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Dedication

In the course of our involvement with service user and carer participation in uni-
versity settings we have lost some valued friends and colleagues along the way.
We dedicate this book to those individuals whose untimely deaths mean they will
not see this book but who nevertheless contributed greatly to it.

Les Collier

Lillian Hughes
Eileen Johnson
Ian Light

Sandy Richardson

All have in their own way supported us, loved and cared for us, challenged us,
been kind to us, made us laugh and inspired us to see this project through. They
will be sadly missed and fondly remembered.
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Promoting Partnership
for Health

This book is one of six in the ‘Promoting Partnership for Health’ series published
by Wiley in association with the Centre for the Advancement of Interprofessional
Education (CAIPE). They address partnership to improve the health and well be-
ing of individuals, families and communities from different but complementary
perspectives.

Three of the books focus on partnership in practice. Geoff Meads and John Ash-
worth demonstrate how collaboration has proved critical to effective implemen-
tation of health care reforms in many countries around the world. John Glasby
and Helen Dickinson assemble authoritative sources from Australia, Europe and
North America to understand integrated care from many different angles. Scott
Reeves and his colleagues contribute a rigorous and wide-ranging critique of in-
terprofessional teamwork informed by evidence and theory and within a robust
framework.

Two of the books focus on interprofessional education as a means to promote
collaborative practice. Hugh Barr and colleagues embed findings from a system-
atic review. Della Freeth and her colleagues marry that evidence with their ex-
perience to assist all who are engaged in developing, delivering and evaluating
interprofessional education programmes.

Partnership between service providers and users is a recurrent theme through-
out the series, a message reinforced persuasively in this book which demonstrates
dividends for all concerned when service users and carers are fully engaged in
preparing future practitioners for partnership in practice.

Hugh Barr
Series Editor

The books in the series:

Barr, H., Koppel, L., Reeves, S., Hammick, M. & Freeth, D. (2005) Effective interprofessional
education: Argument, assumption and evidence.

Freeth, D., Hammick, M., Reeves. S., Koppel, I, & Barr, H. (2005) Effective interprofessional
education: Development, delivery and evaluation.

Meads, G, & Ashcroft, J. with Barr, H., Scott, R, & Wild, A. (2005) The case for collaboration
in health and social care.
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Reeves S, Lewin S, Espin S & Zwarenstein M (2010) Interprofessional teamwork for health
and social care.

McKeown, M., Malihi Shoja, L. & Downe, S. supporting the Comensus Writing Collective
(2010) Service user and carer involvement in education for health and social care



Foreword: Strike up the Band!

Kathryn Church* with David Reville**

* Associate Professor and **Instructor, School of Disability Studies,
Ryerson University, Toronto, Canada.

The thing you've got to learn is not to be afraid of it.
(Robbie Robertson, The Band)

This book makes a unique contribution to the international body of literature on
“user involvement.” ! A significant portion of the text documents what happened
in a single university when service users and carers and allied academics worked
together to bring their lived experience to the teaching of health and social care.
Until now, services and systems have been the major arena for practice, policy,
analysis and writing on this topic. At long last, a tipping point into the field of
education as a fresh site for activity. Thus, there is much to celebrate.

We celebrate the practice that lies at the heart of this volume. The knowing re-
vealed here, layer by layer, is not your standard academic fare: detached, abstract,
speculative. Rather, this knowing is grounded in direct engagement with a tangi-
ble project — the initiative called Comensus — and the dilemmas that emerged from
that work: day by day, year to year. Here we are offered real people, their actions
and interactions in place and time. Situated in social and political context, these
particularities resonate widely — across an ocean, in our case. In the sentences as-
sembled, as well as the tensions that run silently between the lines, we recognize
the familiar world of our own complex struggles.

We celebrate the array of players whose efforts made both Comensus and this
volume possible. As veterans of participatory projects, including research, we
know how difficult working across difference can be. In Canada, the lure of grants
for community-university partnerships has been strong over the past few years.
But rarely do these arrangements extend beyond the terms of the funding. Faced
with the challenging “between-ness” of collaborative scholarship —neither this nor
that, here nor there, me nor thee — the Comensus players stayed the course. Their
grit is our gain as this account disrupts and breaks open the traditional separations
between these worlds.

! In these remarks, we embrace the term “user involvement” while we also use the following: con-
sumer, consumer participation, psychiatric survivors, “mad”, and Mad Studies. All of these words are
actively “at play” in the mental health and university worlds in Toronto.
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We celebrate the writing itself. The literature on participatory action research
is thick with suggestions for how participants should work collectively to shape
major phases of the process (Mental Health Recovery Study Group, 2009). It is less
than forthcoming, however, on how to produce a participatory text; participation
often breaks down at the point of writing. Not so with this book. From the mo-
ment you crack its pages, you realize that you are reading something different.
You anticipate a dominant author and discover a generous collectivity. You search
for a status hierarchy and find a level playing field. You expect singularity and are
surprised by multiplicity. You steel yourself for turgidity and relax into welcoming
prose.

On what basis do we strike up this “band”? For 25 years, David and I have been
working on, observing, thinking through and writing about user involvement. We
embody a case study that ranges across community, government and university
sites from local to international levels. Our first project was a national policy ini-
tiative of the Canadian Mental Health Association. From 1984-1988, I staffed the
volunteer committee that directed what came to be known as “Building a Frame-
work for Support.” Through research, documentation and a couple of daring ex-
periments, this group put consumer participation on the mental health “map” of
every province in Canada. David was our first consumer representative, and, later,
the first consumer member of the organization’s national board of directors.

David: I was elected to Toronto City Council in 1980 as part of a reform movement that
emphasized citizen participation. Open about having a mental health history, I was a mem-
ber of one of Canada’s first mental patients’ associations (Reville, 1981). My political base,
however, came from work in educational politics and poverty law. When the Mayor set up
a task force on discharged psychiatric patients, it was no stretch for me to insist that he
appoint people we now describe as “experts by experience”. When I introduced Pat Cap-
poni, a recently discharged psychiatric patient and fierce advocate for better housing for
her “folks”, to Dr. Reva Gerstein, the chair of the task force, I did not know what 1 had
wrought. The alliance that developed between the two women produced significant and
long-lasting change. I didn’t know that “user participation” was a “thing” until Kathryn
recruited me for the policy committee she staffed at CMHA National. By then I had moved
on to provincial politics and I took with me a growing reputation as a user who was going
to participate come what may. In my second term in the legislature, I was my party’s health
critic so I was able to put mental health on the agenda much more often than was usual.

Trying to shift an entire organization — its language, structures and practices — is
an enormous challenge on many fronts. I soon discovered a huge gap between
my training in psychology and the skills required for national community devel-
opment. Of necessity, I became a practitioner/learner (for lack of a better term),
someone engaged in trial-and-error learning-by-doing that was always, hopefully,
just-in-time. David mentored me. I relied on his advice to navigate the turbulence
that bubbled up when our attempts to involve new players met with organiza-
tional resistance. Through him, I came to understand that our vision for change
had to go beyond better service planning. It had to engage the democratic agenda
of other social movements. It had to become political.



Foreword: Strike up the Band! Xi

David: As a “leftie” with community organizing experience, I was shocked at how a-
political CMHA was. I was shocked, too, at its tolerance of the glacial pace of change. As a
city councillor, I'd begged city bureaucrats to open abandoned buildings so that homeless
men and women could get in out of the cold; my executive assistant and I cut up sheets
of bubble wrap so that they wouldn’t have to sleep on bare floors. And here comes the
Canadian Mental Health Association wanting to “scan the external environment”?

CMHA's policy agenda was puzzling, too. The notion that a person with mental health
issues needed the support not just of the mental health system but of community agen-
cies, families, friends and peers seemed to me so self-evident that I didn’t understand why
anybody had taken the trouble to put it into a book. But as I travelled around the coun-
try telling the “Framework for Support” story, I began to realize that (a) the story wasn’t
self-evident and (b) that being a part of national organization provided real opportunities
to showcase the “user voice”. Were it not for my connection to CMHA, I don’t think 1
would have been invited to the Common Concerns conference. Invitation in hand, I called
Kathryn; I needed a paper on user involvement.

“Common Concerns” was held at the University of Sussex, England, in 1988. That
international event was likely the first of its kind: a landmark in the “user move-
ment” worldwide. To the assembled company, David delivered our co-authored
paper on user involvement in Canada. It was a “work in progress”, we argued,
pointing to examples of member control over self-help organizations and housing
cooperatives, coalitions for supportive legislation and partnerships for progres-
sive policy development. An increasing number of professionals were realizing
that they had to learn “not to be afraid of it.”

After leaving the mental health association, our collaboration revolved around
my doctoral studies. As I embraced sociology, David connected me to the psy-
chiatric survivor leaders whose stories and politics constituted a standpoint for
my research. His legislative challenges to the provincial government sparked a se-
ries of regional policy consultations that became the lively ground of my formal
inquiry. I had a seat in the front row from which to observe the profound “unset-
tlement” that occurred as people who had been diagnosed and treated by a service
system sought to find their way as “knowers” in its governance. The process was
emotional and disturbing — a far cry from the cool rationality of “democratic repre-
sentation.” My analysis surfaced the “breaking down/breaking through” of forms
and relations, discourses and practices that comes with “passionate participation”
(Barnes, 2008). One sharp edge of my personal breakdown was the split in my
learning between the university’s demands for proper scientific stance and form,
and psychiatric survivor demands for authentic presence and activist engagement
(Church, 1993; 1995).

In the 1990s, a conservative government took power in Ontario. The years that
followed were not kind to participatory initiatives of any sort. David and I were
each compelled to reorganize our paid work. He left politics to lead the new Ad-
vocacy Commission of Ontario — and to preside over its demise when it was axed
by the province. I built a practice as an independent researcher working primar-
ily for psychiatric survivor organizations doing community economic develop-
ment — an activity favoured by funders of that period. I organized a series of small
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participatory studies and wrote plain language reports on survivor-run commu-
nity businesses. These projects demonstrated the flip side of user involvement.
Psychiatric survivor organizations set the terms for the work and controlled the
funds; I was contractual labour. And while that arrangement clarified our power
relations, I grew troubled over identity politics and the uncertain or fleeting im-
pact that community-based research had on policy. Privately, I yearned for greater
intellectual freedom.

David: Involvement with CMHA both nationally and internationally turned me into a
kind of poster boy for user participation. Over time, however, my focus shifted to policy
and program development designed to create and sustain user-led initiatives. Some of the
most successful user-led initiatives were — and remain — community-based businesses. For
the employees of such businesses, it is participation by people who are not users that is
contentious. The politics of user participation began to change in the early 90s. More and
more activists began to identify as survivors rather than users and began to reject offers to
merely participate. One user-led organization now feels sufficiently comfortable in its own
skin that it is partnering with service providers; it continues to provide social recreation
opportunities for its members but also is part of a mental health system program that seeks
to keep users out of the justice system. The leadership of another user-led organization has
linked up with anti-poverty activists; one of its members has appointed to a panel to advise
the government on a review of social assistance.

By the end of the decade, David and I were both working as consultants within
Toronto’s community and social services sector. Occasionally, we overlapped
into shared projects such as providing advice on the production of the film ti-
tled “Working Like Crazy”, and sustaining the international discussion gener-
ated by its dissemination. We were figuring out how to practice in an altered
social and political environment, one in which traditional forums for gathering,
exchanging views and creating action had been smudged or erased. We were
learning to make do with “the remains of the day”: with smaller projects and
more fragmentation, with less funding and a more meager array of democratic
tools.

In 2002, I joined the School of Disability Studies at Ryerson University. I have
since become a tenured faculty member, making the tricky cross-over from men-
tal health to disability writ-large, and expanding my considerations of difference
and inclusion in theory and everyday life. Captured by the escalating demands of
teaching, research and service, my wisest move was to draw David into the mix.
He joined the program in 2004, initially as guest lecturer and co-instructor, and
later as a regular, part-time instructor. For seven years, he has been openly and
productively “mad” in the academy.

David: I'm excited to bring user knowledge to 330 students a year; that’s how many
students enroll in A History of Madness. As gratified as I am about the number, I am even
more delighted that the students come from all five university faculties. Students from, say,
mechanical engineering, psychology, image arts and information technology management
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may give a group presentation. My other mad course, Mad People’s History, is now online,
available to anybody with access to a computer. The first module includes a video in which
12 user activists describe how and why they self-label. The final module asks the question:
whither mad studies? This book will provide a foundation on which to build a good part of
the answer.

This university adventure looks to be the final iteration of our long grappling with
user involvement. It has provoked a number of questions. Are people with mental
health histories “experts by experience” only in matters of illness and treatment?
Is creating awareness through personal stories the only result we seek from their
involvement in the university? David’s expertise begins with his mental health
history but his fuller contribution is to retrieve the history of a people — a rich
and complex body of knowledge that challenges the psychiatric worldview. On
the flip side, by weighting “experience” do we devalue the expertise that aca-
demics spend years developing? And, from a different angle, are academics ex-
perts only with respect to credentialed content in their particular disciplines? Are
their “lived experiences” as multi-dimensional human characters never entered
into the classroom? There is a personal story — a political autobiography — at the
core of my pedagogy. In Disability Studies, I am not alone in insisting upon its
relevance as knowledge. And, finally, given the continual reshaping of univer-
sities as institutions, can we continue to view them as public institutions? How
will user involvement play against the intensification of corporate involvement
and funding? Our program has been on the cutting edge of this question for a
decade.

David: As we start the second decade of a new century, user involvement is making a
comeback in Canada. The newly-created Mental Health Commission is trumpeting the
amount of user involvement in its deliberations. An all-user consulting team is crisscross-
ing the country scouting out user participation wherever it may be found. The Commission
has funded a huge research study examining the relationship of homelessness and mental
health; the studies at the five project sites include varying amounts of user involvement.

Given the broad relevance of these matters, this book makes a timely appearance.
We know that it will be valued — read, quoted, cited, critiqued, even emulated —
well beyond the borders of its origins. We congratulate everyone who contributed.
Where power relations are deeply entrenched, it takes real courage to venture
something new.
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The Comensus Writing
Collective: Notes
on Authorship

Rather than producing a standard edited text, we have aimed to write a collec-
tively produced multi-authored book.

For the bulk of the book we have practised a process of collective writing, sup-
ported by a series of writing team meetings and other individual and peer support,
such that authorship of the text is shared. Initial meetings discussed the potential
structure and content of the book, agreeing the sort of material we might cover,
and the different ways in which individuals might wish to be involved. Different
people have facilitated the writing of different chapters, and these have progressed
via an iterative process of drafting, peer feedback, and re-drafting. Our notion of
authorship involves creative approaches for including the contributions of those
individuals who have less experience of writing for publication. Some people have
written sections of text, of varying lengths, in more or less a standard approach to
writing. Others have preferred to look at drafts of emerging text and bring in their
contribution based upon reflecting on these as a starting point. Some people have
preferred to sit down individually and talk through their ideas for material to be
included, with another person making notes and attempting to draft these out,
before passing back to the originator for approval. On other occasions, this sort of
thing has been accomplished collectively in group meetings.

Once we were at the stage of having completed drafts of chapters, these were
circulated collectively for critical feedback and comments. A smaller group of peo-
ple was responsible for collating the results of this critical reading process, and
incorporating changes into the draft manuscript. A number of us have also con-
tributed quotes which appear at chapter heads, connecting personal reflections on
involvement with the thematic content of the specific chapters.

Of necessity, certain chapters have been solely written by named authors, and
some sections of other chapters are clearly the contributions of other named indi-
viduals. In these instances, authors are explicitly identified at the chapter head, or
at the point in the text where their contribution comes in. Though this may seem
to go against the grain of our philosophy for a completely collectively written text,
the rationale for this emerged out of discussions in the collective.

Our reasoning for a collectivised approach was in some way to shift from stan-
dard academic practice of attributing authorship and editorship. We felt that some
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traditional approaches were less democratic than they might be, and did not al-
ways adequately reflect the multiplicity of ways in which contributions to ideas
and writings can be made, especially given that our starting point for the book
was nested in a participatory action research project. For these reasons, the idea of
collective authorship, with all contributors to the collective given equal credit had
much appeal within our group. In this sense, our approach is very much in line
with the notion of a ‘creative commons’.

This simple collective approach, however, runs the risk of devaluing input by in-
dividuals who have put a lot of effort into crafting their contribution, and wish to
be identified with it. Hence, our decision to properly credit key portions of writing
identifiably associated with single authors. These other authors are also credited
more widely for other contributions to the collective enterprise elsewhere in the
book. We haven’t imposed an ‘editorial voice” on contributions which are explic-
itly auto-biographical or describe examples from practice (see Cox et al., 2008).
Editorial work was an integral part of collective discussions and the writing pro-
cess, and not vested in any single individual.

The members of the collective are listed here in alphabetical order:

Waheda Ahmed (Comensus CIT & Pat Cox (University of Central
Preston Community Network) Lancashire)

Mahmud Amirat (Comensus Advisory John Coxhead (Comensus CIT &
Group & Preston Gujarat Muslim Preston DISC)

Welfare Society) Paul Dixon (Comensus CIT & REACT)

Jill Anderson (Lancaster University &  Soo Downe (Comensus/University of
mhhe) Central Lancashire)

Nurjahan Badat (Comensus CIT & Stephanie Doherty (Comensus CIT)
parent carer) Joy Duxbury (University of Central

Phil Blundell (University of Central Lancashire)

Lancashire) Chris Essen (University of Leeds)

Carol Catterall-Maguire (Comensus Janet Garner (Comensus/University
community member) of Central Lancashire)

Caroline Brown (Independent service Michael Gardner (Comensus CIT)
user) Nigel Harrison (University of Central

David Catherall (Comensus CIT) Lancashire)

Melanie Close (Comensus Advisory Janice Hanson (Uniformed Services
Group & Preston Disability University of the Health Sciences,
Information Services Bethesda, Maryland)

Centre) Michael Hellawell (University of

Les Collier (Comensus CIT & Preston Bradford)

Mental Health Service User Russell Hogarth (Comensus CIT &
Forum) Preston SMILE)

Anthony Conder (Comensus Advisory Keith Holt (Comensus CIT & Giving
Group & Central Lancashire Primary Experience Meaning)

Care Trust) Robert Hopkins (Comensus CIT &

Rose Cork (Comensus CIT) Preston DISC)



The Comensus Writing Collective: Notes on Authorship

XVil

Graham Hough (Comensus
community member & Preston
Mental Health Service User Forum)

Lillian Hughes (Comensus CIT)

Eileen Johnson (Comensus/University
of Central Lancashire)

Fiona Jones (Comensus community
member & Preston Mental Health
Service User Forum)

Brenda Jules (Comensus CIT)

David Liberato (Comensus CIT)

Beth Lown (Mount Auburn Hospital,
Cambridge, Massachusetts)

John Lunt (Comensus CIT & Preston
Mental Health Service User Forum)

Farida Majumder (Comensus CIT &
parent carer)

Ernie Mallen (Comensus CIT)

Lisa Malihi-Shoja (Comensus/
University of Central Lancashire)

Marie Mather (Comensus Advisory
Group & University of Central
Lancashire)

Angela McCarthy-Grunwald
(Comensus/University of Central
Lancashire)

David McCollom (Comensus
community member)

Mick McKeown (Comensus/
University of Central
Lancashire)

Phil McClenaghan (Comensus CIT)

Angela Melling (Comensus CIT &
parent carer)

Bob Minto (Comensus Advisory
Group & Central Lancashire Primary
Care Trust)

Kate Murry (Comensus CIT & parent
carer)

William Park (Independent service
user & poet)

Hasumati Parmar (Comensus CIT &
Preston Mental Health Service User
Forum)

Jane Priestley (University of Bradford)

Phyllis Prior-Egerton (Comensus CIT
& Transinclusion)

Sue Ramsdale (University of Central
Lancashire)

Lou Rawcliffe (Comensus CIT)

Alan Simpson (City University,
London)

Nat Solanki (Comensus CIT)

Helen Spandler (University of Central
Lancashire)

Peter Sullivan (Comensus CIT &
Preston Carers Centre)

Jacqui Vella (Comensus CIT & Preston
Breathe Easy)

Sarah Whelan (Comensus CIT)

Grahame Wilding (Comensus CIT &
Preston HIV Support Team)

Karen Wright (University of Central
Lancashire)

The Comensus Writing Collective can be contacted via the Comensus web-pages:
http:/ /www.uclan.ac.uk/health/about_health /health_comensus.php



Notes on Language

Our book is about the contribution made to universities by people who have expe-
rienced health and social care or who act in the role of informal carer. The language
used to describe participants in these endeavours is sometimes controversial and
contested. It is our experience not to take these matters for granted.

A focus on choice of terminology is, arguably, more important than idle curios-
ity or interest in changing fashions. A post-structuralist turn in social sciences sug-
gests that language and discourse are not merely descriptive of objectively verifi-
able phenomena or social relations. Rather, language and terminology themselves
are constitutive, bringing into being that which we recognise as real. The subjective
positioning of the viewer or author is privileged in these accounts, and a plurality
of ways of making sense of the social world is accepted. The use of different forms
of language is often associated with prevailing power relations, with dominant
discourses acting to limit or close down alternative or oppositional talk.

In an everyday sense these concerns are exemplified in the wider politics of user
involvement in health and social care and, amongst other things, in the debate
about use of terminology amongst professional disciplines and lay talk surround-
ing notions of so-called political correctness. Because ideologies and circumstances
can change, individuals who use health and social care services find themselves
constructed differently in language as time passes. Examples of this would be the
predominance of the term patient in circumstances where medical power is in the
ascendancy or the language of consumers and clients at times when individualistic,
possibly market driven, ideologies challenged prevailing medical hegemony. Of
course, such broad brush trends are complicated by other factors, not least the in-
fluence of diverse ideological standpoints or narratives across different health and
social care disciplines at different moments in history.

On the face of it, it would seem that the terminology surrounding informal care,
that is looking after someone else in an unpaid capacity, typically a relative, is
much less contentious than the numerous appellations that have been afforded
the role of recipient of formal, professionalised care services. The label carer can
be accepted without too much fuss. Though the practice of caring can be associ-
ated with aspects of social disadvantage, the role is largely approved of in society.
For others, the term ‘carer’ can be problematic, fore-grounding important socioe-
conomic and identity issues. The language used to describe people who make use
of services, however, can at various junctures be implicitly or explicitly pejorative,
demeaning and stigmatising. Different terms applied to this role or identity have
appeal for some but not others, and it is very difficult to find a single term that is
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not flawed in some regard and is acceptable across the board. There are also some
variations in use of terminology on an international scale, with slightly different
descriptors for key lay participation roles in university settings. This latter point is
addressed by the authors of chapter 4, who offer a glossary of some such terms in
usage in the US.

Authors of a text which has to cover this territory, hence, are presented with
an immediate dilemma over which terminology to favour. Apart from the politics
and potential for causing offence to some of the readership we would hope to be
interested in this book, there are also practical concerns around reading ease. The
latter militate against chopping and changing terms throughout a text, or forever
expanding one’s descriptors to accommodate all possible nuances of meaning for
any given context. This would include repeatedly pausing to explain the pros and
cons, or exceptions to, particular terminology at different junctures in the narra-
tive. Ultimately, there is also a need to choose a term that is meaningful to the
readership, being instantly recognisable as the entity it is meant to signify. To a
large extent this choice involves deciding upon one of the terms which has wide
current use. Coining our own neologism would not work in this regard, and cer-
tainly couldn’t be incorporated in the title of a book that was seeking a broad
audience.

Over the years such terms as patient, service user, consumer, or lay participant have
come in for different criticisms (see Beresford, 2005a; Deber et al., 2005). Similar de-
bates surround the terminology of disability and disabled people (Swain et al., 2003).
The language of patient is wrapped up in notions of passive subservience and def-
erence to medical authority and variations on client and consumer, though in some
respects an attempt to indicate greater personal agency, are redolent of a market
driven ideology of consumerism that is anathema for some. The current policy
vogue for public participation, at least at the level of rhetoric, does not on its own
differentiate the particularities of engagement in health and social care from the
generalities of the public at large. Terms deployed within the user movement that
are relevant to our interests here, include activist and survivor. Despite the notion
of activism appearing to often closely fit the behaviour of relevant participants
engaged in universities and community voluntarism, many people do not recognise
the term as fitting in with their view of themselves. The term survivor also lacks ap-
peal for many such participants, and, in any event, can have a more recognisably
general meaning than its specific use in service user movement culture.

In a research context, the notion of participant would seem to be superior to sub-
ject, or other previously relied on depersonalising terminology, including the not
uncommon practice in earlier medical journals of describing people’s involvement
under the heading materials and methods.

In this book, we have used service user and carer in the absence of better terms.
The term service user can be variously criticised, and Beresford (2005a) lists a num-
ber of shortcomings. These include disapproval for representing a degree of pas-
sivity in encounters with professionals and services, reducing identity to aspects
of service usage alone, neglect of the reality that for some people there is a lack
of choice in consumption of public services, or for some their use of services is
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compulsory, and, like all labels, there is a potential for the heterogeneity of per-
sonal experience to be obliterated in the homogenising effects of a single term to
catch all. Others have objected to the potential for confusion with different notions
of user, as in the argot of illicit drug use or the view of people as manipulative.
There has been some disquiet that the term is perceived as lower status than other
professional titles, and this has been noted in a university context by William Park
(Chapter 10 this volume). The phraseology of expert by experience has been coined
to counteract this sort of thing.

The term service user has, however, been adopted and employed for radical ends
by some in the user movement, and Beresford (2005a) argues that perhaps any
negative connotations can be transcended in this context of seeking social change,
in much the same way as the notion of disability has been reframed by disability
activists. Though we acknowledge the limitations of the term service user, it does
have currency both in terms of everyday usage within health and social care ser-
vices, universities and the policy context and it can be seen to have a unifying
function across various disability and care categories to describe:

... people who receive, have received or are eligible for health and social care services, particularly
on a longer term basis (Beresford, 2005a: 471).

