaffee County
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was settled in the late eighteenth century when Spanish and French explorers
travelled up the Arkansas River Valley. Early industry included trading and
gold mining. Mining continued to be a large source of income. As coast-
to-coast settlement continued, the railroad was extended through Chaffee
County in the 1880s. Chaffee County was particularly desirable for settlers
because of its beautiful valley location (Figure 11.1).

Two towns in the upper Arkansas Valley are the most developed in Chaffee
County: Buena Vista and Salida. Initially Buena Vista was a lawless town, over-
run by saloons and gamblers. The town of Salida originated as a stagecoach stop
running from Cañon City to Leadville, Colorado. Yet, building the railroad
defined the town. Two significant events changed the culture of the county in
the late twentieth century: the decline in mining and the decline of the rail-
road. The mining industry was hit with lay-offs, followed by mine closures in
the 1980s creating a severe recession. The people of Chaffee County and their
leaders have since developed new employment opportunities in construction,
recreation, real estate and prison industries. Today people are drawn to the
county for its beauty, versatility and small-town atmosphere. The county has
been described as ‘a gem with many facets’ (Marsh et al. 2004).

Chaffee County currently is in the midst of change: demographically,
socio-economically and culturally, which its government has attempted to
remain informed of and responsive to. Within Chaffee County, the Depart-
ment of Health and Human Services oversees delivery of public health and

Figure 11.1 A typical scene in Chaffee County (photograph: Elizabeth W. Bush).
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social services, public health being managed by the local Board of Health
comprised of three elected county commissioners. Local public health staff
receive technical assistance and programme support through the Colorado
Department of Public Health and Environment (CDPHE), which also funds
Chaffee County’s core public health functions. In the USA, the core functions
of the public health system are assessment, assurance and policy development
(IoM 1988). The CDPHE assures that these core functions are conducted at the
county level throughout Colorado. Counties receiving state funding for public
health nursing services have to conduct a community health assessment every
five years and to base annual service planning on the needs revealed in the
local assessment.

Community-based participatory research often begins when researchers
initiate dialogue with members of a target community to study a population
or community-based health issue. This community assessment began when
Chaffee County Public Health staff expressed interest in obtaining a thorough,
objective assessment of their community. The local public health director
obtained county commissioner approval to contact the University of Colorado
at Denver and Health Sciences Center, School of Nursing (SON) and request
the opportunity to partner with the SON to undertake the Chaffee County
Community Health Assessment. Annually, the SON receives requests for
assistance with the CDPHE-mandated community assessments, as rural coun-
ties are often under-resourced and have limited human and financial capacity
to conduct a broad assessment. Community assessments are conducted as part
of a one-semester, public health practicum called ‘Community Analysis’, that
is a component of the SON graduate curriculum in Public Health Nursing.

Implementing the CPBR process

Co-learning to foster expertise and insight

Following agreement to partner the community, their representative, in this
case, the local public health director/public health nurse, contacted the course
coordinator at the SON, requesting that Chaffee County be considered for
the 2003 community analysis course. The course professor chose the target
community based on the potential for building successful community aca-
demic partnerships, the likelihood of students and professors having an excel-
lent CBPR field experience, and the community’s commitment to future
health-oriented action.

Negotiating the scope of work with community leaders is a critical first
step, and begins about six months prior to the community analysis course. As
course professors we evaluate the potential of each community requesting
assistance, and consult with the director of nursing from CDPHE to consider
the characteristics of potential target communities and assess their needs and
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resources. Co-learning to foster expertise and insight involves two steps:
building mutual trust and sharing expertise and insight.

Building mutual trust
Building trust begins when the two course professors travel to the community
about three months prior to the semester and meet with community represen-
tatives. This allows both the insider (community) and outsider (academic)
partners to: discuss the scope of work; establish trust and respect; and create a
positive environment engendering enthusiasm for the project. Fortuitously,
the academic partners were quite familiar with one of the inside partners, the
Director of Chaffee County Public Health being a graduate of the university’s
Nursing Doctorate Programme. Identifying a community leader that bridges
the insider/outsider gap is a bonus that greatly facilitates trust-building.

At a lunch planned by the Director of Public Health, we met key stake-
holders, community leaders and government officials. Light-hearted introduc-
tions and friendly conversation created a congenial opportunity for building
trust. Some communities, like Chaffee County, react positively to outside
academicians studying their community, and support from the Board of
Health and the Director of Public Health set the stage for open access to com-
munity residents and life ways. The community’s responsiveness to outsiders
is critical to a successful CBPR approach, as students are more likely to be
welcomed, accepted and respected by the community and ‘cut a little slack’
whilst they develop skill in the CBPR process.

Sharing expertise and insight
Academic partners are the natural experts on the CBPR process, and are
expected to describe how they will arrive at credible findings whilst assessing
the community. Conversely, community partners are experts on community
characteristics and are instrumental in fine-tuning the process so that it is
comfortable for their community, and predictive of success. In sharing expert-
ise and insight amongst both partners, we began by discussing the Community
as Partner Framework (Anderson and McFarlane 2004) that would guide
our work, and provided reports from our previous CBPR studies to help
community partners visualize the final product.

Theoretical framework

The Community as Partner Framework (Anderson and McFarlane 2004) was
selected to guide the community health assessment of Chaffee County. The
framework was first developed in 1988 and has evolved over time. It depicts a
systems approach whereby system equilibrium results in the promotion and
preservation of a healthy community. Central to the framework is engaging
the community, as partner, and using the five steps of the nursing process
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(Anderson and McFarlane 2004): assessment, diagnosis, planning, implemen-
tation and evaluation.

Community residents are the prime focus. Their demographic character-
istics, values, beliefs and history form the foundation for the assessment.
Health is defined broadly, and eight subsystems depict those factors that affect
the health of the community and are likewise influenced by community
members. The eight subsystems are health and social services; politics and
government; safety and transportation; education; economics; communica-
tion; recreation; and physical environment (Anderson and McFarlane 2004).
Table 11.1 depicts areas of assessment for each subsystem.

The Community as Partner Framework examines stressors that produce
tension and disequilibrium in the community and responses to stressors that
may be either strengths or limitations. Strengths represent community assets
and community member resiliency within each subsystem. Limitations repre-
sent potential areas for improvement. The assessment team draws conclusions
and suggests recommendations for strengthening the equilibrium of sub-
systems based on community action (Marsh et al. 2004).1

Table 11.1 Community as partner subsystems and assessment focal areas

Subsystem Focus of assessment

Health and
social services

Primary health care, public health services, emergency care, long-term
care, specialty care, social service, mental health, and other health
services

Politics and
government

Political activities of the community, governmental infrastructure,
political affiliations, community’s pattern of interaction with the local
political and governmental systems

Safety and
transportation

Public and private mobility systems available to the community. Freedom
from harm in everyday community life, protective services, fire
department and police force

Education Community public and private schools, educational opportunities, other
educational resources such as adults’ learning opportunities and services
such as libraries, continuing education programmes

Economics Goods and services available to the community. Also, employment rates,
job availability, resource allocation, industry, businesses, and community
economic stability

Communication Formal and informal methods used to disseminate information between
groups and individuals within the community

Recreation Availability of fun and leisure activities and determining activities residents
prefer

Physical
environment

Appearance and quality of man-made and natural components of the
community, for example, land use, housing, pollution, and water quality

Source: Anderson and McFarlane 2004
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Following our presentation of the assessment framework and proposed
methods, residents and community leaders offered colourful and detailed
descriptions of the community. We asked community leaders about poten-
tially vulnerable sub-populations, and they identified a small Spanish-speaking
part of their community, and their two population centres in a vast and rugged
land mass of 1013 square miles. The population centres are the more northern
town, Buena Vista and the southernmost town, Salida. Community partners
requested that we equitably represent the population of the whole county. We
knew that we would need to remain flexible to new ideas and needs voiced by
the community. Time spent in preparation is always important, but with CBPR
it is critical and without full acceptance and a solid community–academic
partnership, it can fail.

Sharing in decision-making

Following these presentations, we collaborated on customizing the CBPR pro-
cess to fit the needs of Chaffee County whilst also meeting the requirements of
CDPHE for credible final report including recommendations for community
action. Dates for a three-day field trip when students would immerse them-
selves in rural county life and collect data from multiple sources were agreed
and expectations for both sides discussed.

Clarifying the responsibilities of community and academic partners in a
signed memorandum of understanding (MOU) is helpful for future reference.
For example, we asked the county to provide meeting space, an operations
centre, communication assistance, press releases prior to our arrival, publicity
about our ‘county sponsored’ activities, access to most community organiza-
tions, permission to undertake surveys in public venues, and an on-call
resource person to provide quick information and responses to questions.
Most importantly, we requested a list of about 100 willing key informants,
individuals knowledgeable about an area of community life, with whom
students could arrange a 45- to 60-minute interview.