This definition is flexible enough to bring into its compass people, usually in a con-
text of mental health, who prefer the term survivor, and those people who though
eligible for services, for a variety of reasons choose not to access them.

Our book is about the experiences of service users and carers. We do not suggest
that these groups are coterminous or share experiences and aims; though there
is undoubtedly some common ground, there are also some key differences of in-
terests. Rather, this book is about the involvement of service users and carers in
universities. Throughout the text, we will refer to service users and carers where
both have a stake in the topic, but will differentiate as necessary between the two
groups. On occasion, the term service user may be used as shorthand for service
users and carers, where it is clear that both sets of stakeholders are involved, if a de-
gree of succinctness is called for and this can be achieved without compromising
clarity.



Introduction

The subject matter of this book is the involvement within universities of people
with experience of using health and social care services and informal carers. The
main focus is how their knowledge and expertise, born out of personal experi-
ences, can be brought to bear in improving the quality of teaching and learning.
Our interest does not stop here, however, and associated involvement ranges over
research and other activity within higher education institutions, which can take
place independently of teaching but, ideally, connects with and supports the ped-
agogical enterprise. It is also necessary to acknowledge the socio-political con-
text and issues relating to setting, which firmly locate universities as community
based institutions. As such, engagement on this territory raises some key points
of interest about the civic role of universities and their relationship with their
communities.

Structure of the Book

We have divided the text into two broad sections. The respective sections group
chapters thematically under the two headings:

1. The context. This section includes Chapter 1 to 5 and offers discussion of key
issues in service user and carer involvement and the role of universities with
reference to available theoretical accounts and published literature.

2. Personal experiences: the case of Comensus. This section covers Chapters 6 to 9
and engages with practical applications of theory, addressing service user and
carer involvement in universities in practice. Real world examples and per-
sonal biographical accounts are drawn on, with key material included from
our own experiences within the Comensus initiative at the University of Cen-
tral Lancashire (UCLan).

The book concludes with a short closing chapter that attempts to synthesise ma-
terial from the two sections, draw some key overarching conclusions, and outline
some aspirations for the future.

The context section opens with a general chapter on Service User and Carer In-
volvement in Higher Education. This first chapter reviews developments in the field
and places these in a context of general policy background. There is clearly a
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wealth of engagement between universities and health and social care service
users and carers, and the numbers of projects are growing apace. The literature
is drawn on to explore the degree to which different reported involvement initia-
tives embody features of authentic collaboration or partnership, with reference to
the analytic framework provided by a notion of a ladder of involvement. Reflections
on a hierarchy of involvement, from negligible involvement and paternalism to
complete involvement and partnership, help to identify key enablers and barriers
for effective participation.

Chapter 2 explores The Social and Political Context and considers the growth of
service user and carer involvement in university settings as possibly part of a
wider social movement. Literature and theory developed in the study of social
movements can be applied to this specific context affording interesting insights
into people’s motivations to take part, factors that sustain involvement and rela-
tionships and connections within and between groups.

Issues pertinent to the location of universities within their local communities are
taken up in Chapter 3: Beyond the Campus: Universities, Community Engagement and
Social Enterprise. This chapter analyses the different ways in which service user and
carer interests are served in various community groups and voluntary sector set-
tings in a context of civic and community engagement. Concepts of social capital,
social enterprise and social marketing are critically reviewed and reflected upon
for their utility in supporting user and carer involvement. The different ways in
which universities can connect with this activity, as supporter or beneficiary, are
described as a point of departure for consideration of the notion of a critically
engaged institution.

Making the case for service user and carer involvement is greatly assisted in
university settings by reference to available research findings. The imperative to
properly evaluate novel initiatives is reflected in the content of Chapter 4: Re-
search and Evaluation of Service Users” and Carers’ Involvement in Health Professional
Education. This chapter deals with systematic research methods as well as the
more routine audit, evaluation and quality assurance of user or carer involve-
ment. The content of this chapter mainly addresses discussion of relevant method-
ological approaches, with a more detailed account of outcomes being the focus of
Chapter 5.

Chapter 5 addresses the topic of Outcomes. In order to determine which out-
comes matter, the theoretical basis for health and social care is examined. This is
contextualised by the positions of the stakeholders who might have an interest in
the commissioning, provision and outcomes of health and social care education. A
binary model of professional education is described, with two axes, one of clinical
competence and knowledge, the other of attitudes and values. Through an explo-
ration of service user engagement as a complex salutogenic endeavour, the chapter
hypothesises that one of the primary outcomes of service user and carer engage-
ment might be the development of moral and ethical maturity in care givers, man-
ifest as emotional intelligence. This provides an essential counter-balance to the
clinical and knowledge based weighting of professional education that pertains in
the absence of such engagement.
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Section Two of the book includes some significant contributions from people
either directly involved in the UCLan Comensus initiative, or connected to it in
some way. The weight given to this case material is, we feel, justified given the
unique approach to systematic involvement across a whole Faculty. It is oppor-
tune then, at this juncture, to briefly introduce this particular service user and
carer involvement programme. The Comensus initiative has been growing since
2004 in the Faculty of Health at UCLan (Downe et al., 2007). It is an attempt to de-
velop a systematic and comprehensive framework of user and carer involvement
that extends into all aspects of the Faculty’s work: teaching, research and strate-
gic decision making. The name is not quite an acronym, representing a notion
of Community Engagement and Service User Involvement in a University with
Support.

Comensus has attempted from the outset to tackle some of the challenges posed
by a reading of the literature. We were probably not unique in our own particu-
lar starting point, wherein there was a critical mass of academics and community
participants connected to the university and interested in user and carer involve-
ment, but previous activity had been piecemeal and uncoordinated. Starting with
an affinity for participatory approaches to enquiry and development, and with
a commitment to the realization of genuine rather than tokenistic ends, we em-
barked upon a journey of discovery wrapped up in an action research method-
ology. The different ways in which participants are supported and support each
other has come to be a crucial and valued feature of this work. Along the way
we have strengthened established relationships and made new ones with service
users, carers, community groups and academics affiliated to our university and
other higher education institutions, in this country and abroad. In many respects,
it is these relationships and connections which have helped the writing of this
book.

Chapter 6 describes and reflects upon the challenges in Setting up Comensus, told
from the point of view of the person responsible for coordinating the initiative. A
portion of the chapter deals with wider theories of organizational culture and how
this can be changed by service user and carer involvement. Of course, the chapter
also deals with some of the impediments or barriers to change in higher educa-
tion institutions. The importance of all involved sharing key values and principles
associated with authentic involvement is highlighted if these barriers are to be
overcome.

As a counterpoint to Chapter 6, the material in Chapter 7 points out the im-
portance of institutional leadership and the capacity to influence systems of bu-
reaucracy and management from the inside. Climbing the Ladder of Involvement: A
Manager’s Perspective describes aspects of these processes and one manager’s per-
sonal journey in relation to institutional progress towards partnership working in
practice.

In Chapter 8 a number of biographical Stories of Engagement are presented that
span service user, carer, academic staff, involvement development worker and col-
legiate network coordinator perspectives on service user and carer involvement
in university settings. These serve to cast light on the richness and diversity of
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people’s experiences, and the extent to which these endeavours attract compli-
ments and criticism.

In Chapter 9 we return to some of the analyses of social movements first encoun-
tered in Chapter 2. These themes are illuminated with reference to the actual ways
in which service user and carer participants within Comensus talk about their in-
volvement and how they make sense of it for themselves. These narratives have
been collected as part of the action research study that shaped the development of
the Comensus initiative.

In some respects, Chapter 10 returns to our opening concerns about the impor-
tance of language and terminology. In Shedding Masks: Transitions in Mental Health
and Education, a Personal View, one individual passionately rejects the constrain-
ing aspects of the label service user. The humanistic writings of Maslow and Freire
are cited to inform a discussion of individuality, creativity and expression. This
polemic continues to resonate with a desire to make a positive difference for oth-
ers, but strives to shake off demeaning features of the appellation service user to-
wards reclaiming a positive sense of self and personal identity not defined in terms
of health status or service usage.

All of the contributors to this text and, we are sure, many of you, the readers of it,
have been involved in some way or other with service user and carer contributions
to education, research or other activity in universities or wider communities. In all
of this work, and in the production of this book, we have all learnt from each other
and engaged in positive, productive and even life-affirming relationships. The first
things that become apparent in this context are the enthusiasm and commitment
of community participants to make a difference in the university and ultimately
endeavour to effect real changes to the actual practice and organization of health
and social care services. We hope that the pages of this book reflect the wealth of
good practice and learning that is evident in the various examples of university,
service user and carer partnerships that are to be found, and in some way make a
contribution to the aforementioned goals.



Part I: The Context






Service User and Carer
Involvement in Higher
Education

I never thought that I would be involved with a university’s teaching and learning —
possibly sweeping the floor would have been the only way in.

1.1 Introduction

There has been a general trend over recent decades towards acceptance of the
notion that the public ought to have a more participatory role in the state, and
that people who make use of various services have a particular interest in de-
cision making and planning as well as the nature of service they receive. This
general consumerism has been influential in United Kingdom policy relating to
health and social care, and in specific institutions of care delivery (DH, 2005, 2006a;
HM Government, 2007). Often coming from a different ideological position, the
same ends have been pursued by a burgeoning social movement of service users
and community groups. Most recently, the notions of personalisation and person-
alised care have come to the foreground in analyses of service failings and pre-
scriptions for reform (Carr, 2008). This trend is evident in the Darzi review of
the UK National Health Service (NHS) and the growing adoption of individual
budgets in the social care field in particular (HM Government, 2007; DH, 2008,
2009a).

The idea that people should have a say in the planning, delivery and evaluation
of their care, and that their views should be respected and acted upon by practi-
tioners, is almost taken for granted in the United Kingdom, and in other resource
rich countries, such as Canada. A natural extension of this expansion of participa-
tion is to create and sustain similar opportunities for involvement in higher educa-
tion institutions, where health and social care staff are trained, and where relevant
academic research staff are located. This has been matched by a global interest
in collaborative approaches to interprofessional learning and workforce develop-
ment that also bring service users and carers in to the partnership and promote
community engagement (Hargadon and Staniforth, 2000; Barr et al., 2005; Freeth
et al., 2005; Meads et al., 2005; Hammick et al., 2009). Over the last few years, a great
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deal of interest has developed in methods of developing and supporting such an
endeavour. This has resulted in the production of numerous reviews, guidelines
and position statements for involvement activity, in service delivery (Crawford
et al., 2002; Public Administration Select Committee, 2008), in research (Beresford,
2005b; Hanley, 2005; Involve, 2007), and in education and training (Wykurz and
Kelly, 2002; Repper and Breeze, 2007; Tew, Gell and Foster, 2004; Branfield et al.,
2007).

A wealth of interesting initiatives has been developed across the range of uni-
versities with a stake in the education of health and social care staff and research in
the field. These include involvement in all aspects of teaching and learning, such
as curriculum planning, lesson planning, delivery of teaching sessions, course and
module management, assessment of student progress and wider quality assur-
ance processes (Downe et al., 2007). Service users and carers have also been at
the centre of various innovations in practitioner education, such as enquiry or
problem-based learning (Dammers, Spencer and Thomas, 2001), e-learning and
distance learning (Simpson et al., 2008), and simulated patient sessions (Morris,
Armitage and Symonds, 2005; Priestley, Hellawell and McKeown, 2007). This in-
volvement extends into the arena of interprofessional learning and collaboration,
which is transacted in both universities and the workplace (Meads et al., 2005).
In the United Kingdom, various professional reviews and regulatory bodies who
have oversight of curriculum development have advocated both user involvement
and interprofessional learning (DH, 2006b; GSCC, 2005).

Involvement in research can be at different stages of the process, but there have
been few examples of extensive involvement throughout a research study, or, in-
deed, of completely user-led research, though this is growing (Lowes and Hulatt,
2005; Pitts and Smith, 2007; Sweeney et al., 2009). In a context of wider commu-
nity engagement, involvement in participatory action research approaches offers
a promising route to more complete engagement, opportunities for authentic user-
led research studies and opening up the civic role of higher education institutions
(Hanley, 2005; Holdsworth and Quinn, 2006; Church, Shragge, Fontain and Ng,
2008).

The development of service user and carer involvement in universities has been
piecemeal. New initiatives have evolved because of the activity of key individu-
als, rather than always being effectively planned and supported at the institutional
level. Reflecting this, resources and funding are a perennial problem for a number
of university initiatives and projects, raising real questions about sustainability.
There are a few exceptions to the rule. In the United Kingdom, ring-fenced funding
is available in relation to social work training and, despite its relatively low level,
these monies have been valuable in developments associated with social work. A
number of networks have grown up to support people interested in relevant work,
for example the Developers of User and Carer Involvement in Education (DUCIE)
network hosted by the Mental Health in Higher Education (mhhe) initiative. There
have also been a number of international conferences and scholarly meetings fo-
cused on health and social care services user and carer involvement in universities,
including the foundational Where’s the Patient Voice Conference (Farrell, Towle and
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Godolphin, 2006) and the University of Central Lancashire (UCLan) Authenticity
to Action Conference.

International efforts to involve service users and carers in higher education set-
tings are too numerous to list. Some examples from different international con-
texts that have had a systemic impact are noted here. In Australia an alternative
approach has been the direct employment of a service user in an academic post, re-
ferred to as consumer academic, with the remit of encouraging greater consumer
involvement within the Centre of Psychiatric Research, the provision of a con-
sumer perspective and, ultimately, greater acceptance of consumer involvement
by academics (Happell, Pinikahana and Roper, 2002). A number of United King-
dom universities have appointed development workers to academic posts to sup-
port user and carer involvement. Many of these appointments are of people with
personal experience as service users, including notable examples at City Univer-
sity, London, and the University of Leeds, both in the United Kingdom. In Toronto,
Canada, well developed relationships between Ryerson University and a range of
community groups and individuals have led to a number of interesting collabora-
tive developments. There is A History of Madness course open to all students of the
university designed and taught by David Reville, mental health service survivor
and community activist. In a lengthy partnership, mental health service users and
academic staff have worked together to establish and evaluate a range of social
businesses using participatory action research approaches (Church, 1997). In the
United States, Community and Physicians Together is a joint venture between the
University of California, Davis, a local health care provider and 10 community or-
ganizations in the Sacramento area. Doctors in training are allocated to community
groups where people from the community assist in teaching them about their in-
dividual health needs and how best to make a difference to health at a community
level. This initiative was awarded the Campus Compact Thomas Ehrlich Award
for Civically Engaged Faculty in 2008 (Paterniti et al., 2006). The Comensus initia-
tive at UCLan has attempted to develop a systematic approach to user and carer
involvement that covers a whole Faculty and reaches other university business
and Faculties (Downe et al., 2007). At Brunel University, London, Peter Beresford,
mental health service user and activist, has held a chair since 1998 in the Centre for
Citizen Participation, and has made a significant contribution to pushing forward
issues of user involvement in both education and research in United Kingdom
universities.

This book deals with alliances between universities and service users and carers
at a number of different levels: people who have experienced significant use of
health or social care services, those who care for sick or disabled relatives, those
who choose not to use services for various reasons, those who experience stigma
or social exclusion linked to a health condition or disability, those who wish to
celebrate positive experiences and examples of good practice and those who have
had negative experiences and need to address examples of poor practice. All have
a stake in the activity of universities. This may be in terms of seeking influence or
direct participation in the range of university business, or it may be in attempt-
ing to harness the resources of the university to support individuals and groups
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to tackle concerns arising in the community. The most obvious means of engage-
ment is involvement in the training and education of the health and social care
workforce as a vehicle for effecting desired changes in service provision. Similarly,
involvement in research activity can be potentially influential in making services
better. At a more complex level, closer relationships between community partic-
ipants and academic staff can begin to subtly or significantly transform working
practices in universities and their inter-relationship with the community.

The primary reason for involving service users in the training and education of mental
health professionals is the anticipation that it will produce practitioners capable of deliv-
ering improved and more relevant outcomes for users and their carers. (Tew et al., 2004)

This premise has seen a number of universities in a range of countries setting
up service user and carer involvement initiatives that strive to incorporate service
user and carer perspectives in the education of future generations of practition-
ers (Barr, 2005; Church, 2005; Church, Bascia and Shragge, 2008). This range of
involvement is often linked to wider community engagement activity, with the
relationship between universities and their local communities of significant im-
portance to all parties (McNay, 2000; Cone and Payne, 2002; Savan, 2004; Winter,
Wiseman and Muirhead, 2006; Campus Compact, 2009). At this level, individuals
and community groups will begin to have a strategic voice within universities,
addressing key concerns, such as widening access or reciprocal use of resources,
or academic knowledge and power may be mobilised to support community cam-
paigns. In such a context, interesting questions arise concerning identity, with aca-
demic and lay identities open for transformation or entrenchment (Church, 1996;
Spandler and McKeown, 2008).

Arguably, health and social care professionals need to be equipped to involve
service users and carers in both personal and strategic decisions. An understand-
ing of relevant social and political factors can be seen as crucial to this enterprise.
For this to happen, future health and social care practitioners need to be given the
skills as soon as possible within their training and should regard this involvement
as standard and not merely as an add on to practice. In seeking full and empow-
ered participation, service user and disability activists rally behind the clarion call
of nothing about us, without us. This echoes the classic feminist stance, in which the
personal is most definitely political.

1.2 The Politics of Health and Welfare

Conventional welfare provision in the United Kingdom has been criticised as pa-
ternalistic. This is taken to mean that interventions are carried out for the perceived
good of service users by those seen as authoritative experts. Systems built on this
premise have led to doctors, social workers and nurses being afforded status and
authority, with service users and carers deferring to their specialist knowledge
and expertise. At its worst, this approach leads to the service user or carer having
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minimal input into any care regime, and feelings of disempowerment, confusion
and uncertainty occur.
Means and Smith (1998: 71) suggest:

There is no simple answer as to what does and what does not represent user empower-
ment, since it is a contested concept. However, most would argue that it involves users
taking or being given more power over decisions affecting their welfare.

Change within health and social care services is slow. However, two drivers have
been significant in bringing the voice of service users and carers to the fore. These
are:

1. The growth of consumerism, latterly associated with a personalization agenda.
2. The growth and status of a number of service user and carer movements cam-
paigning for transformation of services.

In the 1980s and early 1990s public services in the United Kingdom and else-
where became heavily influenced by the notion of consumerism. Users of services
were seen as customers who could exercise choice about the care they received.
The development of consumerism in the United Kingdom health and welfare con-
text grew out of a prevailing neo-liberal political ideology strongly associated with
the Conservative government of Margaret Thatcher. This New Right philosophy
highlighted the need to promote individual choice, roll back the welfare state and
expand the influence of the private sector within health and social care. Notwith-
standing claims to the contrary, the advent of a New Labour government in 1997
did little to diminish the broad privatization agenda. There has been a progres-
sive critique of these policies, particularly in relation to their lack of adaptabil-
ity to health and social care. Consumerism has, however, opened up various em-
powerment strategies for service user and carer movements. It has done this by
emphasizing that every individual is a citizen with a set of social, civil and po-
litical rights. Users and carers have carried out collective action congruent with
this premise and, as a result, changes in legislation, policy and practice have come
about. Whilst service user movements have to some extent taken advantage of the
political opportunity afforded by the rise of consumerism, movement politics are
more complex and, arguably, have much more in common with the progressive
left and strands of anarchist political thought than with the new right. Those seek-
ing organizational change within universities come up against various structural
and cultural barriers that need to be understood and overcome.

1.3 Organizational Culture and Culture Change

The concept of culture within organizations has been thought of and defined in
different, diverse and sometimes contradictory ways. For Geert Hoefstede (2001:
9), culture is ‘the collective programming of the mind that distinguishes the members
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of one group or category of people from another’. Diana Pheysey (1993: 19) also sees
culture in this way, stating that culture is ‘a programmed way of seeing derived from
beliefs and values’. Deal and Kennedy (1982) also ally themselves to these theories
believing that ‘a strong culture is a system of informal rules that spell out how people
are to behave most of the time’. Essentially, ‘it is the way we do things around here’.
Robbins (2001) defines organizational culture as the social glue that helps to hold
an organization together. Andrew Brown’s (1998: 9) definition articulates well the
interplay between inculcation of collective values and norms of behaviour in the
culture of organizations:

Organisational culture refers to the patterns of beliefs, values and learned ways of cop-
ing with experience that have developed during the course of an organisation’s history,
and which tend to be manifested in its material arrangements and behaviours of its
members.

Peters and Waterman (1982) claim that ‘excellent companies are marked by very
strong cultures’. However, this is not necessarily the case. As Brown (1998) notes
in his ‘consistency hypothesis’, strong cultures do not equate with high perfor-
mance where inconsistency between the espoused culture and culture in practice
is present.

Those who advocate culture management tend to assume that culture is a variable that is
easily identified and manipulable. (Woodall, 1996: 27)

Jean Woodall implies that the management of culture is problematic. Brown
(1998) agrees with Woodall’s perception but states that the difficulties are of a
relative rather than an absolute nature and that to manage culture requires ‘the
ability both to introduce change and to maintain the status quo’ (Brown, 1998: 161). This
dichotomy can be evident in universities, where the espoused culture may wel-
come service user and carer involvement but established hierarchies, bureaucratic
systems and processes, entrenched throughout these organizations, ensure that
cultural change is difficult to realise. This issue is illustrated in Chapter 6, using
the specific example of the Comensus initiative.

Schein’s (1985) levers for change advocate that managers should engage in ac-
tions in an attempt to manipulate their employees. Such manipulation is often
met by resistance to change. Robbins (2001) differentiates between individual and
organizational resistance to change. He cites individual sources of resistance as
habit, need for security, fear of the unknown, economic factors, selective informa-
tion processing and myopia. Organizational sources of resistance are structural
inertia, limited focus on change, group inertia, threats to expertise, power rela-
tionships and established resource allocations. Some of these resistors to change
are clearly apparent in universities; where academics are seen as the experts along
with associated power imbalances.

Some universities have strong cultures and emphasise a clear mission. Whilst
some authors celebrate strong cultures (Peters and Waterman, 1982) believing
them to be a recipe for success, others argue that strong organizational cultures
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can be oppressive and reduce innovation, making change difficult to accomplish
(Flynn and Chatman, 2001).

The stronger the culture, the harder it is to change. Culture causes organisational inertia;
itis the brake that resists change because this is precisely what culture should do — protect
the organisation from willy-nilly responses to fads and short term fluctuations. (Deal and
Kennedy, 1982: 159)

Ogbonna (1992: 8) agrees with this stance and argues that ‘the ability to manage
culture implies not just a capacity to change and maintain it, but to create, abandon
and destroy it as well’.

Adoption into core areas of performance may be a route to more profound or-
ganizational cultural change. As Pennington (2003: 251) states:

The truth is that culture change is driven by a change in performance. An organisation’s
culture cannot be installed. It can be guided and influenced by the policies, practices,
skills and procedures that are implemented and reinforced. The only way to change the
culture is to change the way individuals perform on a daily basis.

For this change to happen, Pennington suggests five basic ideas for performance
change: create a business related sense of urgency; focus on performance by set-
ting specific goals, and measure everything; change systems and structures in ad-
dition to skills; make change a way of life; and, finally, create opportunities for
ownership.

There is a risk that these approaches may result in enforced change that is not
fully embedded in the values of organizational members. Despite the widespread
acceptance of the validity of service user and carer involvement, it is possible that
complex higher education organizations defy easy systematic integration of such
involvement. Possible reasons for this might be the differing value base of stake-
holders. Career bureaucrats, academics and lay participants may all have a com-
mitment to increased user and carer involvement for entirely different reasons.
In the university context, the various health and social care practice disciplines
may also exhibit historically entrenched features of professional identity and so-
cialization, associated with enduring claims to power that can operate to limit the
realization of transformative goals (Luke, 2003). Significant cultural change can,
possibly, only occur within the organization if all parties are authentically attached
to altruistic and equity based values which would define a truly service user and
carer led initiative.

1.4 Policy and Implementation

In the United Kingdom context, the agenda of authentically involving service
users and carers in the development, delivery and evaluation of professional edu-
cation in health and social care is gaining importance within services (DH, 1994a,
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1998a, 2000a, 2001a, 2004a; NHS Executive, 1999) and with professional bodies
such as the General Medical Council (GMC, 1993) and the General Social Care
Council (GSCC/SCIE, 2004). This involvement has grown in prominence due to a
combination of legislation and the recognition by professional bodies that, if future
health and social care practitioners are to be prepared to work in user-led services
(DH, 2005), then there is a need for their input within all spheres of training, from
the clinical practice arena to the classroom.

Curriculum developers should recognise the important role of carers and users in ad-
vising on service provision and development. Consultation processes should be wide
ranging and representatives of service users and carers should be involved where prac-
ticable in the development, delivery and evaluation of curriculum. (National Board for
Nursing and Midwifery for Scotland, 2000: 4)

Involving service users and carers in the education of future health and so-
cial care practitioners provides students with a unique insight into lived experi-
ence, grounds education in reality, enhances the students’ experience, provides
an added dimension to teaching and empowers the service user and carer. Few
universities have responded comprehensively to the call for involvement, and
critics suggest that involvement in practitioner education has been inconsistent
(Basset, 1999). This highlights the need to examine current initiatives and examine
the scope, remit and effectiveness of such activity.

Health and social care policy requires service user and carer involvement in
practice, research and education, but evidence of its impact, scope and the influ-
ence of such involvement need to be investigated. There is a growing body of lit-
erature surrounding service user and carer involvement in education and research
in universities and wider community engagement (Repper and Breeze, 2007). The
main focus has arguably been on literature documenting the experience of higher
education institutions (HEIs) and their attempts to involve service users and carers
in their scholarly activities, their successes and any barriers they have faced.

1.5 Representation

The vexed issue of representation and representativeness is a key focus of debate
amongst interested parties, typified by challenges of contested meaning, and can
be a potential avenue for service agencies or institutions to devalue or embargo the
input of particular individuals or groups (Beresford and Campbell, 1994). Con-
cerns around representation include issues such as how people can speak for
others or from a general perspective, perceived credibility and validity around
who is involved and questions over why these individuals are representative of
the wider service user/carer populace. The British Psychological Society (2008:
18) discussed this notion within its ‘Good Practice Guidelines” and decided that
‘representativeness should be an aspiration not an obstacle’. This notion is also
discussed widely by Robert ef al. (2003: 63):
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Professionals wishing to promote user involvement frequently express concerns about
the representativeness of individual service users, sometimes suggesting that particular
service users may be ‘too well’, “too articulate’ or too vocal to represent the views of users
more general’.

Crawford (2001: 85) responds to this criticism by pointing out that ‘this problem
is not specific to those representing the views of service users. The same ques-
tion could be asked of those representing the views of local general practitioners,
psychiatrists etc.”

We would recommend that we accept un-representativeness as each person who
has experienced services/or cared for someone who has experienced services has
a unique insight and contribution to make.

Practical methods to combat this issue within education have been suggested by
City University in its guidelines for “User and Carer Involvement in Educational
Activity’. These include:

Users and carers nominating representatives themselves from their groups.
The fostering of local relationships.

Transparency and flexibility.

Always involving more than one service user or carer.

1.6 Level of Involvement

Even though the agenda of involving service users and carers in the education
of future health and social care practitioners is gaining in importance, achiev-
ing meaningful involvement is complex, defying simple remedies. The extent to
which involvement is authentic and meaningful for participants is crucial, and a
number of commentators have attempted to represent progressive stages towards
more complete involvement. Arnstein (1969) introduced the concept of movement
across a continuum of participation. Arnstein’s ‘ladder of citizen participation” in-
cludes (in descending order of power) — sharing, citizen control, delegated power,
partnership, placation, consultation, informing, therapy and manipulation.

Tew, Gell and Foster (2004) developed this model of a continuum further in
their ‘ladder of involvement’ and related it directly to mental health education
(Table 1.1):

The premise is that for any initiative in which service users or carers are in-
volved development will occur, hopefully advancing up the ladder. For instance,
the process will move service users and carers from being passive recipients to
fully engaged, equal partners in education. According to the scope and range of
their involvement, different initiatives can be placed at different levels on the lad-
der. The literature describes a number of schemes that, whilst attempting full part-
nership, fall short of reaching this ideal. Typically, these initiatives tend to focus on
classroom participation.
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Table 1.1 Ladder of Involvement (Tew, Gell and Foster, 2004: 54)

Table not available in this electronic edition.

1.7 Models and Approaches

1.7.1 Limited Involvement — The Ladder of Involvement Level 2

Service users and carers are frequently invited into universities to talk of their
experiences of using health and social services in a dedicated teaching session.
This is by no means a new phenomenon:
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For the junior student in medicine and surgery it is a safe rule to have no teaching without
a patient for a text, and the best teaching is that taught by the patient himself. (William
Osler, 1905 quoted in Spencer et al., 2000: 851)

Involving service users and carers in this way allows the student to listen to and
recognise the unique experience of health and social care that people have had.
It also brings to the fore the influence that social inequalities and stigma have on
patients lives. The recognition of the persons’ own definition of their experiences
can be seen as both empowering and validating (Campbell and Lindow, 1997).

Wood and Wilson Barnett (1999) set up a small research project to include mental
health service users in classroom work. The outcomes from the research indicated
that those students who had experienced service users and carers in the classroom
were less likely to use jargon, more able to empathise, and more likely to view
service users as individuals, and not patients with medical labels. In a report on
the development of a course for cancer nurses, Flanagan (1999) recognised that
user involvement in the classroom leads to greater empathy. This is borne out by
Spencer et al. (2000) who stress that direct student-service user contact can enhance
a student’s ability to understand the actual experience of ill health.

Costello and Horne (2001) carried out an evaluative study involving the use
of patients in the classroom. One student stated, ‘It was beneficial to listen to a
patient telling you about actual experiences rather than a teacher telling you about
hypothetical ones’. Another reported, “You received answers that you would not
find in a text book’. From the data, 56% of the respondents indicated that a great
deal had been learnt from the session, and 85% of the respondents agreed that the
involvement of service users helped them to gain a greater understanding of their
problems.

Despite the undoubted enthusiasm amongst students in this study to hear first
hand of the service users’ experiences, this involvement could be deemed as
tokenistic. When mapped against the ‘Ladder of Involvement’ it would be char-
acterised as limited (Level 2). Beresford and colleagues (2006: 327) speak of the
dangers of tokenism within social work education:

On many social work courses the most that might happen could be one session led by
service users, often with little support from the college, when they were encouraged to
talk about themselves and their problems rather than their views and ideas about what
social workers should be doing.

While low levels of involvement can be criticised as tokenistic, the research
undertaken by Khoo and colleagues (2004) on the impact service users have on
Masters students’ educational experiences found evidence that reasonably sim-
ple involvement of service users in a classroom setting can pose effective learning
challenges for students. The study was carried out in two phases. In phase one,
a short questionnaire was sent out to students. In phase two, a sample of ten re-
spondents was interviewed. From the questionnaire 79% of respondents rated the
contribution of service users as good to excellent. Collectively, user involvement
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was found to convey a number of benefits for course participants. Students re-
ported that the service user sessions:

Helped ground practice in reality.

Raised awareness of issues and of user perspectives.
Provided a focus on partnership.

Challenged existing approaches.

Challenged participants’ personal views of the world.
Raised participants’ confidence as practitioners.
Enabled informed change.

Some of these observations suggest the transformational potential of service
user involvement in the classroom, beyond the sort of tokenism highlighted by au-
thors such as Beresford. It follows from Beresford and colleagues’ (2006) commen-
tary that the meaningfulness of this involvement depends upon adequate plan-
ning and support, elements that are also amenable to a participatory approach.

Scheyett and Diehl (2006: 436) recognise the incongruity between the ethos of
partnership in professional practice and the role of partnership in social work
education:

Social work educators, if we are to act in congruence with our values, must examine the
extent to which we practice partnership, self determination and empowerment in our
curriculum development and in the educational process itself.

1.7.2 Growing Involvement and Collaboration — The Ladder of
Involvement Levels 3 and 4

Involvement which goes beyond occasional teaching sessions is happening within
some education establishments. Flanagan (1999) engaged users and carers in the
design of continuing and higher education in cancer care nursing within the
University of Leeds School of Healthcare Studies. The design team met over a
number of months within course design meetings, and ‘the lessons from this partic-
ular example of public involvement were positive for all parties” (Flanagan, 1999). The
study goes on to conclude that, for all the good intentions of professionals, there is
no substitute for the direct involvement of service users and carers. These valuable
insights and perceptions were seen to be essential in the education of future cancer
nurse specialists.

Dammers, Spencer and Thomas (2001) used real people in problem-based learn-
ing. 69 students over a two-year period studied a problem-based learning module
attached to the undergraduate medical curriculum at Newcastle University Med-
ical School. All completed a questionnaire. In response to the question, “Was there
any particular added value in having real as opposed to paper cases for the prob-
lems?’, all the students expressed positive value in having service user involve-
ment. The Newcastle team conclude that the use of active participants in problem-
based learning should be considered more widely.



Service User and Carer Involvement in Higher Education 19

Arguably, including service users and carers in education should be a true part-
nership with engagement across all aspects of the curriculum. Authors have iden-
tified that there is a need for both organizational and individual commitment if
the inclusion of users and carers as experts is to be more than a token gesture or a
sop to political rhetoric. Tew and colleagues (2004: 57) point out that:

...achieving effective service user and carer involvement involves a significant commit-
ment of time, along with relationship building, strategic planning and problem solving
skills; all of this needs to be underpinned by appropriate funding and an infrastructure
for support.

The Open University (OU) came to similar conclusions, and went further by
exploring power imbalances in a narrative describing the production of a men-
tal health course. The Open University designated resources, including time and
money, for service user involvement in the production of an Open University
course on mental health. This involvement provided educators with many dilem-
mas, as they had to work to fulfil academic criteria whilst balancing this against
sensitivity and respect for service user perspectives. Jim Read, a notable move-
ment activist wrote about this process:

Decision-making was all too often based on money and power, rather than sensitivity
towards the people who would most be affected. It also stirred up my concerns about
working with academics, who I perceived as potentially over-concerned with a false no-
tion of balance as opposed to listening to the voices of oppressed people. (Reynolds and
Read, 1999: 423)

The course team had differing views as to the extent and format of service user
contributions. Service user members of the group commented that to include ser-
vice users and not take on board what is said was tokenism. Service users became
angry and the situation became stressful. Over time, with negotiation, compromise
was reached. The course team commented that they learnt to be more sensitive to
power relationships and to be clear about the decision making process.

Simons and colleagues (2007) took a slightly different approach to inclusion and
carried out an observational study to evaluate the development of a Service User
Academic Post and its impact in terms of social inclusion. A service user was em-
ployed by the university to take the involvement agenda forward. This post would
have the same status, terms and conditions as for any other educator, although the
job title was unique. The findings from the study indicated that, although the post
was intended to be integrated into the teaching team, the post holder was not ac-
tually involved in ‘normal educator activities’. This singled the post holder out
as being different. On the positive side, fellow academics pointed to the symbolic
power of the existence of the post in the institution. They remarked that appointing
a service user moved the institution ‘beyond rhetoric to action’, and demonstrated
that the academic team were willing to ‘put our money where our mouth is’. The
importance of building relationships in the team was also stressed:

The user academic would make sure there were user/carer strands through everything.
She was good at that because she did actually form good working relationships with most
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Image not available in this electronic edition.

Figure 1.1 Continuum of participation — services and education. Reproduced from
Lathlean et al. (2006: 734) with kind permission of Elsevier.

of the team. So she was able to say, “‘Where is the user/carer bit in that, then?’. (Educator
2, in Simons et al., 2007)

The findings from this study recognised that user involvement had a positive
effect on student learning and that the user academic also had a positive impact
on the academic team.

A very similar project has been developed by the University of Melbourne,
which employed what it called a Consumer (Service User) Academic into the Cen-
tre for Psychiatric Nursing Research and Practice. Melbourne believed that the
involvement of a consumer academic would change the culture and ethos of the
taught courses. A questionnaire was distributed to 25 post-graduate nursing stu-
dents to assess the impact of the post. Findings were typically positive.

The majority of the students endorsed the concept of ‘consumer academic’ involvement
in psychiatric nursing academia. This finding may be particularly significant in terms of
accepting new teaching approaches to mental health nursing. (Happell, Pinikahana and
Roper, 2002: 248)

Lathlean and colleagues (2006) reported on three initiatives that were reviewed
within a symposium and which had the linking feature of moving across a con-
tinuum of participation. This continuum moves along a horizontal plane from the
right hand side, where users are passive, to the left hand side, which promotes
consumer-led initiatives (Figure 1.1).

One of the three initiatives reflected upon was Happell’'s Consumer Aca-
demic post previously reviewed. Lathlean and colleagues viewed this method on
their continuum as involving a service user as a collaborator in the delivery of
education.

This symposium also reviewed an initiative which has developed a strategy for
the inclusion of an external user and carer reference group. Members of the group
negotiated the strategy for involvement, which included curriculum advice, plan-
ning and delivery of curricula at pre and post registration stages, and review of
research proposals. Lathlean and colleagues viewed this approach as being lo-
cated towards the left hand, more progressive, wing of the continuum, where
users are collaborators rather than passive recipients. The final approach consid-
ered at the symposium was a study focusing on the participation of mental health
service users in the clinical practice decisions of mental health student nurses
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undertaking their nurse training. This study focused on three key concepts: anti-
oppressive practice; contact theory, which proposes increased contact with groups
of people leads to more positive attitudes; and moral development.

The outcomes of the inquiry have been to identify, from a service user and student per-
spective, professional values which respect the individuality of the person; behaviours
and actions which share power and reflect belief in individual potential; and cultural
aspects within organisations which enable shared learning and full participation in
decision-making. (Lathlean et al., 2006: 736)

This programme has been rated by Lathlean as ‘“users as collaborators’ on the
involvement continuum. However, with reference to the ‘ladder of involvement’,
the initiative might best be categorised in the ‘growing involvement’ stage, as there
is no clear support programme in place.

Despite the many excellent examples of service users and carers being involved
in universities, many of which are featured elsewhere in this book, a review of
the relevant literature has been unable to identify any research papers reporting
on initiatives that fit Tew and colleagues’ Level 5 Partnership Stage. To explain
this anomaly, the next section turns to evidence in the literature that has identified
barriers to full involvement.

1.8 Barriers to Involvement

There are a number of barriers to authentic service user and carer involvement in
education. These were recognised at a United Kingdom workshop held in Derby
in June 2003!, and reviewed in Basset and colleagues’ (2006) seminal paper Ser-
vice User/Survivor Involvement in Mental Health Training and Education: Overcoming
the Barriers. Within this paper 10 specific barriers to authentic involvement are
identified:

1.8.1 Hierarchies that Exclude

Basset and colleagues identify the hierarchical nature of higher education institu-
tions with built in “pecking orders,” where only authoritative forms of expertise
are valued. Lecturers and academics are deemed as the experts. The inclusion of
service users and carers challenges these notions of expertise, and may risk the
loss of some authoritative power for some individuals or groups.

The notion of service users as teachers challenges the perceptions of the role of mental
health lecturers as the experts. (Felton and Stickley, 2004: 91)

! In a similar vein a workshop held in Nottingham in 2005 brought together key development workers
for service user and carer involvement. This meeting also identified various impediments to involve-
ment (Chapter 8)
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Felton and Stickley cite the work of Paolo Freire (1971) in examining the na-
ture of power in the culture of pedagogy. Arguably, whether it is recognised by
academics or not, the maintenance of power is important for teachers in order to
maintain status as a dominant group. This has significant implications for the in-
volvement of service users in education in terms of the threat they may represent.
Basset (1999) takes up the tokenism charge again, in arguing that much service
user and carer involvement is based on appropriation rather than partnership, as
power structures remain unchanged.

It would seem that higher education institutions may be culturally resistant to a
challenge to their power base. In order to move beyond tokenistic responses to the
consumerist challenge, service user involvement requires a change in structure
that can only be realised or sustained by those who have power, and who are
prepared to share it, or even to let it go altogether.

1.8.2 Stigma and Discrimination

Universities are not free from the forces of discrimination. Service users may be
seen as ill people who need ‘looking after’. This view does not support equal
power relationships, but rather fosters paternalistic approaches. The predominant
medical model of some disciplines and the professional mores learnt earlier in
academic careers might reinforce this.

As noted above, the project undertaken by Simons and colleagues (2007) identi-
fied some problems with stigma and discrimination. The title of ‘User Academic’
labelled the worker and stigmatised the role, which was in direct contrast to
the aims of integrating and valuing people equally. The User Academic was not
integrated into everyday normal educator activities. This also led to unintended
discriminatory behaviours. Some questions as to whether special employment
practices were required for the post holder as a vulnerable service user were
raised. However, usual systems for staff were bypassed.

The use of mental health service users in higher education by some academics
can be resisted because of discrimination and stigma.

All the lecturers saw a potential difficulty with the capability of service users in the
classroom. For some this included the unpredictability of individuals with mental health
problems and their possible inability to cope with the demands of working in education.
(Felton and Stickley, 2004: 95)

An uncritical acceptance of this belief reinforces the process of excluding service
users from education.

1.8.3 Validation and Accreditation Processes

For Basset and colleagues (2006), validation and accreditation processes usually
involve sets of meetings where point-scoring and bullying are not uncommon,
and free deployment of jargon and acronyms are the order of the day. They note
that, when service users or carers are invited into these forums, the academic
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culture prevalent in the running of the meetings, and the inaccessibility of the for-
mat, often precludes participants from contributing in a meaningful or authentic
way.

Despite the rhetorical support for user and carer involvement, active participa-
tion cannot take place without support mechanisms that appropriately prepare
service users and carers. Indeed, properly empowered participation could lead
to modifications to university processes and meetings so that they become more
inclusive and user friendly for all those attending. This would, of necessity, in-
volve changes to the behaviour and communication styles of many participating
academics. Fiona O’Neill (2002) recognised this, stating that ‘it is unlikely that ac-
tive involvement can take place without appropriate preparation of both professionals and
users’. She goes on to say that ‘apart from the capacity building aspect of training ac-
tivities, joint training of lay representatives and professionals provide a way of facilitating
partnership working and learning from each other’.

1.8.4 Academic Jargon and Put-Downs

Educators, researchers, health and social care professionals are notorious for us-
ing academic jargon and professional terminology. This can lead to service users
and carers feeling stupid, excluded and unable to fully participate in involvement
opportunities. Basset and colleagues (2006) suggest that, to be successful, insti-
tutional staff need to speak the language of service users and carers. In support
of this, Susie Green (2007) comments that service users should not be plunged
into the murky unfathomable rhetoric of organizational and health service jargon.
The solution is to recognise and accommodate the fact that there are different, but
equally valid, cultures and ways of learning and understanding.

1.8.5 Clever People/Clever Excuses

Basset and colleagues further believe there are many excuses for not including
service users and carers. People who work in higher education erect their own
barriers to inclusion. Excuses such as ‘they will feel out of their depth’, “we don’t want
people to feel they have let us down’, ‘there is not enough time to include people” and ‘they
are not representative of our clients” come up often. This passive resistance to inclu-
sion is just as damaging as direct resistance, in that it creates a subtle undermining
of the inclusion agenda.

Felton and Stickley’s (2004) research also cited fixation on a notion of represen-
tativeness as a barrier to involvement, with four of their participants thinking that
service users should be representative for user involvement to be valid. This no-
tion is based on the rationale that individuals should be representative of users
of the service as a whole to be able to give a valid user perspective. In response,
Crepaz-Keay, Binns and Wilson (1997) point out that by being involved and im-
mersed in educational culture, these users cannot be representative in this sense
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of the word, as the majority of service users do not have this level of involvement
experience. As Tritter and colleagues (2004: 23) note:

Users, like professionals, will provide input based on their own experience. Being too
concerned that involved users are representative, or that all possible users are involved,
can get in the way of ensuring that users’ views are being used to shape services.

1.8.6 Classifying Knowledge

Basset and colleagues also discuss how the academic world is focused on knowl-
edge, evidence and rigour. Service user and carer involvement is not delivered
in this way. Input is experiential, often coming from the heart, aiming for shared
emotional connections that will enable change in practice. Teaching is also often
aimed at a certain level with pre-set conditions attached. Involving service users
and carers enables them to contribute in a way that is unique and individual. This
is the very point of the exercise. It is not necessarily amenable to definition at level
2 or 3 of a degree programme. Arguably, it has as its strength the power to move
students emotionally, enabling them to reflect on their knowledge and practice no
matter what level their academic programme.

It is only through the use of patient experience knowledge, where patients are enabled to
share their illness experiences with health-care professionals, either in practice or through
educational processes, that theoretical knowledge firmly grounded on practice knowl-
edge becomes the basis for effective nursing practice. (Warne and McAndrew, 2007: 228)

1.8.7 Individual, not a Team Approach

The desirability of achieving a better trained practitioner workforce more in tune
with progressive principles of team working because they have studied and
trained together is a key element of worldwide social care and health service
modernization policy agendas (WHO, 1987; Hargadon and Staniforth, 2000). De-
spite this, many of today’s higher education institutes are split into schools and
departments, creating structural impediments for teaching and learning to cross
the boundaries of different professional groupings. Basset and colleagues high-
light how this can cause difficulties for service users and carers who may want to
contribute widely. Cooper, Braye and Geyer (2004) identified such difficulties with
interprofessional education at both pre and post registration levels. Although in-
terprofessional learning is a key component for pre registration social work and
nursing education and, in some cases, medical education, there can be problems
fitting it easily into the established academic worlds where systems, resources and
practice have arguably been set up to meet the needs of different professional
bodies. Conversely, where efforts are taken to overcome such barriers, interpro-
fessional learning can be successfully implemented and becomes a vehicle for ad-
dressing other partnerships, including the involvement of service users and carers
(Meads et al., 2005; Barr et al., 2005). Indeed, with reference to the aforementioned
study of interprofessional learning, Cooper and Spencer-Dawe (2006) report



Service User and Carer Involvement in Higher Education 25

improved learning outcomes when service users contributed to teaching com-
pared with practitioners alone. Benefits for involving service users included un-
derstanding links between personal experiences and theoretical material, a better
appreciation of team working principles and the need to locate service users at the
centre of care.

1.8.8 Gaining Access in the First Place

Basset and colleagues’ paper points out that individual academics may not know
how to access service users and carers who wish to get involved. Conversely, ser-
vice users and carers may not know how to get involved within higher education.
This can lead to the few that do manage to become engaged being over-used, be-
coming burnt out and, ultimately, being disregarded as ‘the usual suspects’. This
can severely limit the range of service user voices heard.

The Fran Branfield and Shaping Our Lives (2007) report on user involvement
in social work education speaks of how service users can internalise negative as-
sumptions about what they can and cannot achieve. ‘Some service users lack the
confidence to believe they can participate. For some people it is a huge mountain to climb’.
Gina Tyler (2006) reports on her personal experiences of how some workers offer
inauthentic gestures to involve people: ‘Involving service users in a tokenistic way
achieves nothing other than ticking boxes and fabricating figures, which are then used to
measure counterfeit involvement’.

1.8.9 Bureaucratic Payment Systems

Universities often have finance departments incapable of paying service users and
carers on the day, in cash, and in a way that will not affect any benefits they may
be claiming. The bureaucracy and audit trail needed to claim items such as travel
expenses can preclude some service users and carers who may need reimburse-
ment for outlaid expenses as quickly as possible. Turner and Beresford (2005)
found that service users and carers who claim benefits are unclear as to which
payments and how much they can be paid, worry about receiving payment, find
it difficult to gain appropriate advice, worry about paying taxes, worry they will
lose their benefits and find negotiating the rules of payment too daunting to take
part in involvement opportunities.

1.8.10 Lack of Support for Trainers/Educators

Bennett and colleagues highlight the need for support, including briefing, debrief-
ing, resources and information. Unfortunately, such support is often not available,
leaving the service user vulnerable and often having to deal with emotional dis-
tress after reliving what are sometimes traumatic life experiences.

Beresford (2005b) believes two essentials need to be in place for successful ser-
vice user involvement: access and support. Access includes structured ways to
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get involved and to get your voice heard. Support is whatever is needed to make
the process comfortable. O'Neill (2002), Tew, Gell and Foster (2004), Simpson and
Benn (2007), Tyler (2006), Stevens and Tanner (2006), Tew and Hendry (2003),
Miller and Walters (2006) and a number of other authors all recommend support
is given to service users and carers to ensure that they are prepared, feel confident,
gain new skills and become empowered as part of the process of involvement. A
supportive infrastructure is also seen as necessary to ensure that getting involved
within a university does not unduly put service users and carers under pressure
or stress.

1.9 Innovation in Teaching and Learning: An Example

One means of addressing barriers to involvement is in the deployment of innova-
tive teaching and learning technologies. There is relatively little published work
specifically focused upon user involvement in e-learning, but one clear example is
Simpson and colleagues” work around supporting enquiry-based learning with a
user-led e-discussion group at City University (Simpson et al., 2008; Simpson and
Reynolds, 2008). Here, Alan Simpson describes how their particular approach to
involvement in e-learning was developed and observes how it was received by
participating students and service users:

It is always a challenge trying to come up with ways to get mental health nursing
students to think about what it is like to be a mental health service user. How
do you get them to try and understand what it is like to have a mental health
problem or to be admitted to a psychiatric hospital? And, more importantly,
how do you get those students to reflect on their own attitudes and behaviour
and encourage them to have positive, constructive relationships with service
users?

Increasingly, service users are being invited to take part in the education and train-
ing of healthcare students and staff in a variety of ways (Simpson, 2006), but we
were very excited when we had the idea of getting our students to communicate
online with people who had personal experience of mental health problems and
services.

We knew a lot of people, including service users, used online discussion and mes-
sage boards to discuss things, but could we make it work as part of an educa-
tional project? As far as we could find out, this had not been tried before, so we
couldn’t nick anyone else’s ideas.

A small group of us, including Ian Light — a service user lecturer who sadly died
following the completion of the study — created a secure project site complete
with sample discussion threads on the University’s web site and put together
some publicity materials before making contact with local user groups.

After giving presentations at three mental health day centres, we recruited 12 ser-
vice users keen to take part. About half of them already used the internet, the
others were new to computers and e-mails but training, support and payment
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were all part of the deal. Around the same time we invited a group of 34 second
year mental health nursing students to take part in the project and all agreed.

As we intended to evaluate the study (Simpson et al., 2008), everyone was given
written information and provided written consent to take part. Information
about the number of e-mail messages read and sent was automatically recorded
and 10 of the 12 participants (83%) and 13 of the 34 (38%) students, selected to
reflect the range of students, were interviewed by an independent researcher.

Once everyone had been trained and knew how to use the discussion forum, the
students sent e-mail questions to the service users on six topics linked to a sce-
nario they had been given. They were encouraged to respond to the questions
and it was hoped that spontaneous discussions would develop between and
amongst the participants. The students also had to use traditional library re-
sources to research their subjects.

All contributions were monitored by the project team, who very occasionally
intervened mainly to encourage participation. After six weeks, the service
users were invited to attend presentations by the students on what they had
learnt.

The project was an overall success with all students and service users interviewed
overwhelmingly positive about the online discussion forum. They valued the
discussions, would happily take part in a similar project again and would rec-
ommend it to others. They supported increased use of online discussions in
healthcare education and had suggestions for topics that could be covered.

Students described the contributions of the service users as ‘responsive’, ‘brilliant’,
‘excellent’, ‘fantastic’ and ‘effective’. Their learning had clearly been influenced
to some extent in that four of the six groups of students drew on the discussions
in their presentations, with two groups focusing their work on the online inter-
actions. They found that the online forum gave them an insight into personal
experiences, improved their communication skills and provided motivation to
work on psychiatric wards.

Above all they had acquired an understanding of the service users’ experiences
of admission to hospital and about the feelings aroused by being spoken to or
interacted with in a particular way.