As we discussed the issues, our partners’ enthusiasm grew as they realized
they were instrumental to success. They began envisioning ideal scenarios such
as conducting focus groups with special populations, translating the survey
into Spanish, school-wide activities and guest appearances in classes. We
reminded our enthusiastic partners that our students were in a mentored,
supervised learning environment, unlike paid consultants, and were required
to complete their work in one semester, over 135 hours. We therefore encour-
aged communities to augment our data collection efforts with their own.

Together we identified three sources of data to collect, analyse and
synthesize for the community assessment. Primary data would be collected by
our assessment team specifically for this CBPR and would include key inform-
ant interviews and primary informant surveys using a convenience sample of
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community residents. Our students would develop the data collection tools
with community partners’ input. Secondary data, that existed prior to the
start of the CBPR, would be retrieved from large databases accessed via the
Internet, county publications, newspapers, previous reports and other available
resources. Community members were helpful in identifying such secondary
sources of data previously unknown to us.

Fostering expertise and insight, and shared decision-making continued
throughout the entire process as data were collected, analysed, synthesized
and disseminated back to the community for validity checks prior to writing
the final report. Having worked with the community we needed to repeat the
initial steps with our students prior to data collection.

Engaging students in CBPR methods

The first class and course orientation occurred five weeks prior to the sched-
uled field experience. We required our 28 students to become familiar with the
Community as Partner Framework (Anderson and McFarlane 2004) through
assigned readings. All students joined one of two work teams. The first group
covered the core domain and eight subsystems of the Community as Partner
Framework. They would write the chapters for the core domain and eight
subsystems by synthesizing secondary data, and key informant and survey
primary data, and summarize the strengths and limitations of each subsystem,
making recommendations for community action. The second group repre-
sented specialized tasks that occurred throughout the semester, including:
developing the key informant interview guide and preparing students to con-
duct key informant interviews; developing the survey, overseeing and assist-
ing other students with data entry, data cleaning and analysis; writing the
introduction to the final report; describing overarching themes, writing the
assessment conclusions, and executive summary; preparing the final presenta-
tion in slideshow format and presenting it to the community at the project’s
conclusion; critiquing and editing the final report.

Our community partners were invited guests at our second class. The
Public Health Nurse (PHN) presented vivid descriptions of her community
and its people, enlivening Chaffee County life by telling stories about note-
worthy residents, folk heroes and humorous events. She infused the process
with realism and hooked the students on this educational adventure, whilst
emphasizing how much the community partners valued the students’ efforts.
Students recognized the professional commitment required of them.

The remaining pre-field work classes were devoted to developing data
collection tools, key informant interview guides, a community health survey
and demographic profile. Community input was solicited for each of the data
collection tools and revisions reflected concerns of community partners.
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Students gained familiarity with protocols for data collection and expectations
of the field experience.

Sources of data

The core domain and eight subsystems of the Community as Partner Frame-
work were used to organize data collection as well as for writing the final report
and preparing the final presentation for the community. Primary data were
collected during the three-day field experience. Secondary data were collected
throughout the semester.

Key informant interviews

An exploratory method was used to obtain perceptions of community life
from knowledgeable individuals in the community, based on a list of more
than 100 potential key informants compiled by community leaders. Inform-
ants were recruited based on their knowledge and expertise with community
issues or leadership positions within the community, for example, educators,
health care providers, emergency and protective service providers, clergy, local
elected officials, long-term citizens, and parents. All key informants received a
letter from the Public Health Director inviting their participation and each
student was assigned a minimum of three key informants to contact and
arrange a 45- to 60-minute interview. Once key informants were identified, the
workgroup developed a standardized semi-structured interview guide to elicit
key informants’ perceptions about the community. In all, 76 key informants
participated in interviews.

Primary informant surveys

A survey was used to collect data referencing the core domain, eight sub-
systems (Anderson and McFarlane 2004) and questions specific to Chaffee
County. For example, for the core domain related to ‘culture’, survey respond-
ents were asked to indicate their level of agreement with the following state-
ment: ‘The community is sensitive to the needs of the different races and
cultures in Chaffee County.’ Each student was responsible for collecting a
minimum of ten surveys from a convenience sample of community residents.
However, the first debriefing revealed that students had not diversified
throughout the county as expected, and had collected most of their data in
only one of the two population centres. To correct this sampling bias, students
collected a similar number of surveys from the second population centre,
bringing the total number of surveys to 424 and equitably representing both
population centres. Similar demographic data were collected on both the key
informant and survey samples.
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Secondary data

Students collected secondary data from a variety of sources. These comprised
previously collected data such as census records (US Census Bureau at http://
www.census.gov) and Behavioral Risk Factor Data from the state health
department website (http://www.cdphe.state.co.us/hs/brfss/), minutes from
town meetings; local newspapers, informational flyers, community reports
and numerous other sources.

Data analysis methods

Key informant interviews – the professors guided students in the analysis of key
informant interviews using traditional ethnographic principles, and supported
by an online course software platform (WebCT)2 modified by the professors for
asynchronously coding and categorizing data with a large group of students.

Time constraints and class expectations prohibited transcribing interviews.
Working within their unique subsystem groups and with their subsystem-
specific data, students reviewed tapes and field notes and extracted note-
worthy comments and quotes. They assigned substantive or interpretative
codes to each comment or quote. Codes were clustered into beginning categor-
ies and defined with a provisional category definition. Student-created cat-
egory definitions were compiled across the core domain and all subsystems,
resulting in a working codebook to use in coding the remaining subsystem
data from their interviews.

Quotes and key statements across all interviews were posted to the
appropriate category. Students responsible for unique subsystems then com-
piled and downloaded all of the quotes and noteworthy statements that con-
tributed to their defined categories. They used these data to develop and write
their final chapters. An advantage of the online data analysis process is that it
supports group learning. Students can communicate with one another about
the data they are posting. They can challenge existing category definitions
prompting revisions and suggest additional categories based on their own
emerging data. In addition, their professors can drop into group discussions of
the analysis-in-progress and clarify questions.

Primary informant surveys – each student entered his or her survey data
into a computerized database file. The survey work team cleaned and analysed
survey data descriptively using the Statistical Package for the Social Sciences
13.0 (SPSS). The computer printout of statistical results was provided to each
work team for the purpose of interpreting subsystem results and writing the
final chapters.

Overarching themes – finally, in a lengthy face-to-face class lasting several
hours, students debated, discussed, negotiated and, finally, reached consensus
on the overarching themes that emerged from all of the data. These themes
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were used to frame the conclusions about the full study and to generate
recommendations for community action. The five overarching themes from
the Chaffee County community assessment appear below:

• Diversity is both a strength and a challenge.
• Changes in the community evoke varied perceptions.
• Chaffee County residents have a strong sense of community.
• Economic strengths, disparities, fluctuations and affordability factors

affect daily life.
• Gaps in community resources and services affect residents’ well-being.

Preparing the final presentation and written report

Armed with an academic semester’s worth of data, students submitted their
draft chapters of the final report to their professors and to the Presentation Task
Group. The Presentation Task Group used the chapters to develop and produce
a slideshow presentation that was presented publicly to the community at
the course conclusion. The final class was a dry run of the presentation.
Community partners were invited and participated as the students fine-tuned
their facts and information. The course professors, students and community
partners are always astonished at the amount of information that we have
provided. We often feel a bit overwhelmed and tired in the final stretch, but
the lasting rewards are great.

Mutual ownership of the processes and products

Mutual ownership of the processes and products of the community assessment
enterprise can be assessed through documentation and evaluation of the part-
nership process and by feedback, interpretation, dissemination and application
of the results.

Dissemination of results and evaluation of the CBPR process characterizes
the final phase of the community assessment study. At this point, the aca-
demic partners begin to pull back from their involvement with the com-
munity. In contrast, the community leaders embark upon the challenge of
developing and implementing a community action plan using many of the
community assessment findings and recommendations.

Dissemination of results

Based on input from community representatives, course professors and stu-
dents, the final slideshow presentation underwent quick refinement. Students
from the presentation task group returned to the community and presented the
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full report to the original community leaders, government officials, stake-
holders, key informants, members of the general public and fellow students.
The final presentation was a notable event, and a culmination of the mutual
process and ownership of the CBPR project. Students had pride in their pro-
duct, and they strived to be accurate and credible. They recognized the potential
impact of their work on future community health directions, decisions and
resource allocations. We assured them that we would help field difficult ques-
tions from the community, but we knew they were well prepared, and our
intervention was unlikely. Nevertheless, for students it was a time of high
anticipation that later gave way to celebration of the quality of their work and
the contribution they had made to future efforts to improve the community’s
health.

Community feedback necessitated minor final revisions to the written
report. For example, a member of the parks and recreation department indi-
cated that we had incorrectly reported the number of county parks. We cor-
rected that. The local coroner informed us that the county’s suicide rate was
most likely inflated due to non-residents from the city choosing to end their
lives in a beautiful environment. Although the fact seemed grim, the distinc-
tion was important in evaluating the prevalence of mental health problems
and treatment resources in the community. Correcting these inaccuracies
increased community ownership and readers’ acceptance of the final report.

Following the public forum, students refined and resubmitted their
chapters. Over the years, we have learned the importance of hiring an editor to
help synthesize the final report, check the accuracy of references and format
the report consistently throughout. This time-consuming process required
another month or two before the final written report (usually about 200 pages
in length) was printed and disseminated.

Evaluating the CBPR process

Evaluating the CPBR process allows us continually to refine our methods and
adopt students’ creative ideas. By the conclusion of the course, students’ initial
enthusiasm, experienced prior to the field trip, has waned, and given way to
relief from having survived the rigorous, demanding process, reflecting the
time-intensive nature of CBPR research. The course exceeds the usual workload
expectations of professors and students in other courses, and yet, it is perhaps
the most rewarding course we have taught because of the real-world mutual
experience with communities that leads to successful political advocacy for
change in health care delivery. The professor role requires enthusiasm, expert-
ise with qualitative and quantitative research methods, knowledge about rural
communities in Colorado, and the national and state public health infra-
structure, negotiation and mediation skills with students and community
members, and the ever-present reminder that our students represent the highly
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visible and political interface between the university and local communities.
We believe that the benefits outweigh the limitations, especially when anec-
dotal reports from graduates indicate that this was the most valuable of their
graduate educational courses. Students laud the real-world experience of work-
ing with peers, communities, health care and political systems, and presenting
their work in written and oral report forms for public debate.

Benefits to students and professors

Community-based participatory research requires professors to evaluate and
refine their own expertise in working with communities in public health prac-
tice sites. Students reap the secondary benefits, refining and applying their
quantitative and qualitative research skills, and gaining expertise in retrieving,
managing, analysing and synthesizing large amounts of data. No other experi-
ence affords the opportunity for them to synthesize ‘real’ data, and they rec-
ognize the effort essential for assuring credibility. Rarely, do they attempt
shortcuts. Students also gain insight into local politics, public health roles, and
in population focused care, service learning and social justice research.

Benefits to the State of Colorado

Community-based participatory research demonstrates a valuable contribu-
tion from the university to rural communities of Colorado, promoting role
development for the future public health nursing workforce and enlightening
student nurses about opportunities in rural Colorado. For the Colorado
Department of Public Health and Environment, the community assessment
documents trends and changes in rural communities and provides valuable
data on which to base higher-level funding decisions.

Benefits to the community

The biggest winner in CBPR is the community, the process stimulating citizens
and government to prioritize needs strategically and apply the results.
Community-based participatory research stimulates inter-professional col-
laboration amongst existing community health service partners, helping them
to appreciate broad areas of concern and to target areas for community
capacity-building. Whilst meeting the mandate from the CDPHE for a five-year
assessment, the final report also provides a detailed snapshot of the com-
munity’s health, strengths, limitations and future recommendations for action,
providing essential facts strengthening future funding proposals. Unexpected
findings are unearthed that attract the attention of county government
officials. For example, we discovered and reported that amongst single parent,
female head of household families, 32 per cent subsisted below the US poverty
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level (US Census Bureau 2000). County commissioners were surprised at the
size of this vulnerable group on their doorstep. This, and other socio-economic
findings, caught their attention and motivated them to examine county
socio-economic data more thoroughly.

Applying the results

The forces of change in Chaffee County are well identified. Our information
on community stressors was not new. However, documenting the impact that
these factors have on the community is often new, factual and commands
attention. Findings confirmed that the county was experiencing a period of
rapid economic change, with mining and agriculture, the mainstays of the
community for decades, having been replaced by construction and tourism
jobs. This trend is expected to continue over the next ten years and the
incongruence between the supply and demand in the job market is leading to
negative consequences for the working class (Marsh et al. 2004).

Chaffee County Public Health has utilized the health assessment to chal-
lenge traditional views of community health. The data have been utilized by
county officials to enhance economic development efforts and planning. Most
notable, Chaffee County Public Health has utilized the data to demonstrate
the health care disparities experienced by the county’s uninsured people. This
example provides a clear illustration of the process of applying the community
assessment results.

According to Healthy People 2010 (US Department of Health and Human
Services 2000) having health insurance and regular primary care providers
predict quality health care. The community health assessment revealed that
an estimated 25 to 33 per cent of Chaffee County residents lacked health
insurance. Of the 424 residents surveyed, 43 per cent indicated that they
sought care through the local hospital emergency room. Additionally, 42 per
cent of key informants did not believe that all residents in Chaffee County
were able to access necessary health services (Marsh et al. 2004).

Public health is often viewed as a ‘gap-filler’ for primary care services for
underserved populations. Locally, Chaffee County Public Health was not
equipped to provide ‘quality access to health services’ through direct service
delivery any more than the national public health system can provide primary
care services to the estimated 44 million uninsured individuals in the USA.
Whilst the public health system is not able to handle current uninsured and
underinsured residents, the private sector also is unable to absorb the rising
costs of persons in need of care.

The community health assessment confirmed that many jobs within the
rising tourism and construction fields do not provide benefits such as health
insurance. Over the next five to ten years, as the population of the county
continues to grow, so will the number of uninsured and underinsured county
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residents. Additional demographic data revealed that Chaffee County is
experiencing an increasing number of undocumented immigrant families who
do not have health insurance and are ineligible for government health plans
such as Medicaid. Therefore, health issues faced by many children, pregnant
women and individuals remain untreated unless an emergency.

Whilst growth has occurred amongst some population segments (for
example, retired people and second-home owners), school district figures indi-
cated that families are leaving Chaffee County at a rate of 5 to 7 per cent
annually because they cannot afford to live in the community (Chaffee
County School District, R-32-J, personal communication 2004). Poverty rates
for families and children exceed the state average and are increasing. The aver-
age wage is more than a third lower than the state average, yet housing prices
continue to rise (Marsh et al. 2004). Paradoxically, some families cannot leave
owing to a lack of financial resources for mobilization. These combined trends
have resulted in a shrinking middle class for Chaffee County.

The community health assessment revealed that the median age of the
county is greater than the state median and expected to increase at a rate
higher than the state due to the affluent ‘baby-boomers’ that are settling in the
county. Unless Chaffee County engages in strategic planning, the disparities
between the ‘haves’ and the ‘have-nots’ including access to adequate health
care are predicted to widen over the next ten years.

Health care resources include a local medical centre, private practice pro-
viders, Planned Parenthood and public health. Major gaps exist in access to
affordable care as evidenced by the number of families who cite the emergency
room as their ‘primary care provider’, and the number of key informants (65 per
cent) who cite lack of health insurance as the number one health concern in
the county (Marsh et al. 2004). Few providers offer a sliding scale or publicize
free or reduced cost services to uninsured and underinsured residents.

Based on the community health assessment and other data, medical centre
representatives, small businesses owners, individuals, social service agencies,
government officials and private providers have all voiced concern about
access to affordable care in Chaffee County. County health providers and
other stakeholders are motivated and ready to address disparities in health care
access and to redesign systems that have lost pace with escalating health care
costs over the past 15 years.

In response to the community health assessment results, a diverse group
of community stakeholders began meeting in 2004 to examine the feasibility
of offering a sliding scale clinic to the uninsured residents of Chaffee County.
With the support and collaboration of key stakeholders, Chaffee County util-
ized the Community Health Assessment data to support a funding proposal to
the Colorado Trust Partnerships for Health Initiative. A five-year grant of
$75,000 annually was awarded to address access to care in the community
through a variety of steps culminating in the opening of the Chaffee People’s
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Clinic. In 2006, the citizens of Chaffee County, the regional medical centre,
the County Commissioners and many local health providers helped facilitate
the startup of the Chaffee People’s Clinic, a non-profit sliding-scale clinic for
uninsured persons living and working in Chaffee County.

Conclusion

Community-based participatory research is an evolving methodology that
involves forging and sustaining academic–community partnerships. In this
chapter we presented a case example of CBPR drawn from our years of experi-
ence in teaching public health nursing and research methodology at the Uni-
versity of Colorado. The rural Colorado community exemplifies a CBPR setting
that is typical of communities that embrace healthy change and welcome
academic expertise in launching the change process. Examples of the phases of
CBPR – co-learning to foster expertise and insight, sharing in decision-making,
and mutual ownership of the processes and products of community assess-
ment – have been illuminated with professors’, students’ and community
members’ experiences. Although CBPR can be a lengthy and tedious process,
the benefits are rewarding and can often stimulate community and political
changes that yield positive community health outcomes.