I think just an idea of, just an impression of how it is to be on a psychiatric ward, that
is mainly what kind of things I asked about ... how they found the atmosphere. What
were their fears and what they found to be. .. the most worrying aspects of being in
hospital? (Student)

Others identified hearing first hand experiences of the impact of mental illness and
distress and reflected on how this could influence their clinical practice.

I have learnt that maybe in future when I go on my placements, to put some of the
things I have learnt on board ... communication skills or during admission. .. that
kind of a thing, so these are the kind of things I have learnt and I try as much as
possible to implement in practice and improve more. (Student)
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Over half the students (58.8%) logged on and read messages from service users
and fellow students. However, it became clear that there was a “visible” group
of 15 (44%) contributing to discussions, with 14 (41%) playing no active part
online, despite using the technology during the practice weeks. The tendency
not to post e-mails reflects the common experience of any online discussion
forum, where ‘passive’ membership (‘lurking’) often outweighs active partici-
pation, but it also reflected concerns expressed during the study that students
lacked confidence in communication.

In contrast, the majority of the service users played an active role online. On av-
erage they sent more messages than the students and were more confident in
using computer technology than most students. They were keen to take a lead-
ing role in the online community and valued contributing to the education of
future nurses and of challenging stereotypical and stigmatising views of people
with mental health problems. They also learnt things themselves from taking
part in the discussions.

The service users were generally positive about the input of the students and
thought they asked some good questions, but would have appreciated more
discussion on a range of other topics. Others expressed frustration with the lim-
ited way in which students asked questions and failed to follow-up responses,
although they also cited positive examples.

But then you had some who were really good, like the one about being admitted onto
an acute ward and your experiences and I said about mine and someone wrote saying
well how could it have been better, what would you have liked to have happened,
which I thought was really positive. (Service User)

There was an awareness that some of the students were hesitant about probing too
far, which had led some service users to offer encouragement.

I know there was one or two students that felt they were not confident enough to ask
us, or they did not want to cause us any offence and we e-mailed back, don’t worry
about it cos like we have had worse. .. I can understand where they were coming from
but I think we are made of tougher stuff than that, yeah? (Service User)

Service users spoke of gaining confidence in using computers. Being valued and
taken seriously was in itself rewarding and empowering, but above all was a
hope that they might be contributing towards positive change in the attitudes
of staff and the delivery of mental health services.

Some of the discussions were very emotive for the participants but they were
able to positively reframe their survival of difficult life experiences. Several ex-
plained how they had benefited from talking about their experiences online as
the distance and anonymity afforded by the forum was an advantage, perhaps
suggesting the supportive potential of online communities.

The use of an online discussion forum involving mental health service users
and students is both possible and highly desirable. Online interactions enabled
users to discuss their previous experiences, explain the impact of their care and
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treatment and encouraged students to consider and reflect on the implications
for their own practice.

There is considerable scope to develop similar initiatives across health and social
care education and it is clear that service users could and should be at the forefront
of that development. Future joint projects between service users and educational
researchers might attempt to analyse the impact of online discussions on attitudes
and healthcare behaviours in the workplace, because that, of course, is where it re-
ally matters. The Bradton virtual community e-learning resource being developed
by colleagues at the University of Bradford and University of Central Lancashire,
United Kingdom, has relied upon service users and carers as peer researchers and
developers to produce a range of video stories, grounded in personal experiences
of health and social care services. Participants in this initiative report some mis-
givings that the electronic resource does not promise to replace opportunities for
face-to-face contributions to teaching and learning. Conversely, they can also see
the value of so-called re-usable learning objects. For some individuals, their phys-
ical or emotional condition is such that delivering lengthy teaching sessions or re-
visiting material for multiple student groups might prove exhausting. The video
material is a useful alternative, as it can supplement or even replace direct teaching
sessions. Others with life limiting conditions have spoken movingly of the possi-
bility of legacy effects, where their contribution to student learning lasts beyond
their death.

1.10 Conclusion

The involvement of health and social care service users and carers in teaching
and research endeavours within universities has become much more prominent.
The notion of hierarchies of participation, as presented in the various ladders of
involvement deployed for evaluation purposes, reflects an acute concern on the
part of participants themselves and key academic staff that particular initiatives
evidence ‘true’, ‘genuine’ or ‘authentic” involvement. Aspirations for partnerships
are backed up by numerous examples of best practice guidelines and a critical
literature, often authored by service users, focused on how best to shape and sup-
port new working.

Honest reflection reveals that most involvement activity falls short of full part-
nership working, and there are few examples of completely user-led projects.
These observations confirm the fact that various institutional and cultural factors
can act as barriers to the adoption of best practice, but there is sufficient knowledge
now about the existence and operation of these impediments for willing partici-
pants to take steps to overcome them or minimise adverse effects. Wider socio-
political and structural factors are also of interest in considering the potential for
success, and it is these issues that are turned to in Chapter 2.



2 The Social and Political Context

Cultures and attitudes are changed by human commonality.

2.1 Introduction

This chapter attempts to locate university involvement in its social and politi-
cal context, with a particular emphasis on consideration of the possible connec-
tions between such initiatives and the broader notion of a service user movement.
As discussed in the previous chapter, the rhetoric of involvement and participa-
tion for the public at large and, specifically, for service users and carers, is now
commonplace within health and social welfare services in many countries. In the
United Kingdom it is promoted across systems of policy formulation, care admin-
istration, governance and research, with an emphasis on individualised processes
of care delivery (DH, 2006a). This has been mirrored in the adoption of similar
moves towards greater participation in higher education institutions concerned
with the teaching and training of health and social care practitioners, and associ-
ated scholarly activity (DH, 2002a; Levin, 2004; Basset, Campbell and Campbell,
2006). Such developments are often nested within a wider rhetorical commitment
to community engagement and to advancing the role of the university as a civic
body (McNay, 2000; Cone and Payne, 2002; Savan, 2004; Winter, Wiseman and
Muirhead, 2006; Campus Compact, 2009).

Service user and carer involvement in higher education has a number of things
to commend it, including notable contributions to increased access, wider demo-
cratic involvement, supportive mechanisms, debate and an emphasis on collabo-
ration between professionals and ‘experts by experience’. Notwithstanding these
perceived benefits, the relationship between universities, academic staff, individ-
ual service users and carers, and self-organised groups can sometimes be prob-
lematic. It can be acutely threatened by fundamental issues, such as entrenchment
of stigma, and differentials in status and remuneration. A key factor in this regard
for some individuals is a rejection of the appellation ‘service user’ as a derogatory
and demeaning term. Peter Beresford (2005a) recognised the contentious nature of
this and other terminology, but argued that, despite such problems, the term ‘ser-
vice user’ may come to be a unifying concept for those concerned with rejecting
negative connotations of identity and status, as part of a progressive movement.

30
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As mentioned in Chapter 1, this territory is contested and politicised in a con-
text of individuals and collective interest groups seeking to effect change. Poli-
tics for many service users is all about the art of the possible, about promoting
change. A common feature of service users and carers who wish to become in-
volved in universities, and for groups they may be affiliated to, is an expressed
desire to in some way make a difference. Typically, people wish to contribute to
changes in the provision of care services and encounters with professionals, be-
yond the confines of the campus or classroom. The university setting is seen as an
important if indirect stepping stone for achieving these ends. Many also hold to
broader personal and collective commitments to challenge prejudice, discrimina-
tion and disadvantage for a range of groups in society, often defined in terms of
health or disability. The challenges are particularly concerned with how the wider
political issues intersect with health and welfare institutions. Because of this, the-
ory developed in the study of social movements and theorising emerging from
within movements are useful means for reflecting on working practices, strate-
gies of involvement and contention, and outcomes assessment, both positive and
negative.

In everyday life, people do not typically think or express themselves in terms
of formal theory. Nevertheless, a number of theoretical perspectives have been
applied to understanding behaviour, motivation and reflections on self-hood and
identity, including those concerned with distinctly personal or spiritual journeys.
Much of the writing on social movements is concerned with the importance of hu-
man agency and creativity, and how this is worked out through the contribution
of collective participation to a sense of community. Importantly, Barker and Cox
(2002) distinguish between the external, academic study of movements and the
knowledge about movements that is articulated by movement activists for them-
selves, with reference to Gramsci’s (1971) distinction between traditional and or-
ganic intellectuals. These authors, both academics and activists themselves, recog-
nise that a number of academics in the field of movement studies are drawn to
it because of personal background in activism. There can be, however, tensions
between academic interest in movements as objects of study and the more impor-
tant issues for movement activists themselves concerning the theory and politics
of action: what to do, and how best to do it (Cox and Fominaya, 2009). Theory
is important for a number of reasons, not least its utility in supporting move-
ments’ attempts to frame and present their message, refute oppositional accounts,
or critique the extent to which the status quo can be assumed to be immutable or
grounded in common sense (Barker and Cox, 2002).

Theory developed for making sense of social movements, then, is arguably rel-
evant to an interest in user and carer involvement. Many themes in this litera-
ture resonate with accounts which emerge from participants engaged in a range
of involvement activity and community activism. The wider study of social move-
ments aids understanding of questions exploring the nature of people’s involve-
ment. What motivates involvement in the first place? How do people become
organised and what form does their organization take? What factors keep them
going and sustain their involvement? How can participants” experiences be best
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understood? For movement activists, the answers to these questions have to move
beyond dry academic concerns for explanation into thinking about how best to
effect change.

2.2 New Social Movements

Ideas and activism focused on social change have latterly emerged in numerous
collectives that have been described as new social movements, in contrast to more
established groupings (Tarrow, 1998; Della Porta and Diani, 2006). Any collective
means of pursuing social change can be thought of as a movement. Traditional
social movements have included political parties and trade unions but, in the last
few decades, the idea of ‘new’ social movements has taken hold (Beuchler, 2000).
This concept suggests some key differences between the new and the old. In this
critique, the older mass membership groups are taken to task for stifling the en-
ergy of activists within hierarchical and increasingly less democratic and co-opted
forms of organization. For example, in the west the labour movement has latterly
been criticised for a tendency towards bureaucratization, incorporation into the
establishment, and relative political timidity (Hyman, 2007).

The newer movements are usually depicted as possessing greater vitality and
radicalism, able to be expressed within flatter systems of democracy and sus-
tained on the basis of relationships and friendships as much as the ability to forge
a valued identity around a common purpose (Touraine, 1978; Melucci, 1996a;
Klandermans, 1997). Furthermore, new social movements are said to be char-
acterised by informal organization, membership from a wide social base, and
engagement in new patterns of direct action (Wieviorka, 2005). Early examples
in the United Kingdom include the Greenham Common peace protesters, the
Twyford Down Dongas Camp and other anti-roads protests of the early and
mid 1990s, and similar resistance to the expansion of airport runways. Other
additions to the roll call of new social movements include Reclaim the Streets,
protesters against genetic modification, and anti-capitalist and alter-globalization
movements (Burgmann, 2003; Bramble and Minns, 2005; Carty and Onyett, 2006).
The fact that these protest movements have minimal formal structure means they
can come together when necessary, and then melt away (Klein, 2002). Frequently,
such movements shun press coverage, preferring to publicise their objectives and
activities via the Internet.

The alleged distinction between new and old social movements and associ-
ated debates are articulated at greater length elsewhere (Habermas, 1976, 1981;
Crossley, 2002; Crossley and Roberts, 2004; Edwards, 2004, 2007, 2008). For the
purpose of this chapter, it suffices to say at this juncture that organised service user
movements have been recognised as part of this purported historical and con-
ceptual shift (Rogers and Pilgrim, 1991; Brown and Zavetoski, 2005; Williamson,
2008). More recently, there has been concern that the distinction between old /bad
and new/good is an artificial over-simplification, and that linkages and alliances
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between movements, however defined, are what matters most (Cresswell and
Spandler, 2009; McKeown, 2009; Chapter 3, this volume).

Health and welfare user movements present resistance to the sort of institution-
alised power represented by professional interests and authority. They also chal-
lenge the consequences of interaction between medical and social policy, wider
governance, and personal and collective identity. Health inequalities, provision of
services, access issues, and the contested territory of disease and disability, stigma,
prejudice and discrimination are all opened up as targets for activism. This oc-
curs within a more general disquiet with the increasingly privileged positioning
of science and technology in society, and a critique of the linkage of broad socio-
economic and political concerns with health (Brown and Zavetoski, 2005).

Service users and carers can be seen to have voice within a number of health
and welfare movements, though the idea of a distinct carers movement has
received much less attention than commentary on service users as a movement.
For instance, in the history of psychiatric and mental health services there has
always been a tradition of defending rights and entitlements and resisting or
speaking out against oppressive practices (Campbell, 1996, 2009). A process of
radicalization occurred in the 1970s (Spandler, 2006), and by the 1990s commenta-
tors were referring to organised service users as a new social movement (Rogers
and Pilgrim, 1991; Crossley, 1999a, 1999b, 2006). More recently, those who use
services, have survived services, or who choose not to use them, have arguably
become more organised. A global disabled rights movement has existed since
at least the 1980s (Oliver, 1990; Barton, 2001; Swain, French and Cameron, 2003)
and has claimed to be the last civil rights movement (Driedger, 1989). The Direct
Action Network is a group of disabled activists whose campaigns range over
anti-institutionalization to improving access to public transport. The idea of a
mental health service user movement alongside other such movements is now so
well established that Crossley (2002) has recently questioned its ‘newness’. The
extent to which the idea of involvement and alliances have become an accepted
part of mainstream policy and practice also raises the very real challenges of
co-option and incorporation that have befallen previous movements, with the
potential to dilute radical goals (Pilgrim, 2005; Campbell, 2009).

2.3 Movement Organization

The study of social movements has led to the articulation of various theoretical ac-
counts which attempt to make sense of different organizational structures and the
motivations of participants. These theories have emerged as part of wider critiques
of late capitalism and globalization and the threats these pose for communities, cit-
izen participation and control of the political economy. For Touraine (1978) a sense
of identity in the movement emerges from individual capacity for self-reflective
action, clarity of purpose and the focus of opposition. He contends that, for ev-
ery historical period, social change is brought about by a particular movement,
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though it is not always apparent which movement this will be. Transformation
occurs in a process whereby ideas for alternatives are created through action by
individuals focused on specific aspects of society. This sense of ‘what could be’
mirrors the work of Habermas (1973). Patterns of industrialization, urbanization
and development of communication technologies have led to profound changes
and challenges for communities. Access to knowledge and information becomes a
goal for movement activists and consumers alike (Castells, 1996, 1997, 1998), not
least service users and carers.

Melucci connects identity formation with the production of meaning and self-
realization in a context of participation in collective action. A stricter demarcation
between private and public domains, seen in older movements, is dissolved in a
more shifting, multi-faceted experience (Melucci, 1996b) where activism emerges
from ‘everyday life’ (Melucci, 1996a: 114-115). Regardless of whether they start
with a focus on identity, movements often create their own collective identity, often
by way of rejecting those identities that would be imposed by others. For Castells,
the very existence of the movement produces meaning for the activists and the
wider community, regardless of any actual achievements.

Rothschild-Whitt (1979) described a number of identifying characteristics that
differentiate new and old social movements. These include: rejection of hierarchi-
cal structures; decision making by consensus; absence of rules or central author-
ity; sense of community; recruitment based upon relationships, friendships and
shared values; egalitarian organization and sharing of tasks and roles. The pri-
mary incentive to become involved is usually common purpose. Solidarity and
comradeship provide a secondary stimulus to join in. Material benefits feature
some way down the list.

In a review of different theories, Klandermans (1997) suggested there are four
main approaches to understanding movement organization, which he named:

Symptom of institutionalization
Resource mobilization

Intrinsic goals

Sponsors of meaning.

These are not meant to be taken as mutually exclusive or necessarily competing;
rather, the various elements may figure differentially within or across movements
at any time.

2.3.1 Symptom of Institutionalization

The existence of social grievances provides conditions for breakdown and the sub-
sequent emergence of new social movements. Alienated individuals identify with
and embrace the new organizations, but any replication of the sources of discon-
tent, such as bureaucracy, formality and institutionalization, will undermine the
movement and ultimately destroy it.
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2.3.2 Resource Mobilization

Social movements are able to get going because necessary resources become avail-
able to communities. An important resource is the actual system of organization
and being organised is a means of securing power or achieving goals. The opera-
tion of social movements involves garnering and distributing resources, including
those supplied by individuals or institutional supporters. Individuals, in this anal-
ysis, make rational decisions whether to support or join the movement based on
personal costs or benefits of doing so.

2.3.3 Intrinsic Goals

The organization becomes a goal in itself. In an alternative to a strategic view-
point, this concerns the process by which a sense of common identity and solidar-
ity are brought into being in movements (Cohen, 1985). This perspective is critical
of some features of rational choice implicit in resource mobilization theories. These
theories are criticised for taking for granted the existence of the social movement
organization, which is the very thing that others seek to explain.

2.3.4 Sponsors of Meaning

This perspective draws on symbolic interactionist sociology, constructionist the-
ories and cultural aspects of new social movements to focus on the role of such
organizations as sponsors of meaning. The notion of ‘framing’ has become promi-
nent in this body of work, starting with Goffman (1974) and developed by various
movement scholars to reflect the means by which movement activists interpret the
world, make sense of their circumstances and precipitate thinking about alterna-
tive possibilities and solutions (Donati, 1992; Snow and Benford, 1988). Gusfield
(1970), one of the earlier commentators on the development of collective meanings,
remarked: “What comes to be seen as injustice must be pointed to, named and described
from amongst the logically possible interpretations for the potential adherents’ sense of
discontent’.

2.4 Individuality, Community and Prefigurative Politics

Consideration of the various forms of voluntarism and community and movement
activism can illustrate interesting dimensions of personal motivation, especially
at the juncture of individuality and collectivism. Theories drawn from different
traditions can assist developing a richer understanding of these matters. Over
a number of years, the American social psychologist Batson and his colleagues
(Batson, Ahmad and Tsang, 2002) have explored the nature of people’s motivation
to get involved in community activities. They describe four categories of motiva-
tion: egoistic, to benefit one-self; altruistic, to benefit another individual; collec-
tivistic, to benefit a group; and principled, grounded in values or to uphold a moral
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principle. These authors acknowledge that it is an accepted orthodoxy in western
society that human behaviour is goal directed and primarily motivated by
self-interest. Though this selfish impulse certainly does exist, they reject the idea
that it is all encompassing and propose that any adequate analysis of actions for
the common good must include the other sources of motivation. The suggested
categories of motivation can subsume complexities of feelings. Altruism, for
example, may involve empathic responses to individuals, or be inspired by guilt
at the thought of doing nothing.

From a sociological perspective, Delanty (2003) contrasts the sort of individu-
alism that might support collectivism and activism in social movements with the
singularly self-interested individual of new-right political thinking. In Delanty’s
analysis, such individualism combines personal self-fulfilment with commitment
to action and achievement of shared goals. The activists have their personalism or
selthood shaped in a construction of community that arises in the act of mobiliz-
ing the movement towards transformative goals; individual agency, energy and
creativity are important, contributing to but ultimately transcended in collective
participation. These ideas connect with the more progressive thinking on social
capital, especially as applied to the distribution of community and movement re-
sources (Jarley, 2005; Chapter 3, this volume).

The creative individuality that Delanty (2003) recognises in community collec-
tivism is similarly evident in consideration of service user and carer contributions
to teaching or research. The way in which people draw on their own experiences
of ill health and use of services to render this meaningful in students’ learning is
a significant creative act. William Park (Chapter 10) takes this point further and
argues that lay teachers can transcend a personal history of health difficulties in
the act of asserting their own unique capacity for creativity, resilience and self-
belief. In doing so, the resultant communicative act can be a vehicle for challeng-
ing stigma relating to ill health or disability and, in relation to mental health, align
itself with progressive notions of recovery (Pilgrim, 2008).

A relevant theme in the discourse of social movement activists and scholars
alike is the notion of prefigurative politics. Prefiguration describes the way peo-
ple in social movements try to practise what they preach in trialling their ideals
for alternative futures in the actual mechanisms of transition. They have a vi-
sion for a future world and, in the act of trying to realise it, they try to model
what it is they are trying to achieve. Put more simply, this is about the means of
achieving a new social order being as important as the ends. These ideas can be
attributed to various sources, from the theological to humanistic strands of Marx-
ism or various anarchist philosophies. Prefigurative themes can be ascertained
in the writings of the Italian Marxist Antonio Gramsci (Gramsci, 1971; Golding,
1992), but Burton and Kagan (2007) also see resonance with Paolo Freire’s (1999)
humanist notion of untested feasibility. Anarchist scholars and activists working
within contemporary social movements have done much to develop the idea of
prefigurative politics (Day, 2005), and connect with a long tradition of utopian
thinking and communities grounded in affinity for fellows and consensus decision
taking.



The Social and Political Context 37

William Park (Chapter 10) connects prefigurative ideas with the humanism ev-
ident in the writings of Abraham Maslow (1994) and Paolo Freire (1971). Each
in their own way, these authors offer insights into emancipatory journeys for
participants in education. Maslow emphasises the objective of individual self-
actualization, whilst Freire stresses collective liberation, but both see facilitative,
experiential learning as crucial. It is not surprising then that Freire’s ideas have
been inspirational within social movements and associated with the development
of progressive models of action learning and participatory or emancipatory action
research.

Prefigurative politics are arguably most often evident in the means for taking
collective decisions and the positive quality of relationships between activists. In
their reflections on the transformative potential in various settings, Burton and
Kagan (2007) highlight the struggle between prefigurative models for social
change and forces for reaction and conservatism. Drawing on late 1960s radical-
ism and feminism, Kris Rondeau of the Harvard Union of Clerical and Technical
Workers, for instance, developed a relational approach to trade union activism,
organizing mainly low paid women workers in this prestigious United States
University (Hoerr, 1997). This proved to be a profoundly successful style of union
organization that emphasised kindness in relationships with both colleagues and
adversaries. The quality of relationships is the primary focus, over and above
attention to workplace issues. Once established, the attendant solidarity enables
an empowered response to particular issues, and lowers dependence upon
union officials. Interestingly, once an effective university union was established,
Rondeau and colleagues turned their attention to organizing in the local hospital
and commenced building alliances with self-organised service user groups, under
the slogan ‘pro-patient, pro-union’.

2.5 Involvement as a Movement?

There are some clear resonances between research and commentary on health
and social care service user involvement and the wider literature on social move-
ments (Chapter 9). If the involvement of service users and carers within universi-
ties does have transformative features or potential, then emerging organizational
forms may very well prefigure progressive turns in the politics of health, disability
and academia itself. This connects with the work of Pelias (2004: 1-2) who argues
for new ways of working in academia:

I never want to hurt or be hurt, but too often I have watched claims of truth try to tri-
umph over compassion, try to crush alternative possibilities and try to silence minority
voices. Seeing the pain this causes, I seek another discourse, one that still has an edge,
that could say what needs to be said but would do no harm. I want a scholarship that
fosters connections, opens spaces for dialogue, heals. I want to rein in power like one
might a runaway horse. I need to write from the heart.
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The rise of health-focused social movements can be explained by a number of
factors, including a resistance to the hegemony of medical power and its influence
on decision making and policy framing (Brown and Zavetoski, 2005). In the last
decade, this has been wrapped up in the fashion for evidence-based medicine, but
is also part of wider social trends that conjoin appeals to scientific understand-
ing with social governance and regulation. Health social movements have sought
better services and challenged the primacy of medical expertise, highlighting limi-
tations of knowledge and resisting the creeping medicalization of a range of social
problems. This often translates into resistance to medical authority, identified by
some as another wing of the exercise of state power. Social movements offer both
a critique of existing structures, and alternative ways of constructing reality.

Involvement initiatives within universities are one space where the user move-
ment might make inroads; with the important caveat that incorporation threats are
clearly present.

Such involvement initiatives present opportunities for bringing about social
change and need not be hindered by a direct association with service provision.
An emphasis on solidarity and common purpose is clearly related to making a
difference in practice. Participation in such endeavours can be seen to be both an
end and a means to an end. Touraine’s declaration that for each historical period
there is one social movement that brings about transformative change might be ac-
complished in our time by the wider user and carers’ movement. Better yet if this
can be achieved in progressive alliances with staff (McKeown and Spandler, 2006).

Service user and carer participants in university settings ought not only be de-
fined in terms of particular health or disability experiences. They bring forward
their complete personalities, their talents and creative strengths, personal world-
views, philosophies and spiritual beliefs. Resonant with Delanty’s (2003) commu-
nity spirited individualism, an unselfish respect for common humanity and con-
cern for others is key, but alongside this the conditions for self-actualization for
participants are perceptible. Freire’s (1971) model for participatory learning and
development provides a common philosophy to underpin both the development
of models of user and carer involvement and approaches to teaching and learning
for university students.

Service users, carers and university personnel working collaboratively can as-
sume different identities. True partnership can offer up positive identities of self-
respect in a context of critical awareness and altruistic regard for others. As this
partnership advances, traditional hierarchies of status and esteem are open for
transformation, and this may threaten valued aspects of academic identity for
some staff. The actualization of alternative ways of being, however, presents the
potential for more positive and wholesome identities all round. For service users
and carers, superimposed and negative identity can be discarded. University per-
sonnel can assume the identity of critically engaged academics, with their posi-
tive contribution to communities recognised and valued (Spandler and McKeown,
2008; Chapter 3, this volume).