Notes

1. This approach is one of several community health assessment frameworks
used in the USA, and is particularly effective for conveying the concepts of
public health nursing. Since conducting the Chaffee County assessment we
have adopted a more recent approach, Mobilizing for Action through Plan-
ning and Partnerships (MAPP) that was developed by the Centers for Disease
Control (CDC) and the National Association of County and City Health Offi-
cials (NACCHO). The CDPHE now mandates the use of the MAPP framework
for county health assessments. Further information on MAPP may be obtained
from the NACCHO website (http://www.naccho.org).

2. WebCT was originally developed by Murray W. Goldberg who built a system to
assist web-based learning environments. In 1999, WebCT was acquired by
Universal Learning Technology, and in 2006, WebCT was acquired by Black-
board_Inc. The merger terms with Blackboard, will result in phasing out the
WebCT name in favour of the Blackboard brand (http://en.wikipedia.org/wiki/
WebCT, n.d.).
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12 Conclusions: realizing authentic
participatory enquiry

Mike Nolan, Elizabeth Hanson,
Gordon Grant, John Keady

Our world does not consist of separate things but of the relationships we co-
invent.

(Bradbury and Reason 2003: 206)

. . . instead of the categorical distinctions between an undifferentiated lay
understanding and an equally undifferentiated expert, the proposal is for a
more relational view. This would enable the local knowledge of workers, the
experiential knowledge of people with chronic illness, the variable distribution
of expert knowledge amongst health professionals, and the challenges posed
by lay activists to expert science to be recognized.

(Hodgson and Canvin 2005: 54)

In the preceding case studies many of the authors used metaphors involving
some form of movement to capture their experiences: Swallow et al. talked of
being a ‘traveller’; in order to provide a sense of momentum for her unfolding
life story MQ likened her personal theory to a motor vehicle; McClimens et al.
compared how official accounts of a fictional car crash serve to silence many
voices, as do traditional approaches to research; Tolson et al. reflect on their
‘shared journey’ with co-participants. These metaphors were adopted entirely
independently; so is this simply a remarkable coincidence, or does it signal
something more significant and shared? We would like to think the latter,
believing that the case studies provide many key insights with important
implications for advancing participatory research in health and social care.
What then do the case studies say about voices, values and evaluation, and
what lessons can we learn from them about the theory and practice of user
participation in health and social care research? In this chapter we provide our
own interpretations and reflections, and link these back to some of the issues
we raised in Chapter 1.

Before doing so we feel it is helpful to reflect upon the richness and
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diversity of the case studies, as they varied considerably on several dimensions.
For example, some focused very clearly on working with small groups of
people to create essentially ‘individual’ knowledge based on biography and
life history (Keady et al.; Koch and Crichton), which could nevertheless be
used to inform both care delivery and contribute to collective understanding.
Others provided either individual accounts of users’ experiences as researchers
(Shields et al.), or partisan accounts of academics working to engage users as
researchers (McClimens et al.). User groups also included the reflections of
practitioners as participatory users (Hanson et al.). Some case studies concen-
trated on the participation of certain groups of users in research, such as: carers
of people with mental health problems (Repper et al.); children and parents
(Swallow et al.); and relatives and staff in care homes for older people (Davies
et al.). Expanding the notion of participation yet further there was also a focus
on engaging with communities as participants (Marsh et al.) or generating
insights that could lead to the development of national guidelines (Tolson
et al.).

There was also diversity in the range of user roles that were described,
from co-constructors of personal narratives (Keady et al.; Koch and Crichton)
to co-researchers in a shared endeavour (McClimens et al.; Repper et al.;
Shields et al.; Swallow et al.), to participants in varying forms of action orien-
tated enterprises (Davies et al.; Hanson et al.; Marsh et al.; Tolson et al.). Not
surprisingly, therefore, methodological approaches also differed including:
narrative accounts (Keady et al.; Koch and Crichton); reflexive accounts
(Hanson et al., McClimens et al.; Shields et al.), and multi-method approaches
(Davies et al.; Hanson et al.; Marsh et al.; Repper et al.; Swallow et al.; Tolson
et al.).

Notwithstanding such diversity, the accounts also shared several import-
ant features, notably:

• the use of innovative methodological approaches to enable, as far
as possible, the full participation of traditionally silenced or muted
voices

• a focus on developing partnerships and a commitment to co-
construction and co-learning

• acknowledgement of the importance of developing and sustaining
relationships to the success (or otherwise) of participatory research

• some, but not all, described barriers within traditional institutions
that generally hindered their efforts.

All of the above have important implications for the voices that are heard, the
values that are seen as important, and the way that the effectiveness of partici-
pation can be evaluated. Our reflections on these issues constitute the main
focus of this chapter.
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Prior to this, however, we would like to highlight the importance of ensur-
ing sufficient time, resources and thorough preparation for the success of any
participatory endeavour. The literature clearly stresses the need for:

• sufficient time and resources for effective participatory research with
users (Clark et al. 2005; Minogue et al. 2005; Steel 2005)

• a focus on training and preparation for everyone involved (Reed
et al. 2004; Beresford 2005; Dewar 2005; Fleming 2005; Hodgson and
Canvin 2005; Minogue et al. 2005; Owen 2005; Roche et al. 2005;
Clough et al. 2006). Such preparation and training is not about
‘expert’ researchers imparting their wisdom to ‘novice’ users, but
rather about pooling and sharing the combined expertise of everyone
(Dewar 2005; Owen 2005; Clough et al. 2006). A range of training is
described, varying from a few sessions to a two-year programme with
university validation (Clough et al. 2006)

• attention to practical issues. For example, how will employment and
payment be handled, and what implications do these have for users
who may be in receipt of benefits? How are role expectations estab-
lished, and is there a need for a more formal ‘job’ description (see
Clark et al. 2005; Roche et al. 2005 for interesting discussions)

• ongoing support for all those involved (Faulkner 2004; Beresford
2005; Clark et al. 2005; Dewar 2005), at several levels: emotional;
practical; in conducting the research itself (Faulkner 2004).

The stories recounted in the case studies, and our own experiences over a
number of years, would amply reinforce the above.

Time and resources are clearly crucial, and the need for considerable
investment of both should not be underestimated. The benefits of careful
planning were described in several of the case studies, particularly the import-
ance of establishing clear aims from the outset. Of course such aims cannot be
set in stone, especially when engaging in the type of constructivist work
underpinning many of the studies, where designs emerge and evolve over
time. This requires a delicate balance between clarity, creativity and flexibility.
However, allowing sufficient time is essential. Marsh et al., for example, talk of
the several months of careful planning and consultation that preceded their
work in Chaffee County, Colorado. Both Repper et al. and Swallow et al. stress
the need to set up and establish mechanisms for participation, and to take
unexpected delays into account, particularly in complex projects spanning
several sites where research governance issues need to be addressed. These
currently impact on all research in health and social care, but seem par-
ticularly intrusive for those studies involving users. The amount of effort
required should not be underestimated, nor should its potential impact,
with McClimens et al. describing it as ‘energy sapping’. Such ‘energy’ is a
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very important resource for participatory work, and time must be allowed
for people to regain energy so that the process does not grind to a halt.

Another facet of time that requires careful consideration is patience –
things will not happen quickly, nor may changes seem particularly dramatic.
For example, Davies et al. talk of the three years’ investment they made when
introducing changes to 67 Birch Avenue. Their progress appeared painfully
slow at times, and it was only when the collective changes made were con-
sidered that they realized how much had been achieved. Conversely, the sense
of frustration in McClimens et al.’s exclamation of two years to produce an
article is almost palpable. Taking a longer-term view is therefore essential, with
the success of the ACTION project building on over ten years of work, and
Marsh et al. talk of 25 years’ experience of involving differing communities in
participatory work. The other key investment of time is that required to estab-
lish relationships. These experiences raise some thorny questions about the
kind of infrastructure required to support pre-protocol work that fully engages
service users and user or carer researchers, and who should be responsible for
funding this, bearing in mind the long lead times that may be necessary to
work on proposals, and without any guarantees of success. The hidden costs of
this activity, for academic researchers, are written off in the main by their
employers – universities. User and carer researchers do not typically share this
luxury, so they are left in most cases to bear this cost themselves.

Many of the case studies also emphasized the benefits of sufficient initial
and ongoing training. This again has time implications, but the results more
than justify the investment. The case studies reflect the messages from the
literature, highlighting that initial training is not simply about developing
skills, although this is vital; it is also about identifying shared values and goals.
The case studies by Davies et al. and Tolson et al. clearly demonstrate the
importance of agreeing values from the outset and, Tolson et al. in particular,
stress the emergence of a team spirit as integral to this. However, caution also
needs to be sounded, for if such team-building does not include everyone,
then it can be difficult for those not involved from the outset to ‘break’ into
the group. So Tolson et al. describe how the Communities of Practice (CoP)
they set up for practitioners were reluctant to let older people join later. On
reflection they acknowledge that early engagement with all groups is essential,
again an issue to which we will return.

Beyond a shared vision, several case studies consider the challenges of
ensuring that the skills and knowledge needed to engage as researchers are
available to everyone. Repper et al. and McClimens et al. consider this in rela-
tion to users actively engaging in data collection, admitting that they may
have underestimated the complexities involved. For researchers experienced
in the process it is all too easy to lose sight of their own initial fears and
apprehensions. This is well illustrated by Marsh et al., who described how even
nurses on the final year of their undergraduate programme required extensive
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training and support. How much more daunting might this be for those
entirely new to the process? Despite prior experience of working with users as
researchers, Repper et al. would admit that they failed fully to anticipate the
considerable initial training and ongoing support required.

Practical issues concerning employment and other bureaucratic processes
were clearly implicated in several of the case studies. This was perhaps most
tellingly illustrated by McClimens et al. in the case of people with learning
difficulties, and Shields et al. for people with mental health problems. Here it
seems that ‘systems’ conspire against the success of user participation or, at the
very least, minimize its scope because of their failure to provide needed sup-
port, or to trust in the abilities of those ‘labelled as having learning disabilities’
(McClimens et al.). This seems reminiscent of the ‘system induced setbacks’
described by Hart (2001), whereby a significant proportion of the difficulties
people with stroke experience in the community are directly attributable to
health and social systems themselves. Clearly such structural and institutional
impediments need to be recognized and addressed. Conversely, the success of
the ACTION project, and Paul and Fredrik’s ability to expand their roles,
would not have been possible without support and encouragement from the
wider management structure at several levels. Such commitment is another
prerequisite for successful participatory working.

On a more practical, but nevertheless important, level, Repper et al.
reflect on the benefits that would have been gained by having a clearer vision
of the roles of carer researchers, and a better recruitment strategy from the
outset.

Perhaps most important of all is the question of ongoing support at emo-
tional, practical, methodological and ethical levels. The emotional demands
on everyone involved in participatory work are considerable, and we will
touch on this at a number of points in this chapter when we consider the
‘relational’ nature of participatory work. The case studies by Hanson et al. and
Tolson et al. capture the practical support required when engaging older
people as participants using ICT as the interface. However, the benefits both
in terms of the project and personally were more than worth the efforts
expended. Several case studies attest to the need for innovative methodologies
and support to ensure that the voices of traditionally silenced or muted
groups such as children, especially young children (see Swallow et al.) or
people with dementia (Keady et al., Koch and Crichton) or learning difficulties
(McClimens et al.) may be heard. Ethics are a major consideration in all
forms of research, but are especially important in user-focused participatory
approaches, as eloquently captured in the reflections in the case study by
Shields et al.

Having flagged up the above issues, we return to several of them later, but
now we turn our attention once more to considerations of voice, values and
evaluation.
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In reflecting on her experiences of establishing a centre for the parti-
cipation of older people in Edinburgh, Dewar (2005) identified a series of
questions that she considered important to address if the theory and practice
of participatory research are to advance. These were:

• the need to develop greater insights about involvement in research,
both practical, such as what level and type of support to provide, and
theoretical

• to explore further the concept of ‘equal’ but ‘different’ partnerships
and how they can work

• to consider both processes and outcomes, especially what types of
knowledge have been produced, and whether they are really more
‘realistic or authentic’

• to share and learn from experiences across different user groups
• to raise debates with funders and ethical committees about how

involvement can be improved.

We feel that the case studies have something to say about each of these issues.
We have already touched on some of them, such as the need for time and
planning and the importance of addressing the structural impediments to par-
ticipation. We will elaborate further on others later. We now explore a number
of the above questions under the headings of voice, values and evaluation.

Voice – need anyone ‘shout the loudest’?

In the opening chapter we noted the tensions within the participatory
research literature about whether the enterprise should be essentially ‘user
controlled’ or based on some form of partnership (for us the phase of consult-
ation is important in certain contexts, but would not constitute participatory
research). One set of voices suggested that the ‘gold’ standard should be eman-
cipatory, user-controlled research (Minkler and Wallerstein 2003; Turner and
Beresford 2005), anything else being seen as ‘undesirable’ (Turner and Beres-
ford 2005). Offering an alternative perspective, several groups of ‘users’ them-
selves do not necessarily want such a degree of control (Dewar 2005; Clough
et al. 2006), preferring instead a joint and shared undertaking. It is clear from
the case studies that the model used in every instance involved the formation
of varying forms of partnerships with users. This is not to say that there is no
place for ‘user-controlled’ studies, but it seems paradoxical that those who
assert that anything else is undesirable ignore the wishes of user groups for
whom partnership ways of working is their preferred option.

The literature suggests that partnerships should ideally be equal (Dewar
2005), collaborative (Marsh et al. 2005), active (Hanley et al. 2004) or real
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(Hulatt and Lowes 2005). In considering the case studies it is clear that they all
reflected a collaborative and active engagement with users, but not all could be
considered equal. But is this necessarily inappropriate and, moreover, what
does equal or real mean in this context? After their experience of working with
people ‘labelled as having learning disabilities’, McClimens et al. conclude
that perhaps it is time to be honest enough to recognize that not all partner-
ships can be equal. However, this does not necessarily mean that the
‘researcher’ is the ‘senior’ partner. For example, Paul and Fredrik readily
acknowledge that in their early days of working with ACTION the partnership
was unequal, with themselves being mentored by Barbro, the more experi-
enced and knowledgeable user. The other case studies also describe varying
degrees of partnership that were not necessarily equal throughout. So, for
instance, Keady and colleagues in working to co-construct personal theories
with people with dementia used a dramaturgical metaphor and suggested that
in the early stages the ‘director’ of the presentation was the academic
researcher but that, as their experience grew and the person with dementia
became more confident in articulating their story, the roles became reversed.
In the latter stages of dementia Koch and Crichton talk of working together
with the person’s wider social network in order to ‘curate’ their story, thereby
ensuring that it continued to act as the key reference point informing their
future care.

At the community level Marsh et al. illustrate how the varying actors
involved each contributed their own unique expertise and knowledge in com-
piling a complete picture. For example, the local coroner was able to add his
knowledge of the reasons for the apparently high suicide rate in the county,
providing a possibly more telling interpretation.

Partnerships tend to work best when people bring differing skills, experi-
ences and expertise that are all equally valued as contributions. This for us
provides a more meaningful definition of an ‘equal’ partnership in the context
of user participation in research. It is not that everybody contributes the
same thing, or even different things in equal measure. Rather it is about
ensuring that what people contribute is seen to be of equal value, with an
accompanying recognition that without everyone’s input the partnership
would diminish.

Other dimensions of partnerships that are raised in the literature suggest
that users should be involved at every stage of the process (Marsh et al. 2005)
and that partnerships should be experienced as equally satisfying for everyone
involved (Hodgson and Canvin 2005). The case studies raise questions about
the first of these points. For example, based on their experiences McClimens
et al. go as far as to suggest that active involvement of users at every stage is
little more than a ‘comfortable delusion’. Several of the case studies also chal-
lenge the notion that involvement at all stages is necessary, desirable or pro-
ductive. For example, both Repper et al. and Swallow et al. engaged users
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(carers of people with mental health problems in the former case and children
in the latter) at many stages but questioned the wisdom of their involvement
in data collection (in this case interviewing). Swallow et al. did not use chil-
dren to carry out interviews and, whilst Repper et al. did use carers as
researchers, this was not always successful. For some carers the prospect was
simply too daunting and they lacked the confidence to undertake the inter-
views. They were therefore accompanied by an experienced researcher. In
other instances interviews conducted by carer researchers were found to be less
detailed and potentially missing important information when compared to
interviews carried out by academic researchers. Moreover, carer researchers
sometimes did not know how much of themselves to reveal, and found this
process threatening. The case study by Shields et al. describes how Ray found
the ethics of interviews a potential minefield for the user researcher, but with
appropriate support he was able to go on and conduct the interviews. Again we
are not suggesting that user researchers should never collect data, just that
careful consideration of the benefits and drawbacks is required before a joint
decision is taken. The study by Clough et al. (2006) clearly indicates the bene-
fits of using older people to collect data, but then, these individuals had been
through a two-year training programme. Dewar (2005) cautions that in our
desire to be inclusive we should neither lose sight of the skills and experiences
that academic researchers bring, nor the time it takes to acquire these. The
evidence from our case studies would lead us to agree with this point of view.

The question of whether everyone considers the partnership as ‘equally
satisfying’ is an interesting one. Hodgson and Canvin (2005) contend that,
owing to imbalances of power and a lack of ‘insider knowledge’ by users, it is
not possible for them to find the process of participation equally satisfying. We
would not necessarily agree. Certainly this may be the case when ‘traditional’
scientific research is considered, but this is not our focus here. The question of
whether people find things satisfying is, in any case, largely subjective and
therefore ultimately individual. Moreover, if we accept that differing types of
knowledge and expertise contribute to a full understanding, then no one has
privileged ‘insider’ knowledge, but everyone has differing knowledge from
which everybody can learn. Herein lies the nub of the issue.