The accounts drawn on here demonstrate that radical visions for alternative fu-
tures and the popular protest needed to achieve them continue to survive into
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contemporary times in a range of social movements and community activism, with
health and welfare user movements being a particularly interesting example. This
chapter has reflected on the extent to which these movements can become insinu-
ated into the practices of universities, and how involvement in these developments
can affect the experiences of participants. This is not to go so far as to suggest that
service user and carer involvement within university settings is a fully-fledged
radical movement, or that participants are all conscious activists for change. For
example, involvement in universities may have more in common with patterns of
community voluntarism rather it does with politicised movements. Furthermore,
‘involvement’ initiatives that bring self-organised groups and independent indi-
viduals into public institutions almost inevitably suffer a process of co-option and
dilution of independence and radical objectives. There is a need to think clearly
about the differences between a user movement and user involvement, without overly
romanticizing the latter as an example of the former. Barker and Cox’s (2002: 22)
observation is relevant here:

Movement activists are not the Robinson Crusoes presented by individualist ratio-
nalisms, nor the beings of pure thought presented by idealist constructivisms. It might
be more appropriate to think of them as people who do not always know what needs are
driving them, but who are engaged in finding out, through struggle and through solidar-
ity. (emphasis in the original)

There are commonalities and cross-overs between involvement initiatives and
social movements, and insights from movement knowledge developed in other
contexts can assist participants in this process of finding out, making decisions
and strategies. This is especially germane in those circumstances where tensions
are exposed between the institutional interests of universities and the more radi-
cal claims of participants, including those associated with important differentials
in power, status and remuneration. Parr (2008: 28) has highlighted the contribu-
tion an understanding of social space can make to exploring the transition mental
health service users can make from a devalued identity framed around illness to
the more ‘valued and relational social agent’. It may be the case that the ultimate
success of involvement initiatives in university settings herald profound implica-
tions for human relationships within health and social care services and, indeed,
issues of common identity and humanity for us all (further exploration of this
point is given in Chapter 5). This has the potential, in the long run, to lead to the
dismantling of constructions of social difference framed around illness and dis-
ability, and the forms of systemic disadvantage which flow from this.

These themes are taken up further in Chapter 9, which makes connections be-
tween the experiences and narratives of service users and carers engaged in the
Comensus initiative and the theoretical accounts of movements, motivations and
mobilization presented here.



Beyond the Campus:
Universities, Community
Engagement and

Social Enterprise

I started with the university four years ago and felt dwarfed by my lack of intellect, but
over the years I have been met with warmth by academics and made new friends with
lots of wonderful caring people who have broadened my horizons. My life is full and

happy.

3.1 Introduction

Service user and carer involvement in universities sits within, and is supported by,
a whole raft of wider community engagement, some connected to the university,
some not. This endeavour comprises self-organised groups in a panoply of civic
spirit, voluntarism and so-called ‘third-sector” activity that has a life of its own
beyond the campus. As seen in Chapter 2, the idea of user and carer groups as a
social movement fits within this configuration. Universities themselves can poten-
tially play a key role in supporting these community efforts for the common good,
establishing themselves as civically engaged institutions.

Commentators from a variety of theoretical perspectives have pondered the
need to develop ways of thinking about these social and pro-social forms dif-
ferently from orthodox theorizing developed to fit the world of business and
markets. Theories of social capital have been put forward to account for the
processes, effects and value at stake in these rich relationships and networks. The
fact that community-orientated work might be organised in ways that harness
characteristics of enterprise and entrepreneurship has latterly come together in
hybrid social enterprises and social firms. These organizations are a small but
growing contributor to national economies, and provide one set of opportunities
to harness the creativity of activists, cascade benefits into communities and
promote employability amongst service user groups typically excluded from
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mainstream labour markets. Similarly, models of social marketing are now
operated, including significant contributions to health promotion.

In this chapter we first look at the range of civic engagement that can exist in
communities regardless of university involvement. We then turn to address the
many ways in which universities have become more reciprocally engaged with
their local communities and explore the possibilities that open up, including chal-
lenges to academic identity and the realization of new roles for critically engaged
academics in alliance with community groups. Social enterprises and social firms
are then reflected upon as a potential route to establishing independence for
service users and carers actively engaged with universities, possibly minimizing
co-option and incorporation threats. Social marketing will be considered as an
interesting development which brings together many of these themes. In our
conclusions we home in on the experience of alienation in professional encounters
with service users as a point of departure to promote alliance as an important
source of better experiences for users and carers, and improved fulfilment in job
role for health and social care practitioners and academics alike.

3.2 Communities

Before thinking about ideas of community and civic engagement, it is worth con-
sidering that for some the very idea of community is a contested concept. For
others, even when the notion of community is more or less accepted, the term
can mean different things to different people. A community can be thought of in a
number of ways, being defined variously as a geographically located area or place,
or as a collection of people held together by common interest, ethnicity, culture or
faith, for example. In arriving at agreed definitions of community, the interplay
between sense of place and socio-cultural factors can be complex.

Margaret Thatcher once famously derided the idea of ‘society’ to make the point
that, in her view, in the arena of politics and economics the self-interested individ-
ual, largely separated from neighbours or fellows, reigned supreme. It has been
seen, in Chapter 2, how this perspective has been challenged by a generation of
scholars concerned with the effects of globalization and urbanization, asserting
the continued value of thinking about the interconnectedness of people in com-
munities and how these can bring into being the different ways in which people
see themselves and are seen by others. Here the work of Delanty (2003) is partic-
ularly interesting, as he suggests that some of the attributes that are most usually
thought of as belonging to the individualism of new right political science are
just as much characteristic of the fellowships and associations of communal life.
These are very much brought to life through participation in community and civic
engagement.

Delanty (2003) describes how early theories of communitarianism located indi-
vidualism as the enemy of community — undermining civic pride, social capital
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and voluntarism. He proposes, however, that we can conceive of a new individu-
alism that supports and sustains community and collective action:

Personal self-fulfilment and individualised expression can be highly compatible with col-
lective participation ... Community can be a means of releasing the cultural reactivity
that late modernity produces but does not fully exploit ... people from diverse back-
grounds can come together in communal activism united by a common commitment and
the solidarity that results. (Delanty, 2003: 120, 122)

Meegan and Mitchell (2001), focusing on ‘neighbourhood renewal” as a form
of urban regeneration and social inclusion policy, consider the different ways in
which notions of community can be conceived by policy makers and community
members. Drawing on previous reviews by Davies and Herbert (1993) they de-
scribe seven selected definitions which incorporate notions of geographical place
and socio-cultural features (Box 3.1).

Box 3.1 Different Notions of Community or Neighbourhood

Box not available in this electronic edition.

3.3 Community Engagement

A variety of terms (community engagement, civic engagement, community orga-
nizing, movement organizing) have been applied to the sort of participatory grass
roots activity of groups and organizations seeking some sense of common good.
This sort of thing can be seen in one form or another almost anywhere one cares to
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look for it. Barack Obama’s own personal involvement in community activism for
the Gamaliel Foundation in Chicago has received significant attention in the global
media, highlighting the positive contribution to civic society made by such indi-
viduals and groups. Furthermore, Obama’s election team freely adopted lessons
learnt from experience in community organizing to assist in mobilizing the vote in
the US presidential election.

Various authors have been interested in the extent to which community engage-
ment is informally political in character, concerned with social change, or leads to
involvement in formal political process such as electoral politics, local and national
government (Ball, 2005; Hays, 2007). The social movements’ literature suggests
that any engagement with political and legal infrastructure can be either consen-
sual or driven by conflict. The state and various public institutions might (possibly
for different reasons) also be interested in community or public engagement, and
these grass roots groups can find themselves sought after to engage with govern-
ment, service industries and organizations such as universities. The contemporary
popularity of theories of social capital (Section 3.4) has led many governments to
focus at a community level for solutions to social inequalities and disadvantage,
often under the conceptual umbrella of social inclusion. For anarchists, such as
Day (2005), the purely social form of activism eschews involvement in political or
state structures, and the relationships and fellowships forged in activism are the
engine for change, prefiguring a new politics of affinity.

Civic engagement takes numerous forms and covers a wide range of issues,
including (but not exhaustively) those with a focal point on:

Environmental concerns

Urban regeneration

Rights and legal issues

Trade unions and social movements

Community arts and culture

Health and public health initiatives

Disaster relief and response to catastrophes

International development, including international health initiatives around
disease prevention, for example HIV /AIDS.

Various universities and individual scholars can be seen to have supported or
become involved in all of these forms (Section 3.8) as part of their own university’s
community engagement programmes, or led by personal interest.

Participation in community level activities can lead to numerous positive ef-
fects within communities and for individuals, beyond the realization of particular
goals and objectives for specific groups. Some of these positive effects can occur
without the group actually achieving its original aims. For example, grass roots
efforts can help to build healthier communities and the capability for people to
begin to state for themselves what is important to them and their community
(Fawcett, Fransisco and Paine-Andrews, 2000). In the immediate aftermath of
the 9/11 atrocity in New York, Steffen and Fothergill (2009) observed a massive,
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spontaneous community response. On reflection, they were able to describe the
positive effects for volunteers in regard to their own journeys of recovery from
the trauma of this attack on their community.

The fact that there is a wealth of participatory activity within communities does
not hide the fact that not everyone either wishes, or is able, to participate. Price
(2002) contends that people wishing to be engaged and help their communities
can be blocked by a range of structural barriers that limit opportunities. Once peo-
ple are involved as community activists they can face a struggle to resist co-option
into formal or institutional structures (Whelan and Lyons, 2005). Bond and col-
leagues (2008) point out that women are under-represented in formal civic roles
but permeate informal grass roots systems of organizing and community groups,
neighbourhood and community movements. They manage this despite various
other demands on their time. In a case study of the attitudes of civically active
people in one US city, Hays (2007) found that community activists are both critical
of those people who do not participate and frustrated at not being able to involve
more people.

Hays (2007) also observed that people who engaged in community volunteering
or joined community-based groups and associations were often also involved in
political engagement, aimed at influencing policy or electoral outcomes. Though
these two forms of activism were linked, the participants saw them differently
and obtained different rewards from each. Many saw the formal political context
as an arena of conflict, whereas their community involvement was typically co-
operative. Hays (2007) goes on to bemoan the institutional constraints upon true
democratic participation in the United States, notably the concentration of power
and economic advantage in elites, which people are often unaware of. Another
barrier to more complete involvement is that the political elites are nervous of
increased participation because of uncertainty or unpredictability about where it
will all lead. Hays (2007: 423) argues for the creation of “public spaces’ for ‘mean-
ingful political connections ... and action on the part of ordinary citizens’, which
wouldn’t overturn the prevailing constraints but would represent a very different
model of democracy.

In Chapter 2 the literature on social movements was reviewed; much of it can
be thought of as being part of a broad politics of contention, where, at the very
least, community involvement is about the marginalised and disadvantaged mak-
ing demands on the powerful. Sirianni and Friedland (2001) have analysed some
of the complexities of power conflict and opposition at stake in community em-
powerment. They argue that at least some of the language of groups concerned
with civic renewal in the United States is very much about consensus formation
and finding common ground. Though this is not as simple as saying this activism
is singularly forged around consensus, neither does it fit neatly an uncomplicated
framing of oppositional politics. Some of the relational and prefigurative elements
of internal movement discourse, such as the development of horizontal democ-
racy, also involve consensus decision making, without forgetting that participants
are clearly operating from a standpoint of opposition. From the completely differ-
ent perspective of institutional development of systems of public participation or
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consultation, the uncertainty and unpredictability of unfettered engagement can
be minimised by efforts to promote consensus (Ashcraft, 2007). Ashcraft describes
a number of strategies for the ‘management’ of public meetings, including inde-
pendent facilitation, convergence strategies and dot polling. Despite the unsettling
managerial tone, many of these and similar strategies are already adopted by in-
dependent community groups for building their own consensus.

3.4 The Contested Concept of Social Capital

Undoubtedly, the rich networks of mutuality, reciprocity, cooperation and support
that are evident in forms of voluntarism, civic and community activism and social
movements are almost by definition pro-social in effect and deeply social in
character. This characteristic of community sustains itself in a myriad of ways,
but common features include dynamic individuals with a commitment to a sense
of common good interacting with each other in mutually rewarding relationships
and friendships which extend into multifarious networks and connection within
and between groups. The idea that there is some personal and collective value in
this sort of community connectedness or networking has been referred to as ‘social
capital’. The author who has done most to popularise the term is Robert Putnam
(2000). In his Bowling Alone: The Collapse and Revival of American Community,
Putnam argues that aspects of social capital have declined in US communities,
and this demise of civic engagement helps to explain social disorder. Putnam
acknowledges that the term has been around for some time, but cites Jane Jacobs
(1961) and James Coleman (1988) as originators of the current usage of the concept
and key developer of theory, respectively. Relevant and influential themes and
theorizing are also to be found in the earlier work of Alexis de Tocqueville (1966)
and Pierre Bourdieu (1977, 1986).

Putnam (2000) and others have been criticised for neglecting to consider power,
class and inequality, issues of victim blaming and the potential exclusionary tac-
tics of some tightly connected communities in their theorizing on social capital.
Various authors (Jarley, 2005; Hyman, 2007), while critical of Putnam’s treatment
of the idea, have been interested in presenting a more progressive or transforma-
tional conceptualisation of social capital.

Jarley (2005), for instance, in a context of UK trade union renewal, is highly
critical of patterns of ‘servicing’, whereby rank and file members become increas-
ingly dependent on full-time officers. These developments prompt objections in
view of their apparent deviation from the sorts of mutual support associated with
traditional models of trade union organizing. One solution is to build up the role
played by lay activists, but this can risk overburdening them. A remedy lies in
expanding and strengthening social capital within the union, involving both in-
ternal and external relationships (Jarley, 2005; Saundry, Stuart and Antcliff, 2008).
Such an approach would bring together mutual support across a range of issues,
including non-workplace or community objectives. This form of collectivism
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heralds opportunities for a creative nexus between community interests and trade
union activity (Cranford and Ladd, 2003; Wills and Simms, 2004; McKeown, 2009).
With reference to earlier work by Law and Mooney (2006), Richard Hyman (2007:
12) further develops these ideas to suggest that a form of ‘insurgent social capital’
could be brought forward in ‘broad networks of mutuality” so that unions are in a
better position to resist the ‘remorseless drive of neo-liberalism’. In a similar vein,
Healy and Meagher (2004) bemoan the undermining of public value for human
services work, particularly in the case of social work, and offer a collective solution
that makes the most of new models of professionalism and trade unionism.

These ideas have led to the development of an organizing model called ‘recip-
rocal community unionism’. Trade unions support community campaigns and the
community supports union campaigns. Examples of alliances of this sort have
come together over single issues such as the Living Wage Campaign. Hyman
(2007) argues that trade unions can reclaim themselves as campaigning organi-
zations concerned with politics of contention. They can also put aside internecine
tensions that divide them, find outlets for cooperative activism around common
causes and attempt to build new democratic relationships between activists and
leadership, and workers and service users. We all have a stake in forging broadly
based community alliances in advance of any dispute or campaign, so that soli-
darity can be assumed rather than built from scratch every time it is needed (Wills
and Simms, 2004).

The Health sector of Unison! is currently piloting a ‘relational’ model of or-
ganizing in one branch in the South Eastern region of England, based upon the
experiences of the Harvard Union of Clerical and Technical Workers and inspired
by feminist ideas (Hoerr, 1997). This builds solidarity and empowers members
based on a foundation of workplace connections, friendships and resourcefulness.
Other Unison activities, notably around the Living Wage Campaign and London
Citizens, suggest a growing affinity for connecting with coalitions of community
activism (Unison, 2008; Littman, 2008; Wills, 2007; Bayley, 2006).

3.5 Social Enterprise and Social Entrepreneurship

Akin to the way in which the concept of social capital has been articulated to dif-
ferentiate its social character from other forms, such as material or cultural capi-
tal, recent times have witnessed significant practical and scholarly interest in the
term ‘social enterprise’, adopted to signify economic activity with social objectives
(Mayo, 2002; Leadbeater, 2002; Pearce, 2003; Morrin, Simmonds and Somerville,
2004; Nyssens, 2006; Chell, 2007; Mason, Kirkbride and Bryde, 2007; Zografos,
2007). Similarly, the language of ‘social entrepreneurship’ and ‘social marketing’
has been coined to recognise that this sort of business-like activity can also be
organised to address social benefit for communities. There seems to be no end

1" A UK public service trade union.
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to the capacity for neologizing with Dixon and Clifford’s (2007) notion of ‘eco-
preneurship’ to define entrepreneurs acting in defence of ecological concerns.
The United Kingdom government (DTI, 2002: 7) describes a social enterprise as:

a business with primarily social objectives whose surpluses are principally re-invested
for that purpose in the business or in the community, rather than being driven by the
need to realise profit for shareholders.

Actual social enterprises can take many forms, depending on how broadly or
narrowly they are defined. Morrin and colleagues (2004) note 20 distinct forms on
an expansive definition of the term. They also note that the recent positive recog-
nition afforded social enterprise is reflected in increasing levels of government
support and interest and systems of grant allocation and awards ceremonies for
notable success stories. The rise in favour of social enterprise was marked with
a special supplement of New Statesman magazine, celebrating the phenomenon
(Mayo, 2002; Leadbeater, 2002).

Notwithstanding its recent popularity, it is possible that the admixture of busi-
ness and social orientations is not a completely new phenomenon. Shaw (2004),
in an overview and discussion of social entrepreneurship, traces the history back
to the nineteenth century and the likes of Robert Owen with his model work-
place and community at New Lanark Mill in Scotland. Similarly, the cooperative
form has a lengthy and sometimes illustrious history (Birchall, 1997). Morrin and
colleagues (2004) wryly observe that earlier examples of social enterprise re-
mained largely hidden, even in the 1980s and 1990s, because they stood outside of
prevailing economic orthodoxy. Kerlin (2006) highlights differences in the concept
across the globe and within regions. She notes that within Europe social enter-
prises have largely focused on those areas that the state has retreated from.

There is a growing literature that discusses features of this business model, in-
cluding valuable commentary on systems for governance and legal frameworks
(Mason, Kirkbride and Bryde, 2007; Ridley-Duff, 2007). Morrin and colleagues
(2004) offer a number of case studies of successful United Kingdom examples of
social enterprises from which others can hope to learn. Other publications offer
more detailed guidance on the practicalities of how to initiate a social enterprise
(Pearce, 2003). The majority of publications are broadly in favour of social enter-
prise, though there are some counterblasts (Dart, 2004; Schofield, 2005). For Lead-
beater (2002), it is the tension between social goals and commercial imperatives
that makes these organizations potentially highly innovative.

A number of authors have remarked upon the difficulties social enterprises face
in securing either start-up finance or in achieving sustainability beyond public
funding or grant capture (Harding, 2007). Arguably, they do not differ in this re-
gard from other not-for-profit and voluntary sector organizations. For Chell (2007),
the typical survival strategy for social enterprises lies in securing grant funding or
government money. To become more entrepreneurial and self-sustaining requires
a re-conceptualisation of the notion of entrepreneurship to include creation of so-
cial benefit or value together with economic value. In a context of corporate re-
sponsibility, this new view of entrepreneurship could also apply to private firms.
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At a more practical level, it has been persuasively suggested that new sources of
finance need to be organised to better support social enterprises.

Buttle (2008) argues for new types of social finance organizations to lend to so-
cial enterprises, highlighting the case of the Charity Bank. Similarly, Lewis (2009)
welcomes the UK government Office of the Third Sector proposals for a new social
investment bank, but asserts that any new organization would have to be signifi-
cantly different from a typical bank. At least one of its tasks would be to raise the
profile and attractiveness of investment in social enterprises, so that they become
a consideration of any potential financier looking for somewhere to invest their
money. In a similar vein, Pepin (2005) offers an account of philanthropic dona-
tions in the United States plugging the gap in finances for social enterprises and
other third sector groups.

The internal organization of social enterprises, particularly systems of gover-
nance, has been a focus of interest (Mason, Kirkbride and Bryde, 2007; Ridley-Duff,
2007) with some analyses linked to notions of legitimacy (Dart, 2004). For Mason
and colleagues (2007), governance arrangements need to take account of social
enterprise as a social institution, where wider groups of stakeholders affected
by the activity of the organization have a claim on resources, without having
a direct financial stake in it. The fact that communities contain people who can
both affect the particular social enterprise organization or be affected by it ought
to be in some way reflected in governance structures. More radical models for
governance that take account of this multiplicity of community stakeholders are
proposed by Ridley-Duff (2007) grounded in inclusive democratic principles (Sec-
tion 3.6). Conversely, a constellation of external pressures, including regulatory
requirements, but also the presentation of best practice examples to slavishly
follow, is possibly leading to a form of institutional ‘isomorphism” with a lack
of differentiation in governance structures (Mason, Kirkbride and Bryde, 2007).
Burrows (2004) noted the arrival of legislation in the United Kingdom for the
introduction of Community Interest, and subsequent criticism from the voluntary
sector that this move might diminish rather than enhance a pluralistic diversity
of service providers; restricting social enterprises to a single, newly created
sector.

For Rothschild (2009), the cooperative model extends a form of democracy into
the economic/work sphere that could translate into greater confidence for partic-
ipation into other realms, both civic and political. Less optimistically, Cornelius
and colleagues (2008) note that some employees of social enterprises have expe-
rienced similar disgruntlement with terms and conditions, management and job
dissatisfaction to those experienced working in a standard business. Connecting
with ideas around corporate responsibility, these authors contend that the nega-
tive experiences of certain employees of social enterprises go against the values
implicit in progressive social missions. They suggest that the internal affinity for
employee welfare can become lost within outward looking practices focused on
social concerns.

From a critical standpoint, other commentators take a negative view of the con-
flation of ideologies inherent in the notion of social enterprise, and have divined
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reluctance amongst participants or beneficiaries to fully embrace the language
and concepts of the business world. Froggett and Chamberlayne (2004), for ex-
ample, criticise the terminology of social enterprise and social entrepreneurship,
questioning its adequacy for characterising people’s community activism. Simi-
larly, the managerially defined shift towards an enterprise culture is questioned
by Parkinson and Howorth (2008), whose discourse analytic study found that
the language used by those grass roots people identified as social entrepreneurs
did not fit easily with the prevailing business rhetoric. They were more likely to
construct themselves and their associated activity in terms of localism and social
morality.

Dart (2004) expresses a worry that, over time, moral legitimacy will be lost be-
cause the business philosophy will swallow up the potential for innovatory pro-
social organization and social enterprises might eventually evolve into firms that
are narrowly market orientated, commercial and revenue seeking like any oth-
ers. For him this potential is evident because of a connection between the re-
cent focus on social enterprise and reactionary ideologies of neo-liberalism and
privatization.

A general retreat from the State in western democracies has also begun to asso-
ciate the growth of social enterprise with the operation of existing public services.
In the United Kingdom, the policy white paper Our health, Our care, Our Say (DH,
2006a) identified social enterprise as a means of introducing diversity into public
service provision. In the light of this, many practitioners and their trade unions
have voiced concerns about fragmentation of existing community services, em-
ployee job security, deviation from the stated goals of user empowerment towards
more iniquitous business goals and opening up the sector to more predatory full-
blown privatizations (Cook, 2006; Marks and Hunter, 2007). Context is impor-
tant, however, and O’Toole and Burdess (2004) describe how social enterprises
in Australian outback communities took over local government agencies and in-
stitutions when the state pulled out from providing them. Questions arise over
the extent to which these might now lack the sort of legitimacy and accountability
associated with electoral process, but this is tempered by the acknowledgement
that without these social enterprises many small towns would simply not have
survived.

The Economist (2005) wryly notes that critical concerns surrounding the direc-
tion of policy on social enterprise will not be diminished by the fact in the United
Kingdom that both main political parties are strong supporters: Labour as part
of wider public sector ‘reform’, and Conservatives as a means to bypass local bu-
reaucracies. Bell (2001) goes further in a paper titled Imagining Marketopia, assert-
ing that application of market ideologies to all aspects of life would create a world
where nothing has intrinsic value any more.

Morrin and colleagues (2004) suggest that, despite many excellent examples of
social enterprise, the jury is out on whether there is any measurable impact on the
economy as a whole. A bigger economic impact may result if there is a real shift
to delivering public services, but the resultant organizations might prove to have
‘borrowed the form of social enterprise, if not the heart” (Morrin et al., 2004: 74).
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3.6 Involving Service Users: the Social Firm

A development in the field of social enterprise has been the establishment of
organizations whose social benefit purpose involves provision of employment
for those marginalised and excluded from mainstream labour markets. This
includes people in health and social care service user groups such as the disabled
or those with enduring mental health problems. Indeed, an early example of
use of the term social enterprise came from Italy where social businesses created
employment opportunities for mental health service users (De Leonardis and
Mauri, 1992). These initiatives were linked to Italian deinstitutionalization expe-
riences, and were heavily influenced by Basaglia and the Italian anti-psychiatry
movement (Ducci, Stentella and Vulterini, 2002). In the United Kingdom, social
enterprises that take this form have come to be known as social firms and have
been supported by the network Social Firms UK (www.socialfirms.co.uk). Across
Europe, social enterprises concerned with increasing access to employment,
bringing in the traditionally long-term unemployed as well as disability groups,
have been afforded the acronym WISE — work integration social enterprises —
and these have often been constituted as cooperatives (Nyssens, 2006). There
is also a pan-European Confederation of Social Firms (Ducci, Stentella and
Vulterini, 2002).

Ducci and colleagues (2002: 76-78) suggest the following criteria for classifying
an enterprise as a social firm:

® A business created for employment of people with a disability or other disad-
vantage in the labour market.

® It uses market-orientated production of goods or services to pursue its social
mission.

® A significant number of its employees will be people with a disability or other
disadvantage in the labour market.

e All workers are paid the market rate wage or salary appropriate to the work,
whatever their productive capacity.

o Work opportunities should be equal between disadvantaged and non-
disadvantaged employees. All employees have the same employment rights
and obligations.

Mancino and Thomas (2005), reviewing social enterprise in Italy, describe a
successful but fragile model because of legislative uncertainties and over-reliance
on public funding. They make the point that systems of grant allocation favour
low cost tenders over aspiration for high quality service provision. In a wider
European review, Ducci, Stentella and Vulterini (2002: 76) remark upon the
‘motley array of legislation norms, organizational forms and conceptual models’
necessitating any definition to be broadly drawn. They state that it is imperative
to find jobs within social firms that suit the characteristics of their disadvantaged
members and, at the same time, meet the demands of the market.
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In an Italian study of 420 members of a single cooperative by Savio and Righetti
(1993), the two largest groups were users of social services and mental health ser-
vice users. A high turnover rate amongst the workforce was interpreted as indi-
cating the role that cooperatives play as a stepping stone on route to more desir-
able and rewarding employment in the mainstream labour market. In line with the
general literature on social enterprises, there is a question mark over sustainability
beyond grant funding for social firms (Phillips, 2006) coupled with concerns that
some initiatives lack independence from statutory services (Ducci, Stentella and
Vulterini, 2002). Spear and Bidet’s (2005) review of European initiatives found that
work integration for marginalised groups is an effective form of social enterprise,
but questions remain about how best to maintain activity and spread best practice.