The literature suggests that participatory research should be characterized
by a process of co-learning (Minkler and Wallerstein 2003; Faulkner 2004;
Dewar 2005) and, based on the case studies and our own experience, this is
certainly something to which we would subscribe. Each of the case studies in
their own way provides examples of co-learning, whereby something new was
jointly created during the process, and where participants gained new insights
about themselves and others. A few examples will illustrate this point. Marsh
et al. aimed explicitly to maximize co-learning in order to foster expertise and
insights, and provide an account of how this was achieved. In the process the
students learned much about both themselves and the realities of living in
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rural Colorado. Similarly, the residents of Chaffee County not only learned
something important and new about their community, but also gained a bet-
ter understanding of the students, and of the value of fostering links with an
academic institution. Paul and Fredrik’s testimony captures the valuable les-
sons they learned about themselves, about family carers, and their contribu-
tion to enhancing the understanding of their colleagues. It is also quite clear
how, over time, Paul and Fredrik, the carers and older people all learned much
from each other and, in so doing, enriched all their worlds. This, for us, is
the sort of ‘living knowledge’ to which Bradbury and Reason (2003) refer.
However, there is also a role for theoretical knowledge here, with Paul and
Fredrik appreciating that the theory underpinning the ACTION project (‘carers
as experts’, Nolan et al. 1996) helped to give direction and meaning to their
work. This illustrates how Bradbury and Reason’s four ways of knowing
(experiential knowledge, presentational knowledge, propositional knowledge
and practical knowledge) combine to produce something that is far more than
the sum of its parts.

At this point readers may like to reflect back on the various case studies for
themselves, and see if they can identify differing examples of co-learning.

Of course, this type of co-learning is an integral, if sometimes implicit,
component of participatory research. On the other hand, in some instances
there is an explicit intention to generate new knowledge. This was certainly
the case with the work of Keady et al. Using an innovative methodological
approach of ‘Co-Constructed Inquiry’ (CCI) they eloquently describe how
they engaged with a person with early dementia and their family carer, and
explicitly embarked on a journey to create a ‘personal theory’ of the dementia
experience that would help to preserve personhood and give renewed purpose
and meaning to life. Whilst this involves theory building, the result is a per-
sonal ‘theory’ that differs markedly from the detached theory of traditional
science. There is not space here to engage in debate about the nature and value
of theory, but such ‘personal theories’ are increasingly important. They can
be used to enhance the agency of disadvantaged groups, such as people
with dementia, and when this is no longer possible, they can help to shape
appropriate support by the process of ‘curation’, thereby giving voice to previ-
ously ‘unauthored’ stories (Koch and Crichton). More work using CCI is
being undertaken with people with stroke and Parkinson’s disease, and should
provide further valuable insights into living with these conditions.

But Keady et al. go further and, without in any way undermining the
value of personal theory, they point to the benefits of constructing ‘collective
theory’ wherever possible by fully engaging with users. Others have argued
that we need to explore ways of helping users to engage in theory-building
(Hodgson and Canvin 2005) and to consider how to move from individ-
ual to collective knowledge (Beresford 2005). ‘Co-Constructed Inquiry’ may
well offer one such means. This attests to the value of seeking to build an
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‘extended epistemology’, with theories being anchored in people’s experience
and providing them with renewed insights that help them to ‘re-see their
world’ (Bradbury and Reason 2003). We feel that the case studies provide sev-
eral examples of this, so we shall return to this point when we consider
evaluation.

Voice, then, does not involve anyone ‘shouting the loudest’, but is rather
about creating partnerships and ways of working that potentially allow every-
one’s voice to be heard. As Steel (2005) argues, this is more about ‘inter-
dependence’ which turns attention to the ‘relational practices’ of participatory
enquiry (Bradbury and Reason 2003). This raises the question of values.

Values in participatory research: a
relationship-centred approach

As we noted in the opening chapter, several commentators reflected on the
‘relational’ dimensions of participatory research, talking of the importance of
interdependence and reciprocity (Bradbury and Reason 2003; Dewar 2005;
Steel 2005; Clough et al. 2006). Such relationships seem essential to the success
of participatory research (Morgan and Harris 2005). The case studies more
than reinforce such a position.

Hanson et al. talk of developing ‘meaningful and reciprocal relationships’,
whilst others refer to relationship-building being integral to the conduct
of participatory research and of using ‘relationship-centred keys’ to unlock
meaning (Keady et al.). The early efforts expended by Marsh et al. in establish-
ing and maintaining relationships paid obvious dividends and were essential
to the success of their project. Tolson et al. adopted an explicitly relationship-
centred approach that attended in particular to ‘the social niceties that grease
everyday interactions’. However, not everything always runs smoothly, and
Shields et al. caution about being prepared for ‘relational difficulties’.
McClimens et al. are unequivocal in stating that enabling partnerships or
emancipatory research ‘starts and falls with the relationships that develop
with new research colleagues’.

If positive relationships are essential to participatory research then how
such relationships can be facilitated is an important consideration. Here we
would like to draw on extensive work that has been undertaken in the area
of caring relationships, and consider the potential value of applying a
relationship-centred approach (Tresolini and the Pew-Fetzer Task Force 1994),
underpinned by the ‘Senses Framework’ (Nolan 1997; Davies et al. 1999;
Nolan et al. 2002, 2006). This model was explicitly referred to in two of the
case studies (Davies et al.; McClimens et al.), with Davies et al. using the senses
to underpin their development work, whilst McClimens et al. used them as
a device to reflect upon their engagement with people labelled as having
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learning disabilities. The value base described by Tolson et al. is also predicated
on a relationship-centred model.

The idea of relationship-centred care emerged as the result of a major
reconsideration of the bases of the health care system in the USA in the 1990s,
which concluded that if the needs of people with chronic conditions are to be
adequately addressed then the focus has to shift from an acute biomedical
orientation to one that places the nature and quality of people’s relationships
at the centre of therapeutic activity (Tresolini and the Pew-Fetzer Task Force
1994). Concurrently work was under way to explore the nature of relation-
ships in care settings for older people (Nolan and Grant 1993; Nolan et al.
1996; Nolan 1997), from which the ‘Senses Framework’ emerged. This frame-
work was subsequently further elaborated upon and extensively tested in sev-
eral major studies, always with the active participation of older people, family
carers and paid carers (see Davies et al. 1999; Nolan et al. 2001, 2002, 2004,
2006). The basic premise is that if older people are to receive excellent care,
then they need to experience six senses: a sense of security; a sense of belong-
ing; a sense of continuity; a sense of security; a sense of achievement; and a
sense of significance. However, in order to deliver such care, staff and family
members also have to experience the senses themselves. An environment in
which all major groups experience the ‘senses’ is termed an ‘enriched’ environ-
ment, one in which the senses are absent for one or more groups is termed
an ‘impoverished’ environment (Brown 2006; Nolan et al. 2006). Table 12.1
provides a brief overview and summary of the senses.

Table 12.1 The six senses in the context of caring relationships

A sense of security
For older people Attention to essential physiological and psychological needs, to feel

safe and free from threat, harm, pain and discomfort. To receive
competent and sensitive care

For staff To feel free from physical threat, rebuke or censure. To have secure
conditions of employment. To have the emotional demands of
work recognized and to work within a supportive but challenging
culture

For family carers To feel confident in knowledge and ability to provide good care (To
do caring well – Schumacher et al. 1998) without detriment to
personal well-being. To have adequate support networks and
timely help when required. To be able to relinquish care when
appropriate

A sense of continuity
For older people Recognition and value of personal biography; skilful use of

knowledge of the past to help contextualize present and future.
Seamless, consistent care delivered within an established
relationship by known people
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Table 12.1 continued

For staff Positive experience of work with older people from an early stage of
career, exposure to good role models and environments of care.
Expectations and standards of care communicated clearly and
consistently

For family carers To maintain shared pleasures/pursuits with the care recipient. To be
able to provide competent standards of care, whether delivered by
self or others, to ensure that personal standards of care are
maintained by others, to maintain involvement in care across care
environments as desired/appropriate

A sense of belonging
For older people Opportunities to maintain and/or form meaningful and reciprocal

relationships, to feel part of a community or group as desired
For staff To feel part of a team with a recognized and valued contribution, to

belong to a peer group, a community of gerontological
practitioners

For family carers To be able to maintain/improve valued relationships, to be able to
confide in trusted individuals to feel that you’re not ‘in this alone’

A sense of purpose
For older people Opportunities to engage in purposeful activity facilitating the

constructive passage of time, to be able to identify and pursue
goals and challenges, to exercise discretionary choice

For staff To have a sense of therapeutic direction, a clear set of goals to
which to aspire

For family carers To maintain the dignity and integrity, well-being and ‘personhood’
of the care recipient, to pursue (re)constructive/reciprocal care
(Nolan et al. 1996)

A sense of achievement
For older people Opportunities to meet meaningful and valued goals, to feel

satisfied with one’s efforts, to make a recognized and valued
contribution, to make progress towards therapeutic goals as
appropriate

For staff To be able to provide good care, to feel satisfied with one’s efforts,
to contribute towards therapeutic goals as appropriate, to use skills
and ability to the full

For family carers To feel that you have provided the best possible care, to know
you’ve ‘done your best’, to meet challenges successfully, to
develop new skills and abilities

A sense of significance
For older people To feel recognized and valued as a person of worth, that one’s

actions and existence are of importance, that you ‘matter’
For staff To feel that gerontological practice is valued and important, that

your work and efforts ‘matter’
For family carers To feel that one’s caring efforts are valued and appreciated, to

experience an enhanced sense of self

Source: adapted from Nolan 1997; Davies et al. 1999; Nolan et al. 2001
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The senses may be applied to any care environment but the factors needed
to create and sustain them vary by context.

Our argument here is that similar ‘senses’ may create an ‘enriched environ-
ment’ for participatory research. Steel (2005) argues that it is not possible for
others directly to empower users. Rather the goal should be to create an
environment in which they can empower themselves. Such an environment
can be captured by the ‘senses’, but to be ‘enriched’ these senses should be
experienced by all participants. So key questions become:

• How do we create an environment in which both users and academic
researchers feel ‘safe’ to engage in a participatory research? Users may
feel threatened by the language and perceived complexity of the
‘research’ process, and intimidated by the power differentials that
they encounter. On the other hand, participatory approaches can
also threaten researchers’ own sense of security, moving them out of
their comfort zone and exposing their limitations. For as Warren and
Cook (2005: 183) note ‘fundamentally involving research users in a
purposeful and extensive way challenges the very foundation of how
we are used to doing research projects’. We have already alluded to the
importance of early and ongoing support for everyone involved. This
support may come from unexpected sources, with Ray describing how
the help he received from a support worker was the ‘best therapy and
counselling’ he had received throughout his illness.

The potential impact of the intensive engagement required of
researchers should not be underestimated either, with Ashburner et al.
(2004) calling for the use of more psychodynamically informed
approaches. A similar sentiment was expressed by Tee and Lathlean
(2004: 542) who argue that researchers engaging in participatory
research require ‘high levels of personal awareness and skill to navi-
gate the interpersonal, relational and group dynamics that may arise’.

• How do we create an environment in which both carers and academic
researchers experience a sense of belonging? Both groups often come
to the enterprise with differing values and beliefs, with different lin-
guistic codes and traditions. Hodgson and Canvin (2005) argue that
the language of science may effectively exclude users and is likely to
foster a sense of alienation rather than belonging. As Zgola (1999)
notes, if people are to communicate well they have to share a similar
set of concepts and language. Even those writing about emancipatory
research often do so in an alienating language (Turner and Beresford
2005). There is clearly a need to adopt an accessible language (Owen
2005; Steel 2005; Turner and Beresford 2005) if users are to enter the
‘social world’ of the researcher (Hodgson and Canvin 2005). However,
perhaps it might be more productive to talk about creating a new

CONCLUSIONS 195



11:11:09:08:07

Page 196

Page 196

shared world with a common set of concepts and values. We have
found that the ‘senses’ speak to very different groups in meaningful
ways, thereby helping to create and sustain a sense of shared belong-
ing, and of purpose (see below).

• How do we create an environment in which users and academic
researchers experience a sense of continuity? Continuity requires the
linking of the past, present and future, each informing the other. The
work of Keady et al. and Koch and Crichton, in this volume, have at
their heart the maintenance of continuity. But to achieve this requires
continuity of relationships over time. This was clear in the case of
Paul and Fredrik, who describe their six-year engagement with family
carers and older people. The implications of this for the funding of
participatory research are obvious. But it also raises ethical issues of
how to ‘end’ relationships without the user feeling abandoned. The
case studies provide few answers for this, but experience of ACTION
suggests that the ongoing use of ICT provides one means whereby
users can maintain links and continue to enjoy ongoing relationships
if they so wish.

• How can users and academic researchers experience a shared sense of
purpose? This reinforces the importance of early engagement and full
discussion of intended roles and relationships so that everyone agrees
expectations, and shares a sense of purpose, being clear about what
they have to offer and what they might gain. This is essential to user
and academic researchers having a sense of achievement, which, for
us, is primarily about enjoying a productive partnership characterized
by co-learning and, where appropriate, action for change. We will
elaborate upon this in the final section on evaluation.

• How can users and academic researchers have a sense of significance?
This is possibly the most important sense of all, and is about both
users and academic researchers feeling that what they do is valued
and accorded status. This is often easier for academic researchers, but
not necessarily for those academics engaged in participatory research.
This type of work often fails to meet the accepted ‘canons’ of high-
quality academic work, as the following quote from Owen (2005: 173)
illustrates:

Much research effort continues to be shaped and governed by the
reward structures and performance management systems which
prevail in higher education: in particular the Research Assess-
ment Exercise which takes place periodically. It remains the case
that conventional, single-authored books and articles attract
more recognition than the relatively time-consuming and often
smaller-scale collaborative partnerships which are acknowledged
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to facilitate user-involvement. In principle, it would be quite feas-
ible to alter this emphasis, and, for example, to build in specific
research assessment criteria which recognize and reward partner-
ship working between user networks and university departments.

The problem is exacerbated by the fact that the scientific community controls
and formalizes the boundaries of acceptable (that is, fundable and publishable)
enquiry (Ray and Mayan 2001) and this hegemony needs to be challenged
before the true significance of participatory work is properly established, and a
wider definition of what counts as valued knowledge is accepted.

Interestingly the debate about evidence-based practice is beginning to rec-
ognize that the application of knowledge (however defined) is itself essentially
relational (Brehaut and Juzwishin 2005; Clark and Kelly 2005), with the con-
cept of ‘brokering’ being increasingly applied (Brehaut and Juzwishin 2005).

Brokering recognizes the relational aspects of applying knowledge and is
about bringing the right players together, and creating and sustaining rela-
tionships in order that they can engage in collaborative problem-solving, so
it is a process that: ‘links decision makers and researchers, facilitates their
interactions so that they are able to better understand each other’s goals and
professional cultures, influence each other’s work, forge new partnerships and
promote the use of research based evidence in decision making’ (Brehaut
and Juzwishin 2005: 12).

Whilst the emphasis above is placed on bringing policy-makers and
researchers together, the same logic would apply to participatory research. It
seems to us that the role of a ‘broker’ could be essential to create the sort
of enriched environment in which partnerships can flourish. Bradbury and
Reason (2003) argue that one of the keys to evaluating the ‘quality’ of partici-
patory research is the extent to which there is a full dialogue about what is
meant by quality.

Evaluating the quality of participatory research

Debates about the relative merits of differing approaches to gauging the qual-
ity of research generally continue to appear regularly in the academic litera-
ture. This is also the case for participatory approaches. We referred to the criteria
for ‘good’ participation suggested by Clough et al. (2006) in the introductory
chapter and these have much to commend them.

Working from within a participatory action research (PAR) paradigm
Bradley and Reason (2003) identify what they call five key ‘choice points’ for
participatory methods. They recognize that the relative emphasis placed on
these choices will vary across projects, but argue that all participatory studies
should at least consider five issues:
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• Quality as relational praxis – does the study fully involve others and
does it take a ‘relational stance’? This reflects the arguments we
have made above, supporting the importance of relationships in
participatory enquiry.

• Quality as a reflexive or practical outcome – is the study potentially
useful or capable of application? This mirrors PAR’s commitment to
action or change, and again is consistent with the literature on user
participation which suggests that, as a minimum, it should result in
the development of better services or the experience of better services
(Beresford 2005; Warren and Cook 2005).

• Quality as a plurality of knowing – which reflects the value placed on
considering multiple forms of knowledge as valid. For this to be effect-
ive Bradbury and Reason (2003) contend that methodology must also
be relational, and anchored in people’s experiences.

• Quality as engaging is ‘significant’ work – that is likely to make a
difference to people’s lives.

• Enquiry towards enduring consequence – is the work likely to lead to
real and lasting changes to the infrastructure of society, that is, does
the study have ‘transformational’ potential?

These criteria resonate with much of what has been written in this volume,
and might be usefully applied to studies ranging from the individual accounts
of living with dementia (Keady et al.) to engagement with entire communities
(Marsh et al.), or participation that is intended to generate national guidelines
to stimulate best practice in health care (Tolson et al.). Each of these studies
could, in their own way, be evaluated using the criteria suggested by Bradbury
and Reason (2003).