Ridley-Duff (2007) argues that one answer to the sustainability question lies in
attention to the governance structures for social firms. Democratic control of so-
cial enterprises based upon a communitarian model is proposed, such that they
are owned and controlled by their beneficiaries or employees. The Community
Interest Company (CIC) model and enabling legislation do not insist that direc-
tors pay attention to the views of different stakeholders who must have faith that
these businesses will be run ethically for the common good. The communitarian
philosophy is proposed as an alternative to the prevailing unitarian form, opening
up the possibilities for pluralistic systems of governance, at once more democratic
and participatory, and more likely because of this to lead to greater sustainabil-
ity. “The most enduring impacts are likely to come from organizations that tackle
social exclusion on both fronts — embracing a trading purpose that addresses the
perceived needs of socially excluded groups and allowing participation by them
in decision making and wealth creating processes’ (Ridely-Duff, 2007: 390).

3.7 Community, Service User and Practitioner Alliances

There is a tradition within health and social care services of critically engaged
practitioners playing a role in community engagement and politics, and forg-
ing alliances with the user movement and other groups in defence of services
(Spandler, 2006; McKeown, 2009; Cox 2009). This sort of activity is often asso-
ciated with efforts to refashion professional identity and escape the trappings
of outmoded archetypes of professionalism (Davies, 1995; Healy, 2000; Salvage,
2002). Haynes and White (1999) call for social work in the United States to stand
for a range of progressive causes, including community engagement. Powell and
Geoghegan (2005: 139) go further to argue that social workers should embrace
internationalism and take on a global role. They deny that this amounts to a form
of ‘ethical welfare imperialism” and take up a view of community as ‘we’ rather
than ‘me, myself alone’. Their blueprint for practice includes user participation
and empowerment as one of ten key principles, and they see alliances between
community groups and the enabling state: ‘it is in these interstices that social
work can find a distinctive professional mission that promotes the values that it
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espouses and empowers those it has traditionally sought to serve’ (Powell and
Geoghegan, 2005:143). A manifesto for a critically engaged social work practice,
written by practitioners and academics in the United Kingdom, helped to launch
a radical social work movement, the Social Work Action Network, grounded in
principles of social justice and engagement (Jones et al., 2004).

Commentary on campaigning to establish the National Health Service, and
struggles to defend it from cuts or closures, indicates that practitioner and ser-
vice user political alliances have always potentiated a debate about who has a say
in decision making and control of services (Doyal, 1979). Sedgwick (1982), in a call
for more constructive alliances, remarked upon shortcomings in the relationship
between the wider labour movement and the politics of health and disability. Ar-
guably, history shows that the interests of service users and the workforce do not
always come together and service users could very well decline to join forces with
staff they might blame for service failings (Wills and Simms, 2004).

Alternatively (as we have noted), there is the potential for service user and trade
union objectives to coincide or interact, raising the potential for alliances between
practitioners and service user or community activists. This would afford consider-
ation of a number of associated themes and issues, including the nature of commu-
nity and personhood, power dynamics within alliances, the need to establish more
egalitarian relationships than those typically at stake in the provision of care and
the rhetoric that sustains and promotes the action. Exploration of these themes of-
fers a chance to address problems in previous relationships, especially where this
has resulted in iniquitous power imbalances and stigmatised identities for service
users.

3.8 Community Engaged Universities

Examples of community engagement involving universities can be found around
the globe and the focus for this action can be equally varied. It may take the form
of applied research projects, knowledge transfer, participatory projects, including
action learning and action research, student and staff volunteering in the commu-
nity, focused student study/research activity for community benefit, support for
campaigns, direct involvement in community groups and movements, building
alliances with professional and practitioner groups and associations, such as trade
unions, forms of internationalism, widening access schemes for higher education,
opening up university facilities for use by the community and facilitating the con-
tribution of community groups and individuals to the range of university activity.
The latter point best describes the involvement of service users and carers in teach-
ing, research and other university business, but this particular focus can also create
opportunities, or be a starting point, for many of the other forms of engagement
listed. One way of looking at all this is to see it as a reciprocal sharing of resources
between the university and its community; each having different forms of ‘assets’
and ‘social capital’.
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The universities, of course, also have significant material capital, and the
mobilization of resources from the university into the community can be a
tangible benefit of engaging with higher education institutions. Universities can
help distribute material resources directly by allocating some of their own funds
to community initiatives, or they can use their status, prestige and the skills of
their academic workforce to lever in grant funding from elsewhere. Ball (2005)
cites student learning as a vehicle for engagement, transacted through courses
delivered by universities but focused on knowledge and skills relevant to effective
community or civic engagement. Arguably, not all universities or academics
involved in such processes will share a commitment to the social values or objec-
tives of particular community projects, and the relationship may be paternalistic
or, worse, parasitic. For example, their involvement prioritises self-serving objec-
tives, such as research outputs and publications. Conversely, critically engaged
academics will share common ground with community activists, sometimes in
spite of relative institutional disinterest, and these relationships will more likely
be sustained long after particular grant funded project work has been completed.
In this sort of relationship, the products of engagement are shared, and though
this might include academic outputs such as scholarly publications, these are not
the be-all and end-all of the process.

The important characteristic of authentically participatory approaches is that re-
search or learning is a two-way street in the spirit of Freire (1971). Participants are
active in any study or enquiry, rather than passive objects or subjects of it. This
relates to Barker and Cox’s (2002) dissatisfaction with formal, academy-based, so-
cial movement studies and theorizing that is distant from the movements it seeks
to study, especially removed from attachment to the movement’s political goals.
This ‘contemplative’ rather than action-orientated theory stops at finding explana-
tions for phenomena, unlike the movement theory articulated by activists which
always has political ends. These authors also wryly note how the growth in such
university departments and subjects as social history, cultural studies and envi-
ronmental studies has often been grounded in the work of ‘organic intellectuals’
from within movements. Various features of university culture are further imped-
iments to crossing this divide, including career progression and tenure, research
assessment exercises and pressure to secure funding. Despite these tensions, there
are examples of critical academics who do manage to some extent to straddle the
divide between academe and activism (Cox and Fominaya, 2009).

Critically engaged academics point out the value of the informal learning that
takes place within participatory activity involving empowered citizens, service
users or carers (Church, Bascia and Shragge, 2008). A number of examples of com-
munity initiatives that both inform and benefit from contributions from university
academics are described in publications emanating from Toronto communities and
staff at Ryerson University. These include innovative social enterprises and other
collaborations involving mental health service users (Church, 1997, 2006a, 2006b,
2008a; Ignagni and Church, 2008) and research coalitions (Mental Health Recov-
ery Study Group, 2009). Richter et al. (2003) describe how Community Campus Part-
nerships for Health has developed a policy highlighting the value of connecting



54 Service User & Carer Involvement in Education for Health & Social Care

community engagement with the traditional goals of universities — teaching, re-
search and service. The aforementioned Toronto initiatives have generated numer-
ous academic style publications, but also down to earth reports for community
consumption and politicking, and a range of community events and exhibitions
to render the work visible to the wider community (Voronka et al., 2007; Church,
1995; Panitch et al., 2008). Publication strategies also include attention to demo-
cratic and inclusive methods for attributing authorship in the spirit of creative
commons (Church, 2008b; Mental Health Recovery Study Group, 2009).

These and other examples suggest that it is possible to create a kind of social en-
terprise that moves beyond modernist consumerist ideologies and towards gen-
uine ideals of the creation of the common good, or even of common goods. In-
deed, this turn of phrase slides easily into the concept of ‘creative commons’. This
approach to the knowledge economy sees intellectual property as a shared en-
deavour. From a classic ethical perspective, such an endeavour creates a virtuous
cycle of beneficence, where shared knowledge provides a platform for the devel-
opment of more shared knowledge, and society as a consequence can be improved
for all, or, at least, for more. Declassified sharing of this nature stands in sharp
contrast to the increasing commodification of knowledge within higher education
institutes. In these settings, the production of intellectual property is highly val-
ued and, indeed, required. In extreme instances, failure to produce exclusive intel-
lectual property, through peer-reviewed publication, grant capture, or knowledge
transfer consultancy, can be grounds for termination of employment.

This provides an obvious dilemma for social enterprise approaches to service
user and carer engagement in universities. Even successful engagement schemes
have to pay their way, by publication, and by earning external income through
grant capture. This has two potentially maleficent consequences for those devel-
oping local projects. Firstly, time and energy are diverted away from the core busi-
ness of supporting and engaging service users and carers. Secondly, those engaged
in dissemination are forced to construct information about service users and car-
ers in a way that meets the knowledge transfer standards of academia, but which
may betray the values and principles of social enterprises that are seeking to work
authentically in collaboration with their local community. Indeed, this debate has
been current in the writing of this book, as notions of authorship and (thus) own-
ership of the knowledge product within it have been extensively discussed within
the writing team.

There are alternatives to the academic commodification agenda. The concept of
the creative commons may seem to be completely counter-productive in terms of
increasingly commercial academia. However, there are classic cases that challenge
this commonsense assumption. The most often quoted is that of the Canadian min-
ing company, Goldcorp, which used the Internet, and the offer of a large cash prize,
to marshal a mass response to the analysis of detailed geological survey data and
indicate the most promising places to find gold deposits. The corporation eventu-
ally was pointed to around 90 productive sites, and over three billion dollars worth
of gold was found, dwarfing the original prize amount of $575 000. The wholesale
harnessing of public collaboration in pursuit of business objectives has become
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known as Crowdsourcing. The same ethos lies behind approaches to collective
engagement in the design processes or inventing new technologies. Similarly, the
term ‘citizen science’ has been applied to the mass participation of people with
computers to analyse large amounts of data in the interests of mathematical or
physical sciences for example. Such endeavours are made possible by the power
of Internet technology, and Wikipedia is an obvious example of the potential af-
forded by large-scale cooperative enterprise using these media.

In terms of service user and carer engagement initiatives, dissemination of suc-
cessful processes and procedures of engagement to the widest possible audience
might be a good place to start. Normal academic routes, such as this book, or the
Authenticity to Action conference referred to in Chapters 6 and 8, are one way
of doing this (and see Chapter 6 for specific examples of tools and technique that
could be used in other contexts). However, the opportunities afforded by the In-
ternet, and by electronic media in general, offer almost limitless scope for such
dissemination. Social networking sites like Facebook and YouTube, and highly net-
worked systems like Twitter, provide rapid viral approaches to the dissemination
of information and news. These are not only passively open access, but actively
participatory. They offer the potential for the extreme opposite of tightly con-
trolled guardianship of intellectual property rights and of exclusionary practices
of knowledge sharing in contexts that can only be accessible to academic elites.

Ultimately, there is a happy medium to be struck between a highly regulated
quality control approach to dissemination and social marketing based on a par-
ticular kind of authoritative knowledge, and a completely deregulated system,
where any bundle of information is as valid and as valuable as any other. To get
this balance right, the emotional intelligence that is a component of much ser-
vice user and carer input needs to be valued alongside ‘normal science” scientific
knowledge (Chapter 5). Indeed, for a health and social care audience, emotional
intelligence might be the vital missing element that service users and carers can
provide. Participatory open access examples, such as Dipex, offer information cre-
ated by service users and carers that is carefully constructed and which acknowl-
edges the effort and creativity of those who are involved. These examples stand for
many others, as the possibilities in this area multiply exponentially. If the creative
commons movement can strike a balance between acknowledging the intellectual
and emotional input of service users and carers and the academics who work with
them, and the open access methods supported by new technologies, it is possible
that the demands of universities and of authentic service user engagement can
both be met.

Community engagement initiatives involving universities or academic staff can
avoid paternalism and become truly participatory and radical. Calderon (2004: 91)
concludes that they can be:

a practical means for promoting positive social relations by building bridges between stu-
dents, faculty and community participants from diverse backgrounds; [moving] beyond
top-down charity and project development models to models based on collaborative
action for social change.
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There is wide-ranging literature, with some key foci in social geography and the
politics of social movements, that critiques and help us make sense of the relation-
ships between universities and their local communities. A feature of this literature
is theory that brings identity issues to the fore and also engages with the expres-
sion of purpose as a form of discourse. With reference to a different context, it has
been argued that trade unions need to be equally concerned with their commu-
nity relations as they are with the instrumentalism of workplace objectives, and
that this may be achieved by reinventing themselves as discourse organizations.
For those academics interested in the potential for improving the relationships
between universities and communities, one might equally suggest that the uni-
versity ought to be seen as a discourse organization. This imperative would pose
a number of questions. What are universities actually for? What is the story being
told? How is the university presenting itself? How authentic or reciprocal is the
attachment to the community?

The response of a university as a discourse organization would be to get its mes-
sage out in a clear and understandable way. Hopefully, this would be a message
reflecting a strong community-orientated mission. In this context, community rela-
tionships are paramount and discourse is about ‘doing” as much as theorizing. In-
volvement in collaborative university community engagement projects and wider
community politics opens up a space for reflecting upon the nature of academic
and community identities. In a context of increasing commercialization of univer-
sities, retraction of staffing and course provision, more profound existential issues
arise, including those which question the very purpose of the university and its
role in a community.

3.9 Alienation and Redemption

Wrapped up with questions about the role and purpose of universities are impor-
tant considerations for the identity of those staff who work within them. These can
be seen to be similar to crises of identity which face practitioners working in health
and social care services. Arguably, all of these staff, regardless of setting, can ex-
perience dissonance between how they would prefer to see themselves (and have
others see them) and how this might be compromised by the ways in which their
work is organised beyond their control (McKeown and Spandler, 2006). Such staff
would clearly experience alienation in their job roles. Arguably, critically engaged
practitioners and academics would be, at one and the same time, most sensitive
to experience this, but also best placed to redeem their situation through the work
fulfilment that comes from authentic alliances with service users and communi-
ties. Arenas of health and social care practice are an opportune place to explore
this notion of alienation, before turning to the possibilities afforded within univer-
sities concerned with health and social care.

Despite the emphasis in classical Marxism, alienation and its flip-side, work
as self-realization, is a neglected concept in analyses of health and medicine,
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even amongst Marxist commentators on the subject (Yuill, 2005). One exception
is Cohen (1995), who pointed out that a Marxist notion of alienation reflects
people’s attachment to personal autonomy and self-ownership, concepts usually
appropriated by libertarians rather than socialists. For Cohen, the privatization
of property is a form of restriction of people’s freedoms to use things owned by
others; this perspective challenged the view of right-wing thinkers that demands
for equality alone posed a threat to liberty.

Yuill (2005) has attempted to resurrect interest in alienation within medical so-
ciology, and draws attention to the centrality in Marx’s thought of notions of em-
bodiment and emotions, and how these are distorted by labour under capitalism
leading to poor health outcomes. Yuill (2005) makes the connection in this context
with more modern theories of emotional labour. Marx was interested in people
as social beings, and it is their social relationships that shape their consciousness
(McLennan, 1977). Marx rejects the idea of an unvarying human nature, seeing the
potential for completely altruistic relationships checked by prevailing social and
economic conditions (Coates, 1990).

‘Species being’ is only fully realised in communistic society, with people max-
imizing creativity and cooperation amongst their fellows. It is the way in which
work is organised and controlled that exploits and alienates workers. Marx is
highly critical of this state of affairs under capitalism, not just because it is ex-
ploitative and unfair but also because this damages our development as human
beings (Porter, 1998). Health and social care jobs can be rewarding and satisfying
but, arguably, various developments in the organization of modern services render
them implicitly alienating, perhaps accounting for some of the evidence relating
to workplace stress and burnout.

This can happen on two levels. First, the application of technologies of care and
treatment is accomplished at the expense of staff autonomy and control over work-
ing practices. Individual workers experience alienation because the organization
of their work divorces them from a stake in all aspects of the job, especially the
finished “product’. Unrewarding work is most likely to resemble the sort of task
allocation seen on factory production lines, and the most rewarding work is akin
to pre-industrial craftwork or newer visions of flexible specialization. Task allo-
cation and tendency to minimise practitioner autonomy are exaggerated by the
dominance of narrow medicalised conceptual frameworks and the creeping intro-
duction of managerialism and marketization. Second, is the alienation that arises
when one’s self-image and role aspirations are at odds with experiences of work.
Marx identified the notion of ‘species being’ to describe the alienation occurring
when an individual’s need to work and contribute to the welfare of fellows and
family members is undermined. People become alienated from themselves, from
one another and also from their social world, their community.

In this sense, the experience of work unsettles people’s very sense of self and
identity. Arguably, practitioners would prefer to think of themselves as caring
individuals making positive contributions to the lives of service users. How-
ever, the actuality of these roles commonly threatens this idealised sense of iden-
tity, with practitioners often finding themselves in conflictual relationships with
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service users. The effect of this is to engender service user dissatisfaction with ser-
vices, associated with their experience of individual workers. These practitioners
are placed in the position of wishing to make a positive impact in people’s lives
and for that to be appreciated, whereas the actual experience is to be perceived
negatively and feel unappreciated.

The organization of health and social care work has been analyzed by various
commentators. It has been argued that Braverman’s critique of industrialised pro-
duction, division of labour and degraded experience of work was equally appli-
cable to human services occupations (Doyal, 1979; Carey, 2009). The visible frag-
mentation and specialization of the labour process is not even primarily concerned
with the most efficient organization of work, rather it is a means by which control
is exerted over the workforce.

Successive reorganizations and market-orientated reforms of the UK National
Health Service have operated to progressively exacerbate tendencies towards frag-
mentation of tasks and control over practitioners” work (McKeown, 1995; Towers,
1996). Similarly, research has highlighted workers’ discomfort with prevailing ide-
ologies with Bolton (2001: 94) finding nurses “alienated from the concept of treating
patients as customers’. Alternative models for organizing the labour process, offer-
ing workers involvement in all stages, from planning to implementation, might be
the antidote to alienating features and actually be more productive (Wood, 1989).
Piore and Sable (1984) describe a system of flexible specialization modelled upon
the re-emergence of craft skills, optimizing worker autonomy and flattening out
hierarchies. Such approaches correspond with an ideal-typical conceptualization
of nurses” work, organised around the craft of caring, maximizing autonomy and
continuity in caring relationships (McKeown, 1995).

Cooperative, non-hierarchical team-working might also reduce feelings of alien-
ation. However, if team structure reproduces hierarchies and status differentials in
the division of labour, then it can actually exacerbate alienation (Cott, 1998). This is
especially the case amongst lower grades of staff with less resources and chances to
alter their status, but who are key to implementing decisions made by higher sta-
tus professionals. Cott (1998) notes that alienation arising from the social structure
for staff in hospitals is not news. This is greater amongst staff experiencing rou-
tinised, mechanical conceptions of their work (Coser, 1963) and where rigid, im-
personal structures of authority prevail (Pearlin, 1962). The dominant ideology of
biological psychiatry in mental health services, for example, allied with prominent
discourses of risk and governance, can exacerbate the extent to which workers feel
subject to control. Various commentators have drawn upon a notion of emotional
labour (Jones, 1994; James, 1992; Bolton, 2001) to highlight stress associated with
the sort of intimacy and interpersonal relationships central to the work of health
and social care practitioners. James (1992) suggests that routinization of work un-
dermines models of individualised care that more thoroughly engage with these
emotional aspects.

It is also worth noting the commodification and reification of relationships
inherent in some of the prevailing language in caring services. Relationships
become ‘packages’ of care and support becomes ‘input’. Certain health and social
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care professionals are increasingly given the role of promoting social inclusion
and social capital. While this offers some opportunities for developing genuine
social relationships and challenging exclusionary social practices, the language of
social inclusion ‘commodifies our relations with ourselves, as we treat ourselves
and our capacities as marketable commodities, and does the same with social
relationships’ (Levitas, 2004: 10). Workers are increasingly alienated from the
‘product” of their labour (the service users themselves and their experiences of
ill health or social needs) as well as being denied access to fulfilling relationships
and influence over the wider context of people’s lives. In this sense, workers can
increasingly be seen as alienated from ’species being’ (i.e. genuine human and
social relationships).

Many staff experience alienation, and at least part of this relates to ways in
which the organization of work blocks opportunities to engage in meaningful
alliances with service users. The fact that service users have emerged as a so-
cial movement, largely dissatisfied in their engagement with services, suggests
that the experience of health and social care services can be alienating for all con-
cerned, staff and service users. This leads us to concur with Sedgwick’s plea for a
grass roots collectivised approach to services, unifying the needs of users, work-
ers and carers (Sedgwick, 1982). There is potential for service user activism to be
implicitly life-affirming and promote well-being (Fanon, 1967). Staff connections
and alliances with the growing service user movement may offer similar rewards.
The possibility of staff collective organizations forging links with community ac-
tivism and newer social movements possibly offers a glimmer of opportunity for
the reinvigoration of some aspects of the traditional labour movement.

Individual funding schemes such as direct payments are becoming more and
more popular, especially in social care, and will possibly even be extended to
health care in the United Kingdom. Such mechanisms give service users money in
lieu of services, so they can arrange and purchase their own support to meet their
assessed care needs. This may offer service users the opportunity to develop their
own individually tailored responses to their needs. However, there are still some
unresolved questions and suspicions that these will entail further rationing of care
and be associated with unwelcome privatization and curtailing of community re-
sources for those who still wish to use directly provided services (Spandler, 2004).
In some ways individual funding mechanisms offer opportunities for new and
innovative partnerships between service users, carers and workers through vari-
ous mechanisms, such as advance directives and new working contracts (Spandler
and Heslop 2007). Radical developments could include politicised alternatives and
self-help organizations, such as networks of people who hear voices, experience
paranoia or self-harm in the mental health field (Jacobson and Zavos, 2007; Cress-
well, 2005). On the other hand, there are concerns that direct payments could re-
sult in further avenues for alienation if workers (or personal assistants) are iso-
lated, unsupported and un-unionised. Ultimately, tipping the balance in favour of
greater collaboration will depend, at least in part, on the strength of independent
service user and carer organizations and their ability to develop links with work-
ers and trade unions (Cresswell and Spandler, 2009).
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It would be naive to recommend a simple notion of ‘user involvement’ as a
‘non-alienating’ remedy for all perceived ills. Partly because of the way this term
has been so co-opted and incorporated into top-down managerial and policy ini-
tiatives, partly because of conflicting ideologies at stake in different versions of
involvement and activism, such as in the tensions between new and old social
movements. There is ample room to concern ourselves with more sophisticated
understandings of this territory and disaggregate the notion of user involvement
and alliances to arrive at those elements and contexts with the most potential for
radical ends. This might boil down to a focus on mutual relations of care, support
and action, resonant with Delanty’s concept of personalism. Such an approach
might open up links between progressive health and social care work and em-
powered service users and carers active in social movements or other forms of
community and civic engagement. This might occur in forms of collective action
or consciousness-raising between workers and users. There might also be opportu-
nities for all concerned to confront stigmatizing constructions of difference, adopt-
ing alternative notions of self and identity, framed around common humanity and
connectedness rather than pathology.

In an example of prefiguration in action, Crossley (1999b) has outlined the idea
of ‘working utopias’ as mini-realizations of imagined changes desired by the user
movement. They are ‘working sites’ of alternative practices or ‘laboratories of ex-
perience” which bring together radical practitioners, activists and theorists, pro-
viding common reference points as well as actual meeting places for the generation
of radical ideas which are important in reproducing social movement knowledge
and activism.

Community engagement activities for universities involve partnerships and al-
liances between university staff and individuals and self-organised groups in the
local community from a range of different user and carer perspectives. The re-
search findings of the Comensus project (Chapter 9) reflect wider observations
regarding new social movements with strong themes around activism, common
purpose, altruism, friendships, mutuality and solidarity in the emerging relation-
ships. The university staff with a health or social care practice background report
opportunities for more fulfilling and rewarding relationships than were necessar-
ily available to them as practitioners (Chapter 8). This might reflect the relative
ease in establishing egalitarian and mutually empowering connections where the
issue of direct care delivery is not immediately at stake. Whatever the reasons
might prove to be, it is clear that different sorts of relationships are possible when
efforts are made towards building alliances in different contexts.

In the UK mental health survivors movement, for example, a largely user-led
initiative to preserve the movement’s history is supported by a network of
roughly a hundred members, the Survivor’s History Group. Within this grouping,
a number of academic supporters who are not personally part of the survivors’
movement have made notable contributions, including writing portions of the his-
tory of the movement (Campbell and Roberts, 2009). Some of this history includes
moments in time where staff and service user alliances were important (Spandler,
2006). Arguably, the growth and autonomy of the user movement perhaps
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means that it is no longer dependent on such alliances to flourish. Yet the very
potential for alliance raises the prospect of interesting dimensions of solidarity
that challenge negative, stigmatised constructions of difference.

The delicate distinction between ‘workers” and ‘service users’ is always clouded
by the experience of distress endemic in modern society. Indeed, Sedgwick drew
attention to a passionate concern with what he regarded as the great seriousness
and specificity of mental illnesses which can debilitate the working classes, in-
cluding, and especially, mental health workers and political militants of various
progressive causes (Lukes, 1984). Radical strategies must increase the possibilities
of greater self-determination addressing the needs of recipients and workers.

Highlighting issues of alienation or fulfilment in professional encounters is
more than just an abstract or academic exercise. Such matters are worthy of consid-
eration, especially in the preparation of future generations of practitioners. These
individuals will go on to occupy professional roles, affording them opportunities
to become involved in trade unions and connect with service user and carer or-
ganizations. Policy developments like personal budgets present some tricky chal-
lenges to the notion of alliance in encounters with service users, further reinforcing
the need for service users, carers and workers, including personal assistants, to
come together in learning. Arguably, prior reflection on the value of personal,
therapeutic and political alliances is a crucial part of a rounded professional
education.