Here we would like to revisit the modified authenticity criteria as
developed and applied in the ÄldreVäst model (Magnusson et al. 2001; Nolan
et al. 2003a) and explore their potential as an evaluative framework. Readers
will recall that, in developing the ÄldreVäst Sjuhärad Centre, the authenticity
criteria originally proposed by Guba and Lincoln (1989) appealed as an evalu-
ative framework but that the language was considered inaccessible. The broad
intent of the criteria was therefore retained but the phrasing modified so as to
be more understandable to a wider audience. The modified criteria became:

• Equal Access.
• Enhanced Awareness of own position/values.
• Enhanced Awareness of the position/values of other groups.
• Encourage Action – does the study generate insights that might

encourage change?
• Enable Action – does the study provide the means to promote or

stimulate change?
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The ways in which these criteria are applied was also changed. Originally they
were designed to focus mainly on the research process (Rodwell 1998), but at
ÄldreVäst Sjuhärad they are used to identify key issues at the planning, process
and product phase of a study. This approach has proved very useful in forward
planning, concurrent monitoring and retrospective evaluation. Equal access is
a key consideration at each stage, particularly when frail or traditionally
excluded users are being engaged.

The case studies have thrown up several issues about ensuring equal access
at the planning stages. We have already noted the importance of ensuring that
sufficient time and resources are made available in preparing for a participa-
tory study, and this is vital to ensuring equal access. However, even with
adequate preparation equal access is difficult to achieve. For example, are some
groups involved before others, and what effect might this subsequently have?
Both Tolson et al. and Davies et al., in reflecting back on what they had
learned, acknowledged that they should have engaged older people at an earl-
ier stage. Furthermore, Swallow et al. and McClimens et al. point out that it is
often the most articulate people who volunteer to take part. Overcoming this
may require additional support and resources.

However, as Keady et al. demonstrated, engaging traditionally excluded
groups, such as people with dementia, is possible at an early stage with innova-
tive methodological approaches. Moreover, the potential for technology to
involve individuals at great distance, and with significant disability, has been
well demonstrated by Hanson et al. and Tolson et al.

As we have pointed out several times, ensuring equal access at all stages
depends on careful training and preparation that involves everybody con-
cerned. This not only helps to identify the relative contribution of all partici-
pants, but is essential to agreeing a shared set of goals and expectations.

This brings attention to the beliefs and value systems of participants, and
can ‘kick-start’ reflections about self and others that have the potential to
begin ‘enhancing’ awareness for all concerned. In our experience the earlier
this process begins the better.

It is also important to decide at an early stage whether the project has the
explicit goals of encouraging and enabling action, that is, is the study action
orientated or not? Not all participatory models explicitly attempt to introduce
change, but all should have the potential to do so. We return to this issue when
we consider the products of research.

In terms of the process of research the literature would suggest that par-
ticipatory models should engage users at all stages from the initial planning,
through the conduct of the research, to the dissemination and utilization of
findings. Earlier we have suggested that there may be advantages and dis-
advantages to users engaging in data collection. Again, this will depend on the
nature of the study. If the study is explicitly action orientated then everyone
involved will contribute to the process, as this is an integral element and
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essential to success. On the other hand, when users may, for example, be
conducting interviews in a more traditional project, then the position is not so
clear-cut. In all cases, however, the importance of adequate ongoing support
and reflection cannot be overstated. For example, Ray was able to overcome
his ethical concerns with appropriate support, and those carer researchers who
lacked the confidence to conduct interviews themselves were able to contrib-
ute by attending alongside an experienced researcher, as in Repper et al.’s case
study.

The case studies also highlight the potentially inhibitory effects of rela-
tively simple procedural issues. For instance, Davies et al. struggled to attract
relatives to their 67 Birch Avenue action group, but when they abandoned the
use of minutes and replaced these with an informal noticeboard, and badged
the meeting a coffee morning, both attendance and participation increased
dramatically, so that now the group is effectively organized by relatives. This
simple illustration sends powerful messages about the role of formal struc-
tures in limiting participation, as illustrated by both McClimens et al. and
Shields et al.

The need for innovative and unconventional methodological approaches,
as discussed by Swallow et al., Hanson et al., Tolson et al. and Keady et al., is
also important in ensuring equal access to the research process. Encourage-
ment to participate, and enthusiasm for the project, are also prerequisites. Take
the case study described by Marsh et al. The students were initially daunted by
the prospect of going out into the wider, and relatively alien, community of
rural Colorado until a key member of that community came along, spoke to
them and ‘infused the process with realism and hooked the students on their
educational adventure’.

We have referred to how being involved in research can enhance people’s
awareness of their own situation, and those of others, at several points already,
and do not intend to do so again here. Encouraging and enabling action of one
sort or another is also integral to the research process.

It is when attention is turned to the products of the research that issues of
equal access again become particularly significant for, if the products are not
equally accessible, then their potential to enhance awareness or encourage and
enable action is severely compromised.

In theory the products of research have never been more accessible, with
the Internet opening up knowledge to a wider audience than ever. Indeed,
initiatives such as ACTION are based on this wider accessibility. However, it is
one thing for research findings to be fully accessible physically, quite another
for them to be intellectually accessible and presented in a language that people
can understand and relate to. As Owen (2005) noted earlier, the reward sys-
tems in traditional science promote publication in ‘peer-reviewed’ journals
which require ‘insider’ (Hodgson and Canvin 2005) knowledge of a particular
kind. This is exclusionary. Several commentators call for research findings to
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be presented in a language that is more widely accessible (Owen 2005; Steel
2005; Turner and Beresford 2005). This, it is suggested, will allow users to enter
the ‘social world’ of the researcher (Hodgson and Canvin 2005). However,
perhaps the responsibility should be the other way around, and the onus
placed on researchers to enter the ‘social world’ of the user, not as a ‘smash and
grab’ data collector, but with a commitment to widespread knowledge dis-
semination. Marsh et al. describe the importance of careful production of their
final report for the community so that it appealed to a broad church, and as
Koch and Crichton note, there is a need to write with an awareness of the
audience for, if the narrative is not engaging, the audience will ignore it.

Surely the days when an academic audience writes primarily for itself and
continues to determine the ‘boundaries of acceptable (that is, fundable and
publishable) inquiry’ (Ray and Mayan 2001) should be numbered. Fortunately
there are signs of progress with, for example, the Quality Research in Dementia
(QRD) programme of the Alzheimer’s Society that engages carers and people
with dementia in identifying priorities and commissioning research, and the
Department of Health Learning Disability Research Initiative (LDRI) that
engaged people with learning disabilities as co-commissioners, peer reviewers,
advisers and, in some cases, as researchers (Grant and Ramcharan 2002, 2006).

There is also a role for involving users far more in the dissemination of
research (Stevens et al. 2005). The type of brokering activity that we referred to
earlier suggests that there is now growing awareness amongst researchers
about engaging the policy community more fully, and there is considerable
potential for the use of such approaches if modified to suit the needs of differing
user groups.

If the products of research are more widely accessible, then their potential
to enhance awareness and encourage or enable action is improved signifi-
cantly. The ‘transformational’ potential (Bradbury and Reason 2003) of
research should not be confined to those intimately involved in participatory
work, but extend to everyone by providing ‘vicarious’ experience from which
we all might learn. Such vicarious experience might be provided in several
forms: a ‘curated’ account of the biography of a person with dementia (Koch
and Crichton); a ‘collective’ theory of living with dementia (Keady et al.); a
report on a communities ‘state of health’ (Marsh et al.); or in the production of
national guidelines for ‘best practice’ (Tolson et al.). Herein lies the true power
of participatory work.
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The journey continues

This means a willingness to listen, to learn, and to change and compromise –
from everyone – is essential to the success of user involvement.

(Faulkner 2004: 6)

Our aim in this volume has been to raise awareness, further debate, and poten-
tially add new insights into the theory and practice of participatory research
with the users of health and social care services. In attempting to do so we have
drawn on the relevant literature but have relied primarily on the accounts of
others who have provided their diverse experiences of working with users in
very differing contexts. Despite this diversity we believe that shared messages
have emerged and, in bringing these messages together, we have suggested that
a relationship-centred approach to participation, as reflected in the ‘Senses
Framework’, might provide the means of creating an ‘enriched’ environment
in which participatory research can truly flourish. Faulkner’s quote above cap-
tures the importance of letting go of preconceived ideas and being willing to
‘listen, to learn, and to change and compromise’. These all seem essential. In
their case study Keady et al. posed a set of questions that also seem very pertin-
ent, and we would like to end with these. Anyone contemplating engaging in
participatory work with users might therefore like to reflect on the following:

• Is this for me?
• Am I comfortable with opening up (at least part of) my life?
• What am I hoping to achieve by taking part?
• Do I think (or at least am I willing to try to think) creatively and

imaginatively?

Your answers will indicate if you are willing to start on a journey that might
change you and your views of research for ever.
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