The key to undermining alienating relationships is the transformation of the
social structures and cultures sustaining them. The social history of health and
social care suggests a strong vein of radicalism is available to practitioners, if
at times the expression of this is muted or constrained. One possible route to
more rewarding and less alienating care practices is through alliances on various
levels with service users, organised service user groups and community activists.
Institutional responses can hazard potential beneficial effects through processes
of co-option and incorporation. Our tentative conclusion is that there is a need for
practitioners and academics to be in touch with and connected to broader social
movements, to nourish their alliances and facilitate progressive ways of working
beyond narrow notions of user ‘involvement’ and ‘consultation’. The idea of
‘critically engaged” academics and academies is an interesting starting point for
pursuing this in a university/community context, heralding the possibility of
working towards universities as ‘mini-utopias’ of progressive and prefigurative
practices, and hopefully greater fulfilment in role and positive sense of identity
for the staff who work in them.
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Service Users’ and Carers’
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An ongoing interest in and abiding respect for people with special healthcare needs have
motivated and shaped my career, firstly in special education, then in medical education.
As a teacher, I asked my students and their families about their lives and needs, struggles
and triumphs, always learning from their stories. Variously, they told me about experi-
ences with doctors and nurses, therapists and social workers, in hospitals, clinics, offices
and home therapy programmes. I quickly learned that those of us who were trying to
help would do a much better job if we learned to listen carefully, and to shape our pro-
grammes, interventions, care and systems according to the insights we gained from the
people living with needs that required health care or special education. By the time I be-
gan to plan my doctoral dissertation in 1980, it was clear to me that I would structure my
research and work to build ways to learn systematically from people living with disabil-
ities and health conditions. And so my journey has continued — from special education
to healthcare, with parents and patients as advisors, to medical education and beyond,
always seeking ways to listen and to shape the systems of care within which I worked ac-
cording to the insights I gained. Much later, in 1994, we faced serious and chronic health
challenges in my own family, as my husband encountered a sequence of stunning in-
trusions in his previously healthy life. I found myself in the role of carer and tenacious
advocate as we negotiated the stormy waters of the crises, and then as we learned to
live our lives in circumstances forever changed by these events. I had already known
that the ‘patients and their families” were my colleagues and teachers. These personal
experiences have served to anchor in my soul the importance of working together as we
care, give, teach, learn and make a difference through education, always integrating sto-
ries and wisdom from the lives of those we walk alongside. (Janice Hanson, Uniformed
Services University of the Health Sciences, Bethesda, Maryland, USA)

My thoughts, emotions and orientation towards social activism were shaped during an
era of significant social upheaval in the United States. Those were the days of the civil
rights, women’s, and students” movements and they instilled in me a sense of collabora-
tion and responsibility for co-creating a more equitable, participatory democracy. I chose
a life of service through the practice of primary care medicine. When I entered medical
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school, there were few role models from whom to learn ways of being with others that
honoured their whole life contexts and experiences. But I knew that, as much as I needed
to learn the science of medicine, so too did I need to learn from patients about the ways
of their bodies, hearts, souls and minds. Only by listening to their stories, hearing their
personal wisdom and integrating this with my own would I be able to act as a part-
ner in fostering health and managing illness. No doubt, my personal role as a carer for
family members with mental health issues deepened my commitment to supporting and
helping others find their own ways to health. Now I do more teaching than doctoring,
but my commitment to learning and helping others learn how healthcare relationships
can serve as a source of caring, support, and shared wisdom has not waned. I hold this
sense of purpose deeply and carefully. (Beth Lown, Mount Auburn Hospital, Cambridge,
Massachusetts, USA)

4.1 Introduction

At Mount Auburn Hospital in Cambridge, Massachusetts, physicians in post-
graduate training in radiology were uncomfortable speaking directly with women
in the mammography suite about their abnormal mammograms. Not all of the
staff radiologists enjoyed that assignment either. The rapid pace and volume of
patient throughput created challenges. Perhaps more importantly, many of the
physicians in training simply did not know how to respond when a person burst
into tears, appeared fearful or questioned the uncertainty inevitably inherent in
radiologic interpretation. Furthermore, radiologists, unlike primary care physi-
cians or general practitioners, have no previous or ongoing relationships upon
which to build such difficult conversations. Nevertheless, the hospital was com-
mitted to providing women with immediate information about their diagnostic
mammograms in order to meet women's preferences (Levin et al., 2000; Raza et al.,
2001), potentially reduce their anxiety and enhance follow up (Barton et al., 2004).
In response, the training programme involved women who had survived breast
cancer in designing and teaching a communications curriculum, and in providing
feedback and evaluation of the trainees” communication skills (Lown, Sasson and
Hinrichs, 2008).

Educators at the Uniformed Services University of the Health Sciences in
Bethesda, Maryland, created a programme to teach medical students during
their family medicine clerkship about advocating for individuals and families in
healthcare systems and communities, and how to plan healthcare management
grounded in the context of people’s lives. People with complex or chronic health
conditions worked with faculty to develop a new teaching programme about
health and disease in life context, and patients, parents and medical school faculty
began co-teaching a workshop about advocacy. Service users and family mem-
bers also worked with the faculty to write standardised cases to assess whether
students had acquired the communication skills, understanding of users perspec-
tives, and knowledge of healthcare and community resources needed to address
the needs of individuals and families (Hanson and Randall, 2007a).
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Faculty in schools of medicine, psychology, social work and other health pro-
fessional education programmes have developed curricular activities like these
at many universities, hospitals and other community settings around the world.
The first challenge is to get the programmes started. Hand in hand with that chal-
lenge comes the next: involving service users and families in designing and im-
plementing evaluation of these innovative programmes, and designing research
to determine whether the practices, insights and outcomes of these health profes-
sional education programmes will transfer or generalise more widely. This chapter
describes evaluation and research methods for health professional education pro-
grammes in which service users, carers and other faculty teach and learn together.
The chapter also references examples of efforts by those who have applied these
methods, and discusses collaboration of service users, carers and other faculty in
setting a research agenda, designing systematic research and evaluation processes,
gathering data and interpreting results.

Recent reviews of the literature provide numerous papers and valuable descrip-
tions of the variety of ways in which service users and carers have been involved
in health professional education (Spencer et al., 2000; Wykurz and Kelly, 2002; Jha
et al., 2009a). The spectrum of reported involvement of service users and carers
varies in the duration of contact with learners, the degree of service user or carer
autonomy during teaching encounters, the amount of preparation for teaching,
the amount of service user and carer involvement in planning and evaluation,
and the degree of institutional commitment to their involvement (Tew, Gell and
Foster, 2004; Towle and Goldolphin, 2008). Examples of involvement include:
eliciting service user or carer input with regard to training content (Rudman,
1996; Flanagan, 1999; Randall and Hanson, 2000; Sawley, 2002); developing
learning materials (Coupland, Davis and Gregory, 2001, Hanson and Randall,
2007b); providing feedback on professional skills through questionnaires (Greco,
Brownlea and Mcgovern, 2001); and interacting with learners as teachers and
as evaluators (Branch et al., 1999; Hendry, Schrieber and Bryce, 1999; Davidson
et al., 2001; Haq, Fuller and Dacre, 2006). The teaching and evaluation have most
frequently been in the area of communication and physical examination skills.
These papers provide the reader with insight about how the authors framed
the results of their educational programmes, and to some extent they provide
examples of evaluation and approaches to educational research. The majority
of these papers, however, describe programmes with little focus on evaluation
or research. Those that do address evaluation generally focus on the evaluation
of participants’ reactions to and satisfaction with the programmes, and do not
attempt to measure more concrete or long-term outcomes.

Programme evaluation is essential if goals include the development and con-
tinuous improvement of effective educational models that involve service users
and carers. Educational research is essential if goals include the development of
transferable or generaliseable insights and theories about what elements of these
programmes foster intended goals and facilitate behavioural and institutional
change. When developing a new programme for health professional education or
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evaluating how well a programme works in a particular setting, it is helpful to
think about different levels of outcomes. These levels may include changes in
learner knowledge, skills, attitudes and behaviour, and impact on a healthcare
setting or community. When seeking to discover knowledge that may generalise
or transfer to other educational settings, in addition to thinking about levels of
educational outcomes, careful choice of a research design is important.

When planning a programme evaluation, Kirkpatrick’s four levels of evalua-
tion provide a helpful framework (Kirkpatrick, 1998). Level 1 is reaction (how well
learners liked the programme), level 2 is learning (what knowledge or skills were
learned), level 3 is behaviour (what changes in behaviour or skills resulted from
the programme) and level 4 is results (what tangible outcomes resulted from the
programme). In the literature, most of the papers about educational programmes
that include service users and carers describe what the programmes do, what edu-
cational and administrative processes they have established and how teachers and
learners react to them. Few, however, assess Kirkpatrick’s higher levels of evalu-
ation, such as changes in attitudes and actual behaviours in clinical settings, or
the impact of programmes on educational institutions and on the communities
in which participants live. Descriptions of service user and carer involvement in
health professional education have served a useful purpose in the literature, help-
ing to stimulate the development of innovative programmes that involve patients
and families in co-teaching and shaping the form of health professional education.
The challenge that remains, however, is to move beyond description and evalua-
tion of process to that of outcomes and meaningful impact, facilitating the devel-
opment of theories and models about learning in programmes that involve service
users and carers and providing insights about behavioural and social change upon
which an international community of educators can build.

Educational research on service user and carer involvement in health profes-
sional education, like social and behavioural science research in general, is hard
to do well. Most educational research never makes it from projects to published
papers, and most published papers in education never appear in the citations of
papers by other authors (Kline, 2009). There are probably many reasons for this,
including limited resources and the difficulties inherent in doing robust educa-
tional research. Educational research in a contrived setting that controls variables
for precise measurement would have little relevance in the real world, and ed-
ucational research in the real world involves multiple variables and complicated
context. Nonetheless, programme evaluators and educational researchers who cre-
ate guiding questions that focus on learning outcomes and the impact of edu-
cational programmes will more likely make a difference with the work they do.
This chapter will address some of the challenges of both programme evaluation
and medical education research by suggesting evaluation and research outcomes
that make a difference when involving service users and carers in health profes-
sional education, and by describing research designs and methods that will help
educators address meaningful questions with sound design and a bit of creativity
as well.
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4.2 At the Start: Clarify Your Vision and Choose a Question to
Address and an Outcome that Makes a Difference

What drives us to build a new educational programme, to share our own health-
care experiences in a teaching setting, or to involve service users and families in
the teaching we do? How do we establish a vision and a set of goals? Our vision
and goals come from a sense in our hearts and minds that there is a gap between
our values and our practice, between what we believe in our hearts will make
healthcare work well and what we experience in the healthcare setting, or between
our values and educational outcomes. Research and evaluation questions begin to
emerge when we see something that is not right, discern how to address it, and
then decide how to determine whether we have made any progress. For exam-
ple, we might decide that our core values are compassion, kindness, relationships,
equality, respect and justice. If we then see programmes, behaviours, learning and
outcomes that contradict this set of values, we decide to take action. Action in-
cludes writing a good question that addresses the gap between our values and the
practices and outcomes of educational programmes for health professionals.

This chapter is a call to action, a call to examine gaps between personal experi-
ence of service user and carer involvement in health professional education and a
particular vision of ideal involvement, or between outcomes of educational pro-
grammes and goals for learners. If a gap is seen, the optimum response is to write
a question about it, design a plan to initiate change, and then figure out how to
evaluate the impact of the change. For example:

At Mount Auburn Hospital, the questions that guided the project to address the
educational need of the radiology residents were these: What should effective,
person-centred communication look and sound like? Who should decide what
constitutes ‘best communication practices’ in this discipline? Their educational
research group (a radiologist, a patient-trainer and educator, and an internal
medicine physician with communication expertise) began by agreeing upon the
fundamental belief that best communication practices should be collaboratively
co-constructed and co-taught with women who had received the news of an
abnormal mammogram working with the physicians, educators and learners
throughout the project. They initiated their research by asking service users who
had undergone diagnostic mammograms, experienced radiologists, and radiol-
ogy residents in training to help build an understanding of their experiences.

As a second example:

At the Uniformed Services University, service users and families working in
the educational programme emphasised the importance of doctors’ commu-
nication with them, and the importance of planning healthcare in a way that
helped them live their lives at home, work and school. When the family
medicine clerkship developed a new workshop for medical students, the family
medicine faculty worked with the service user and family faculty to write four
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standardised service user cases that assessed the medical students’ skills in basic
communication and in building relationships, efforts to plan with service users
and referral to healthcare and community resources that could help address a
person’s health problem.

4.3 Service Users, Carers and Other Faculty Work
as Partners in Research and Evaluation of
Health Professional Education

We may initially find ourselves working together because this supports our val-
ues or implements public policies or grant proposal requirements that promote
involvement of service users and carers. For example, the National Health Service
Constitution in the United Kingdom specifies that service users and carers will
participate in health professional education and in planning and implementing
healthcare research (DH, 2009b). In the United States, the National Institutes of
Health requires that all proposals for Clinical and Translational Science awards,
which fund multimillion dollar, multidisciplinary healthcare research and edu-
cation projects, include specific and meaningful plans for community engage-
ment in the planning and implementation of the projects (NIH, 2009). It be-
comes clear, however, that we can design programmes that promote health and
heal illness only if we consider the perspectives and lived experiences of those
most affected by such programmes. Identifying the most important questions and
truly meaningful outcomes requires integrating the perspectives of those who
live most closely with the results of teaching and the systems of care, as well as
the perspectives of professional educators and researchers. Systematic evaluation
and research help educators translate these ideas into practice and measure the
outcomes.

Service users, carers and other faculty can play important roles in all phases of
research and evaluation, from planning through data collection and its interpreta-
tion. Some may bring their perspectives and priorities to decisions about the focus
of research and evaluation, choices about design and methods and approaches
to analysis and interpretation, while others may bring technical expertise about
teaching, research and evaluation methods. The goal of this work, however, is to
collaborate fully in decision making and the activities of the research effort, from
the beginning and in each thing we do. Some of the roles that service users and
carers and other faculty can fill together in research and evaluation include the
following:

1. Look at the domains of potential outcomes and decide what areas of impact

best fit a particular educational programme, organization and community.

Write questions and goals for research agendas.

3. Write specific goals and objectives for a particular research or evaluation
project.

N
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4. Critique a set of evaluation or research goals or questions in terms of com-
prehensiveness and importance, integrating different perspectives in the
critique.

5. Critique a draft of a research or evaluation project design in relation to

whether the procedures convey respect for participants.

Write questions for interviews, focus groups and surveys.

Create easily understood instructions for research participants.

8. Write informed consent documents that incorporate service users and carers’
perspectives of potential risks of participation, and that are short yet com-
plete, straightforward, and understandable.

9. Define variables for educational intervention studies.

10. Participate as interviewers, observers and note-takers.

11. Serve as research participants in interviews, focus groups, surveys and other

measures of outcomes.

12. Interpret research results.

13. Prepare and present research results for service users, families, community

groups, educators, policy and programme planners and leaders, ensuring
that differing perspectives are appropriately represented.

No

Each member of the team brings unique and important perspectives and contri-
butions, and the evaluation effort is richer when it represents this diversity. Indi-
viduals and health professional institutions may, however, vary greatly in their
motivation, ability and the resources available to incorporate the views of ser-
vice users and carers in educational planning, education and research, and ser-
vice users and carers may distrust efforts to do so. Efforts to introduce changes to
long-established approaches to these tasks can be daunting. We may find ourselves
tempted to lessen the magnitude of these efforts by seeking solutions that inadver-
tently limit access to participation or representation of important perspectives. For
example, we may seek the participation of service users and carers who also have
formal expertise in research and evaluation, or educators and researchers who feel
they can adequately represent the perspectives of service users and carers. With
perseverance, however, service users, carers and other faculty can deepen their
understanding of the experience of illness as well as of evaluation and research
methods as they work together over time.

4.4 Domains of Outcomes of Service User and Family
Involvement in Health Professional Education

Pursuing goals for education that incorporate service users and carers in meaning-
ful ways requires turning attention toward the domains in which we collectively
hope to have an impact. Who or what do we hope to affect with an educational
programme? In other words, who is the target audience for change? We may want
to target several audiences within education, service user and carer communities.
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We may hope for broader organizational change, such as a change in the culture of
an educational institution, a change in the healthcare system where service users
and families receive care, or a change in the communities in which people live
and work. We may hope to contribute to national or international literature about
health professional education.

Another way to think about the impact we hope to evaluate or study is to con-
sider our desired outcomes in terms of the levels of programme evaluation de-
scribed by Kirkpatrick and outlined previously (Kirkpatrick, 1998). Level one is
the participants’ reactions to the educational programme — for example their sat-
isfaction, degree of participation, or sense of satisfaction about their learning (for
students), or satisfaction with their contribution to learning (for service users, car-
ers and other faculty). Level two encompasses the learning that results from the
programme, such as the knowledge and attitudes acquired by students, new in-
sights and attitudes acquired by healthcare providers who serve as faculty, or the
new skills or insights acquired by the service users and carers who also teach.
Level three includes changes in behaviour. What do the students do differently in
their clinical practice settings? What do the service users and carers who serve as
educators do differently when they seek their own healthcare, or when they work
or teach in their communities? What do faculty members do differently when
teaching? Finally, level four comprises various kinds of impact on organizations
or communities. What changes occurred in the culture of an educational setting,
a hospital or clinic, or the culture of the communities in which students, service
users or carers and other faculty members live and work?

Table 4.1 summarises these domains of impact for evaluation or research study
outcomes, and provides some examples of the outcomes that might be described
or measured. When choosing outcomes for evaluation or research, the key is to
focus on outcomes that describe a meaningful result of the involvement of service
users or carers in an educational programme. In some fields of research, the ‘gold
standard’ is a randomised controlled trial. In educational evaluation or research
that is embedded in the context of a social or educational setting, however, a ran-
domised controlled trial may not provide the best way to determine the outcomes
of the work. Evaluation and research in such settings is best designed by determin-
ing the outcomes that are meaningful to participants, and then choosing (from the
wide array of research and evaluation strategies described in the sections below)
the approach that best assesses these outcomes.

4.5 Research and Evaluation Design

Research and evaluation designs provide a way to plan a systematic approach to
studying meaningful outcomes of education. The designs provide the basic plan,
and methods (discussed in the next section) provide ways to implement the plan.
A systematic plan and use of rigorous methods helps educators gather informa-
tion that will best aid in decisions about how to improve teaching. A systematic



*(900T “1v 12 Aarreg) s1oponysur uenisAyd
pue sajenosse Juryoes) Aef Surredwod
S}[NSa1 ApNjs SIS UO)BUTIIEXD

rearsAyd reuonyepunoy Surnyoeay,

(8661 “Aysdry

pue youelq) SJUspNIs [edIpaw JO S[[IS
UOTJRUTWEXS PUE 3DUIPHUOD “UOT}RULIOJUT
JO UOTJUSIDI UO SIOJedINPd SHLIYLIL

Aq uonuaAIayUL Ue JO Joedur 9AISOJ
(6002

“SIe[D pue uosuer] ‘umo) suenisAyd pue
syuanyed jo Apnys saneroqer[od e :Junyew
UOISIDOP PaIeys Ul QDUSNJUI [ENINA

(6661 “ouadg pue Loeig)

109lo1d syenperdiapun paseq-Ayrunuwruiod
© UI 9[01 I3y} U0 SMIIA syuaryed

jo Apnys aanyeyenb v :s1oyoes) se syusneJ
"(9600T “1v 32 eY[)

Apmys aaneyrenb v :uogeonpa Tesrpowr

ur s1oyoed; se syuaned Suisn jnoqe

SUTU} AJ[SI SJUSPIIS PUE SIOJEINPa JeYM

“(£00T “*v 12 umO(]) dUSSIoWS
103 9oeds Sunjew ‘Aypnusne Sumiep

¢Kynoey jo yoeduur

ay} Yim aredwiod S[[DS UOHRUTIEXD
[eotsAyd syuspnis uo sajerosse

Suryoesy Aef jo 1oeduur sy seop MOL
(SIUDPTS [BDIPSW JO S[[IS

UOTJRUTWEXS PUE 3DUSPHUOD “UOTeULIOJUL
Jo uorjuajar uo Joedwr aanisod

© 9ARY SHIIY}IE [3Im suosiad paurer)

AQ UOTJUSAIOIUL [EUOT}RONPS Uk Ue))
cowrurer3oxd

[euonyedonpa ay} 19ye pue SurLmp adueyd
suorsap ur uonedonred Afrurey pue osn
9DIAIDS JNOQR SAPNIIHE ,SISUIR] PIP MOL]

(dwwrerdord oy yim

UOT)ORJSTjeS JOUTLd] JO IADed) ST JeyA
;syuapmys 10y swrurerdoxd

[euoreonpas ue ur siapea) se unedonred
0} J0EI SISILD PUE SIISN IDIAIIS PIP MOE]
(STADLD] Se SIISN IDIAIIS

Gurajoaur saunwrerdoxd Jeuoneonpa

aly} 0} 10eax AJNdey pue SJUIPNIS Op MO

¢9191dwod 10 a3ueyd

am prp spusuoduwod swrwrer3ord Yorym
;payusursrdur pue

padoreasp arem syusuodwod swrurerdord
yorym £q ssadoid ayy sem yeyp
(Suryoesy

(moraeysq

uo j0edwr) 991y} [9A9]
(Sururesy

uo j0edwr) om) [9A9]

(suonoeax
uo joedwir) sUo [9A9]

Jcyuasaxdar Aayy prp
saandadsiad pue sdnoid
YoM ¢paredonred
ordoad Auewr mopy

iuerd am prp mop 4t

Op 9M PIp MOH] ;0P 0} INO
19S 9M JeyMm Op aM PI(],
‘suonysanb a1y sassaIppy

Surpuejsiopun
ydisut ‘o3pamoury
SIS
‘moraeyeq ORI ‘q
sopnimy e
SISUILI] 3} UO SIdILD pue
SI9SN 3DIAISS JO joedury

syuedonred jo sasuodsax
ISYI0 pue UoHORJSIES

:309[o1d (snsuawo))) 310ddns 19sn ao1A19S pue ssaooad Suruuerd o ur syedonred *S[9AJ] STy
pue juswagedus AJTunuruod ue )N dY],  SIOIEd PUe SIISN IDIAIIS PIP SI[OX Jeym Uf £q passarppe J0N UOIeNJeAd SSD0I]
armjexdyI] ay} ur payrodar sarpnys apdureg 21e3sa1 10 [2A3] >pred>png SaUI0d)NO JO UTEWO(

uonenyeas 10y suonsanb ardureg

"UOTJENEAS PUR DIeasal 10] SawodnQ)  ['H d[qeL



(panurguoD)

(800 “1v 32

wey3unjo)) SIjULd 3[eal dIapede ue
ur a8ueyd amymo jo ajduwrexs ue sapraoxd
,o3ueyd armynd Teuoneziuedio ur Apnys
3SED Y :[OOYDS [LDIPAW € JO WN[NILLIND
[eurIoyur 8} Sumdueyuy, TAIMOL]
*SI9IED JO SIISN IDIAIIS JO JUSWIAJOAUT
UIIM PJeIDOSSE 2INJ[ND [EUOHNIHSUL IO
syueuruoIIAUD SuruIed] feuorssajord yireay
ur adueyd jo sapdurexa ou pury prnod apn
“(e£00C ‘TTrepuey pue

UOSUBE]) SI0JeINPd [edTPau Pue SIT[TUre]
‘syuanye ] :diysiauyred e Sunpueapy

(000T W4239)

;yoeey oym syuanyed oy suaddey yeym
(900 “0x9319g pue ewlipy

‘amIg) Apnjs aanyeyifenb e :uoneuruuexa
o1a1ed oy Suryoesy ur syusryed
reuorssajoid 3uraq jo sousLIadXs S, USWOA
,J19s jo uonydediad 1a1es]d pue 13uU0KnS VY,

(uwrerdoxd euoneonpa

1o ur aduep ayy adurs padueyd
UOTINITSUT INO JO dINI[ND 3} Sey MO
£SI9DE) Sk SII[TWE] pue SIasn

9014198 paAjoAur surwerdord ayy 1eyye
pue 210joq d8Ued JUSWUOIIAUS SUTUILd]
a3 Jo suondrIosap Juapnis prp MoK
JUWIN[NDLLIND INO JO JUSUOD

ay) paduep s1ayoed) Sk SaI[IWe] pue
SI9ST 9DTAISS JO JUSWDA[OAUT d} SLY MOL]

(WIRYSAS a1edj[eaYy oy} ajediaeu

0} MOY Jnoqe ured siayoea) ATrwey

pue I9sn 901AI3S PIp 93pa[Mouy JeYM
JUDEd) OYM SISIED PUR SIDSI IDIAIIS JO I
Jo Aytrenb pue yjpeay sy 309jje uonEINPd
reuotssajoxd yreay ur uonedonred ssoq
(ourwrerdoid Teuoneonpa

o ur 3upedonred 1eyye ured siored

pUE SI9SN 3DIAISS PIP SIS SUIYDL} JeyA
;s1ap1a01d aredU[eay UMO IRy}

m suonsanb Sursrer Surpre3ar aGueyd
SISIED PUR SISSN IDIAIIS JO IDUSPIFUOD S}
prp moy “Suryoes) ur Sunedonred 19)y

¢, 271 s juanyed e jo 1xa3u0d Ay,

noqe ured s1owIes] prp a3pa[mouws| Jeypm
¢saouaLIadxa Surures] [esturd

poasiaradns Suump Adde siouresy prp
Sunyewr UoISAP pareys JoJ SIS 1eYM

uonnjisur

9y} 10 “JUSWIUOIIAUD
Surures] ay3 “[ooyds

a3 JO ,2IN3ND, A} UO
JUSWIDA[OAUL ,SISIRD pue
,S19S1 9D1AIDS JO Joeduuy

(suoryezruedio
uo joeduwr) Inoj (oaa]

Surpuejsiepun
3isut ‘e8paymouy D

Aynunururod

AU} uI ‘s103ednpa

Se ‘aIedyjeay
ut sinotaeysq ‘s[fs  °q
sapmmy e

(oraeyaq SI9IED puE
uo oedwr) 921y} [9A9]  SIISN IDIAIIS UO UOHEINPS
(Sururesy reuorssajoid yireay

uo joedwr) om) [9A9] UT JuawiaAjoAul jo 3oeduy



(6661 “1V 12 puelg) NOLLIND d3ueyd

0} SUOT}EIOGR[0d AJTUNWIW0d—A}ISI9ATUN
[nyssa0ons 105 sinoraeyaq drysiepea]
"(000¢ “1v 12 puelg) uoneINpPH
SUOTISS9JOI ]

ey pue sdrysiouae Ayrunuruo))
U0 9ATJET}IU] [RUOT}EN] S,UOT}epuno,y
330113 M ‘M 93 Ut 23ueyd Je[noLLmnd
SurI0TUOA] :98ueyd TR[NOLLIND ,1ed) ON],

(900 “v 12
UBW[0))) [BLI} PI[[OLUO0D PISIWOPUERI € JO
S}NSIY UOTIUSAIDIUT SUOTJISURI} 18D 3],

£S9WI0INO [EUOT}EINPD
aA7IsOd Y3IM Paje[aIIod JUSWATOAUL
I9IED pUR I9SN 9DTAIDS JO 99139P A} S90(]
;sdumes Aroyemnquie

UT B[NOLLIND MU JO uorjejuawadwr pue
JyS1s10a0 ay3 ur pajedonred siared pue
SIOSN SDTAISS PISL]-AJUNUIWIOD dABY MOL]
(ourwrerdoxd Teuoneonpa

mo paja[durod oym SIaUTea] IO ‘SI9TEd
‘s1asn ao1a19s ‘Aynoey Aq uonyedonred
y3noxy} padueyd sdnoi3 Loedoape
juaned paseq-LJrunuIwod aAeY MOL]
(saunerdord euoneonps o

ur Sunjedonaed 19)ye padueua 10 PajIe)s
SIOTED PUE SIISN IDTAISS ALY ATLDJ[eay]
JNOQE S}IO0JJO [EUOTIEINPD MAU JRUM

Juonezieyrdsoy-a1 1osn

9DIAISS JOJ PISU Y} UO U] UOTIUAIUL
[euoryeonpa 1o jo joedurr ay sey eypm
;sued uonyeorpawr uodn-paairde

U0 YSNOI}-MO[[0] [NJSSI0INS SIIST
do1a19s Gurpregar parmodo aaey sadueyd
jeym ‘aururerdoxd reuoryeonps 1o aduIg
(SUOTSIAP

Suruuerd a8xeyosip ur sar[rwue) pue sIasn
9DTAISS SpN[OUT A[[NJ 910U 0} padueyd
ssaooxd Guruuerd adreydsip 1o sey Moy

SIPuUILdT P
sdnoi8 £oecoapy
Aymoegy q
sa1[Tuey
pue SI9sn 9IAIRS ‘e

J

puofaq
pue (suoryeziuedio
uo joedwr) Inoj (oaa]

UY3NoIy} SanIunuuiod
U0 JUSUWIDA[OAUL JO Joedw]

(sowrurex8oxd

aoueamsse £yrenb

UT pasn samseauwr

Ayrenb pasoen

pue syIeWYPUaq

Surpnpour)
SaWIo0INO Ifedy  °q

(seonoead

W9)SAS 21ed3[eaY)
POISAI[DD ST 9Ied MOH “®
SILD}[LaY UO UOT)EdINPa
Teuorssajoxd yreay ur
JUSUWIOA[OAUT SIDTED PUe
,SI9sn 201AI9S Jo Joeduuy

(suoryezrueS3io
uo joedwr) Ioj [9Ad]

arnjerdyr] ayy ut payprodarx sarpnys apdureg

YoIeasai 10
uonenyeaa 1o0J suonsanb ajdureg

[9A3] dp1ned>n S9UI0JINO JO UTEWO(]

(ponuyuoD) 1'¥ AAqeL



Research and Evaluation of Service Users’ and Carers’ 73

approach and rigorous research also build credibility for educational work. Pro-
viding good education for health professionals, and integrating the insight and
expertise of service users and carers, is important work that warrants care, atten-
tion and resources for systematic evaluation and study, as well as high quality
teaching.

Traditionally, research has sought the discovery of new information. More re-
cently, several influential thinkers, for example Ernest Boyer and Charles Glassick
(Boyer, 1990; Glassick, 2000a; Glassick, 2000b; Simpson ef al., 2007), have promoted
a broader view of scholarship to include not only the discovery of new informa-
tion but also systematic approaches to the development and evaluation of teach-
ing and the application of insights and information discovered by others. Descrip-
tions of the scholarship of teaching and the scholarship of application provide a
framework for approaching the evaluation of teaching and the application of cur-
ricular strategies in a particular educational setting. The results can answer local
questions, which is important, and may be applicable to other programmes with
similar goals, values and innovations. The criteria for good scholarship can help
planners organise a systematic, thoughtful approach. The criteria include the fol-
lowing (Tewksbury et al., 2009):

a. Clear goals. Is the basic purpose of the project well defined? Do the objectives
of the project address a problem of importance or consequence? Are the objec-
tives realistic and achievable?

b. Adequate preparation. Does the educator show an understanding of existing
scholarship relevant to the project? Does the project benefit from the educa-
tor’s own skills and expertise? Are resources used appropriately to advance
the project?

c. Appropriate methods. Are the methods chosen and applied appropriate for
the project? Are the methods modified as necessary?

d. Significant results. What is the evidence of the success of the project? Are the
goals achieved? Do the results contribute notably to the field in a manner that
invites further explorations?

e. Effective presentation. Is the presentation of the project in a suitable format?
Is it well organised and clear? Will it reach the intended audience?

f. Reflective critique. Has the educator thoughtfully assessed the project using
his/her own perceptions as well as the critique from others to refine, enhance
or expand the original concept?

It is important to determine whether the intention is to evaluate an educational
programme or activity against existing standards, or to do research to discover
new original knowledge. Evaluation focuses on a local programme, to assess how
well the programme works. Information gathered during evaluation aids in deci-
sions about modifying a programme to improve it. Research, however, aims to col-
lect and analyse information in a way that will also transfer to other programmes
in different places (Priest, 2001). If the intention is to describe or measure outcomes
after the initiation of a new programme, an evaluation plan is needed. If what is
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required is an exploration of a new idea, or identification of themes about how ser-
vice users and carers interact with learners in an educational setting, a descriptive
research design is needed. If the intention is to test a specific intervention against
a predetermined set of outcomes, an explanatory research design is required, such
as a quasi-experimental or experimental design (Table 4.2).

Although many people tend to associate quasi-experimental and experimen-
tal designs with quantitative research and descriptive designs with surveys and
qualitative research, this distinction does not always apply. Both descriptive re-
search and experimental research can include either qualitative data or quantita-
tive data or both. Once a question is determined, the domain of impact should be
chosen. This will direct the outcomes that are to be observed, described, measured
or tested. Once these are agreed, a design can be chosen. Many books provide
detailed information about designing educational research and evaluation (Guba
and Lincoln, 1989; Isaac and Michael, 1995; Kern et al., 1998). The following pro-
vides brief summaries of designs.

4.5.1 Audits and Process Evaluation

Properly conceived, an audit and process evaluation can provide a good place to
begin. This approach to evaluation enables those who plan and implement a new
or modified educational programme to discover whether they have accomplished
what they set out to do. A good process evaluation includes a clear plan with
identified objectives that specify the programme components to implement and a
timeline for implementation. The evaluators then document whether each step of
the project and each component of the programme occurs, recording details about
what happened at each step and whether the activity met the projected timeline.
An audit may use checkmarks, tallies, verbal descriptions or numbers to describe
what happened in each part of the project. For example, the Comensus project in-
cluded a process evaluation. The participants reported whether planned activities
occurred when they developed service user, carer and community involvement in
health and social care education. They specified the activities that occurred during
each phase of the project, identified questions that would enable them to deter-
mine whether the activities occurred as planned, and specified tools for collecting
data to ascertain whether each component occurred and how it proceeded (Downe
et al., 2007).

4.5.2 Outcomes-Orientated Programme Evaluation

A programme evaluation that describes or measures outcomes provides system-
atic information about the effectiveness or impact of a teaching intervention or
programme, informing decisions about whether to continue the programme or
modify it in some way to better address objectives or meet programme goals.
Even a thorough, systematic evaluation that addresses all the criteria for schol-
arship may not provide information that generalises to other programmes, as its
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purpose is to evaluate a programme in a particular context. Hanson and Randall
(2007a, 2007b) have described a simple approach to an evaluation in which the out-
comes were the successful establishment of teaching activities that involve service
users and carers in a medical school (in their terminology, ‘patient and family ad-
visors’). They assembled a large group of patient and family advisors, developed
an innovative approach to co-creating new educational activities and described
the activities that they successfully integrated in the teaching programme of the
medical school. While these educational activities represented clear outcomes of
the project, and they provided enough information that other medical education
programmes could choose to implement the activities or a modified version of
them, there was no attempt to develop generalizable information in the way that
word is usually applied to research.

4.5.3 Descriptive Research

In descriptive research, educators use methods such as direct observations, ques-
tionnaires and surveys to describe characteristics, themes, patterns and relation-
ships between aspects of a programme in a way that may generalise or transfer
to other educational programmes or settings. Descriptive research helps educa-
tors uncover new insights, discover possible relationships, describe a point in time
or change over time, describe experience, describe outcomes, generate questions
or generate theory. Some categorise descriptive research as “pre-experimental de-
signs” (Campbell and Stanley, 1963). However, descriptive research can serve very
useful and important purposes, particularly if the researchers give some thought
to systematic generation of theory or questions for further study, and if evaluators
push beyond descriptions of the process to descriptions of meaningful outcomes of
educational work. Descriptive research designs include case studies without com-
parison groups, in which an educational programme or activity is described in
detail, and one-group pre-test-post-test designs, where the investigators measure
or describe participants” knowledge, skills, attitudes or behaviours before an edu-
cational activity, implement the activity with the group of learners who completed
the pre-test, and then measure or describe the participants” knowledge, skills, atti-
tudes or behaviours with a post-test or post-intervention set of observations. An-
other example of descriptive research is quantitative research that uses statistical
tests of the correlations between different variables that have been measured in an
educational programme. Correlations do not explain cause and effect, but they do
identify relationships between the different variables.

Qualitative approaches to research may provide particularly useful tools for en-
quiry in educational programmes that engage service users and carers as teachers
and curriculum planners. Qualitative approaches to research provide systematic
ways to build understanding of the perspectives of people whose experience of
life may be different from those of the investigator. ‘Qualitative description” as a
general research tool is useful (Neergaard et al., 2009). There are, however, sev-
eral different approaches to qualitative research, each of which provides a set of



Research and Evaluation of Service Users’ and Carers’ 77

tools to plan a study within a particular frame of reference. For example, con-
structivist research helps an investigator understand the ways people interpret
social experiences, and how their social constructs shape their experience of life
(Blumer, 1969; Magoon, 1977). In education that involves service users and carers,
a constructivist approach would help a researcher explore how interpretations of
social experiences shape reactions to and use of care and services. Ethnographic
research helps build an understanding of cultures — such as the culture of peo-
ple who need care for chronic health conditions, or the culture of people who seek
care at a particular clinic or hospital (Schensul and LeCompte, 1999). Phenomenol-
ogy seeks to understand a particular phenomenon from the perspective of one or
more individuals. Phenomenological research is particularly useful when seeking
to build an understanding of the meaning of an experience from the perspective of
a particular group of people (Beaton and Clark, 2009). Grounded theory provides
a way to approach data collection and interpretation that helps the researcher ex-
plain how themes that describe an educational programme or activity relate to
each other, and to interpret and compare the data until a theory emerges from the
researchers’ interaction with the data (Glaser and Strauss, 1967). Helpful, compre-
hensive texts for qualitative research include those of Corbin and Strauss (2008)
and Lincoln and Guba (1985).

4.5.4 Explanatory Research

Several designs are available to test a theory, test an educational intervention, or
test cause and effect in a way that may generalise or transfer to other educational
programmes or settings. In broad outline, designs may develop explanations by
testing a theory, testing predictions, or testing the effectiveness of an educational
intervention. No one study can provide completely definitive information that
generalises to all settings but over time, when many studies contribute informa-
tion about similar topics, a clear picture begins to emerge.

A researcher might test a theory devised from qualitative data by gathering ad-
ditional qualitative data, looking for themes and relationships in the new data and
then comparing the new data to the themes and relationships in the theory. If the
data from new interviews, focus groups or observations support the themes and
relationships described in the original data, this provides support for the theory.
Over time, a theory can be modified to better represent qualitative data gathered
in different settings or at different times. A well-developed theory could, for exam-
ple explain how learning occurs in a medical education programme that includes
service users and carers as teachers. A theory can also be tested with quantitative
data. A researcher might, for example, form a theory about which behaviours or
opinions fit in certain categories and then test the theory by gathering quantitative
survey data and using statistical tests to identify sets of items that group together.
A researcher could also test a theory by using a quantitative observation tool in
different educational settings, to determine if observations in the different settings
support a larger theory.
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Another approach to explanatory research involves making predictions, usu-
ally considered a quantitative approach and tested with statistics. For example,
a study could define and measure students’ learning outcomes, and then test
which aspects of service user and carer involvement in teaching best predict those
outcomes.

The most familiar approach to explanatory research is to test a hypothesis us-
ing an experimental design. In this design, a study randomly assigns some par-
ticipants to a group that experiences the intervention variable, which might be
service users and carers sharing their experiences in healthcare with the learners.
The experiment would assign approximately the same number of participants to a
control group that experiences a traditional educational programme, with no ser-
vice users or carers involved. For a true experiment, there must be prospective,
completely random assignment to the two groups, and everything except the in-
tervention variable should be the same in what the two groups experience. The
study then measures the same learning outcomes for both groups and compares
the results.

True randomization is usually not possible in educational settings, and pro-
viding exactly the same educational programme in every way except the one
intervention variable is usually not possible either. For this reason, a variety of
quasi-experimental designs have been developed. Campbell and Stanley thor-
oughly described many quasi-experimental designs in their classic book; Kern
and Thomas have applied these designs to the development of medical education
curricula and testing the educational interventions in the curricula. All of these
designs have ‘threats to validity” that the researcher must take into account but,
when a researcher uses the designs carefully, they can result in useful information
(Campbell and Stanley, 1963; Kern et al., 1998; Colliver and McGaghie, 2008).

4.5.5 Systematic Reviews, Meta-Synthesis and Meta-Analysis

The literature includes several narrative reviews that address health professional
education that involves service users and carers (Repper and Breeze, 2007, Wykurz
and Kelly, 2002; Jha et al., 2009a). Typically, there are not enough high-quality,
quantitative studies in this literature, with similar statistical analyses, to enable
a researcher to sum results across a collection of studies (Colliver, Kucera and
Verhust, 2008). Neither are there enough qualitative research studies in the litera-
ture to enable someone to do a formal meta-synthesis of the findings of qualitative
research regarding service user and carer involvement in health professional edu-
cation. As more high-quality studies are done, our understanding will grow.

4.6 Research and Evaluation Methods

This section provides a menu of methods that are available to implement a re-
search or evaluation design. In addition to thinking about which of these methods
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of data collection would best answer a particular question or outcome, it is im-
portant to consider what could be done most comfortably within a particular pro-
gramme, institution and community context. Available resources, such as money
or people with certain expertise, also play a role in the choice of methods.

Qualitative data collection gathers words and images. Retrospective data collec-
tion gathers existing documents or recordings, whereas prospective data collection
follows a plan developed for a particular study and gathers new data. Options for
qualitative data collection include the following;:

Observation: Researchers watch people in the setting where the education they
want to study happens. When planning the study, decide who and what to ob-
serve, where and when to observe, what to look for and how to record the data.

Interviews: Researchers ask questions of selected individuals, using open-ended
and clarifying questions. When planning the study, decide who to interview,
where and when to interview them, what questions to ask and how to record
the data.

Focus Groups: Researchers ask open-ended and probing questions in groups of four
to ten people. Again, plan who to include in the focus groups, where and when
to hold the groups, what questions to ask and how to record the data.

Document Analysis: Researchers study reports, archived records, minutes of meet-
ings, diaries and other documents and files. When planning the study, decide
which documents to review, how to get access to them, what questions to ask
when reviewing the documents and how to record information to analyse.

One classic text that explains how to apply qualitative methods to studies in
educational settings is Qualitative Research and Case Study Applications in Education
(Merriam, 1998). Inui and Frankel (1991) have articulated a helpful perspective for
applying qualitative research in healthcare settings. Siwe and colleagues’ (2006)
qualitative study of women'’s experience of teaching the pelvic exam to medical
students illustrates one of the key advantages of qualitative research — it provides a
window into the perspective of a group of people with a shared experience. Build-
ing an understanding of any of the participants in a health professional education
programme is a useful application of qualitative methods, as illustrated by this
study. Researchers have used document analysis less often in educational work
than interviews, focus groups and observations, but Cottingham et al. (2008) and
Downe et al. (2007) provide two examples of incorporating minutes from meetings
in qualitative studies of educational innovations.

4.6.1 Appreciative Enquiry

The concept of appreciative enquiry was initially articulated by David Coop-
errider and colleagues in the 1980s as an approach to changing organizations
through participatory action research (Cooperrider and Srivastva, 1987). They de-
scribe appreciative enquiry as an orientation to organizational change that is based
on the fundamental belief in the human capacity for collaboration and creativity.
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Rather than focusing on problem solving to repair deficits and failures, the appre-
ciative enquiry approach involves the systematic discovery of what gives ‘life” to
an organization when it is at its best, and aligns those strengths to foster collabo-
rative social innovation. The ‘Four-D model’ (discover, dream, design, deliver) is
widely used to implement this approach. Participants work through the process of
discovery of strengths by sharing stories of positive experiences; they build upon
their discoveries by envisioning what might be, enter into dialogue about what
should be and innovate for the collaboratively constructed future (Cooperrider
et al., 2000).

Appreciative enquiry has been used by groups of primary care physicians and
patients with chronic conditions to discover ‘best communication practices’ in
shared decision making to inform curricula (Lown, Sasson and Hinrichs, 2008;
Lown, Hanson and Clark, 2009). Others have used an appreciative enquiry ap-
proach to foster culture change within an academic health centre (Cottingham
et al., 2008).

4.6.2 Participatory Action Research

Participatory action research provides a framework that emphasises participation
of different stakeholders in the research (Wadsworth, 1998; Mills, 2000) and can be
associated with empowerment or emancipation ideals (Carr and Kemmis, 1986).
Critical or emancipatory approaches can be traced back to the liberationist influ-
ence of Paolo Freire (1971) (Chapter 2). Rather than thinking about researchers
as distanced, objective observers of people or other objects of study, people en-
gaged in participatory action research stay conscious of the active involvement of
everyone engaged in and around a study. The Comensus project again provides
an example (Downe et al., 2007). In addition to ‘active participation’, people en-
gaged in participatory action research think of research as a process of repeated
cycles, rather than a linear process in which one step follows another in sequential
fashion from the beginning to the end of the project. Each activity in the research
process affects the other activities, from formulating a question to gathering some
data, re-thinking the question, framing methods, gathering more data, revising
hunches, interpreting, reaching tentative conclusions, asking more questions and
so on, throughout the process of enquiry.

4.6.3 Observation Checklists and Rating Instruments

Like other methods, researchers can use observation checklists to collect quanti-
tative or qualitative data or both, either checking off items they observe, writing
comments and descriptions or rating items on a scale. In contrast to more
open-ended qualitative research, however, observation checklists and rating
instruments focus observations very specifically, so they are most useful when
educators already know or have discovered the most important behaviours to ob-
serve or assess. Service users are involved in several well-established programmes
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designed to teach and evaluate clinical skills, such as communication and physical
examination skills. In many of these programmes, they use observation checklists
to evaluate specific skills. For example, service users with arthritis teach and
evaluate physical examination skills using observation checklists in arthritis
educator programmes. These programmes provide a good way to assess whether
students have acquired behaviours that they can use as healthcare providers, as
well as knowledge, after an educational activity (Raj et al. 2006).

4.6.4 Surveys and Questionnaires

A questionnaire is a written or computer-based tool that asks participants to an-
swer specific questions. The requested answers can be either quantitative, such as
ranking items in order or rating items on a scale, or qualitative, or both. Questions
can be open-ended or focused. If a study uses a questionnaire to explore a topic,
the researchers or evaluators can write questions tailored to their own interests
and programme. In order to use sophisticated statistics and draw definitive con-
clusions, however, a study must use an instrument that someone has written and
tested to see if the scores on the questionnaire really measure what they intend to
measure, and do so reliably for the purposes of the study. The results of a survey
will generalise to other settings if the instrument has been tested for reliability and
validity, and one samples participants in a systematic way that accurately repre-
sents the study target group. Many resources describe how to develop and use
questionnaires and surveys (Fink and Kosecoff, 1985; Woodward, 1988; Rea and
Parker, 1997).

4.6.5 Emergent Methods

Educational programmes and activities require creative approaches to research
and evaluation. Studying the impact of programmes on attitudes, behaviour,
performance outcomes, cultures and communities requires innovative ways
of viewing evaluation. While traditional experimental research that controls
and manipulates variables helps build an understanding of which educational
interventions result in certain outcomes, natural teaching environments make it
difficult to isolate and control variables. Often educational work is better served
by qualitative research, appreciative enquiry and participatory action research,
all of which provide ways to conduct a study in the context in which education
occurs. Even these research approaches as they have been applied in other studies
sometimes do not provide the range of methods needed to conduct an enquiry
about a new educational approach, so researchers may find themselves in need
of innovative approaches to research. It may be necessary to combine research
methods in a creative way or consider new methods that have been used less
often, such as those described as ‘emergent methods’ (Hesse-Biber and Leavy,
2008). For example, Lown and colleagues (2009) combined appreciative enquiry,
qualitative research methods and teaching strategies in pairs and workgroups
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to gather the data for their study of shared decision making, involving both
physicians and patients in each teaching/learning/data collection session.

4.7 Data Analysis and Interpretation

When planning for data analysis and interpretation, thinking about practical de-
tails early in the project will simplify the process later. For example, consider the
following: What data will the study generate? What system can the project put
in place to ensure that future replication of data collection and analysis will be
possible? Who will take responsibility for collecting, managing and analysing the
data? Will the study require qualitative or quantitative analysis software, audio
or video recorders, tapes or other supplies? What team members will you need
to observe, assist, interview, transcribe, distribute questionnaires or analyse data?
Will you need an expert in qualitative analysis or statistics, and who will that be?
What, specifically, will you do to analyse the data, and who do you need on the
analysis team?

Many comprehensive textbooks are available to describe the details of data anal-
ysis; the ones noted here are just samples that cover a variety of approaches:
Corbin and Strauss (2008) describe qualitative data analysis; Tukey (1977) de-
tails exploratory data analysis with quantitative data; and Newton and Rudestam
(1999) offer an easily-understood introduction to statistical data analysis.

When interpreting the results of data analysis, it is especially important to
ensure that people with a variety of perspectives participate to enhance under-
standing of the results in relation to the purposes and goals of an educational
programme. When the team thinks back to the purposes of the project and the
questions they posed at the beginning, its members will decide together not only
what the results mean, but also who needs to hear about them, how to present
them and what next steps in education and evaluation will help everyone move
forward together.

4.8 Planning and Implementing Research and Evaluation

Appendix 1 provides a planning worksheet to guide decisions about a research or
evaluation project, from choosing domains of outcomes and writing questions,
to choosing a research or evaluation design, selecting methods for data collec-
tion, analysing and interpreting data, and sharing findings with others. While the
worksheet includes all the components one would plan in a research or evaluation
project, it does not represent a process in which a researcher would start at the top
of the first page and work through it in a precise order. Most research and evalua-
tion projects will change and take shape over time. Careful planning becomes even
better when the members of the team learn from each other and gather insights as
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the study proceeds, adjusting the research and evaluation process as the process
unfolds. This is part of ‘reflective critique’, which is one of the essential compo-
nents of systematic scholarship. Thoughtful educators reflect at the beginning of
the project when planning what domains to assess and how to construct a project,
and throughout the project, learning from the research and evaluation process as
well as from the results of the study.

4.9 Conclusions

Programme evaluation and educational research about service user and carer in-
volvement in health professional education presents both challenges and rewards.
Participants” experiences and perspectives are not easily described, and the many
variables that affect teaching and learning in complex social systems make such
work complex. Nevertheless, we encourage all who value service user and carer
involvement in health professional education to assess their work using the menu
of designs and methods described in this chapter, and to select those most appro-
priate to each context. Clarify your vision, articulate the gap between what is and
what might be, plan and implement educational programmes to address the gap,
assess the impact, reflect on results and share them so we can build on each others’
work. By sharing our insights, we can begin to co-create theories and models for
learning, and to study the impact of service user and carer involvement on atti-
tudinal, behavioural and social change in healthcare. By doing so, we will build
an international community of educators and learners committed to including the
perspectives, experiences and expertise of service user and carers in health profes-
sional education.

Definitions

1. Patient teacher — a person who teaches students in the health professions,
teaching from his or her perspective as someone who has been a recipient
of healthcare.

2. Patient advisor — a person who advises in regard to development of teach-
ing activities, curriculum design, research agenda and design, evaluation
strategies, and/or interpretation of evaluation or research data, speaking
from the perspective of his or her experience with healthcare as a patient.

3. Parent teacher —a person who applies his or her experience with healthcare
to teaching students in the health professions.

4. Parent advisor — the parent of a child with special healthcare needs who
advises in regard to development of teaching activities, curriculum design,
research agenda and design, evaluation strategies, and/or interpretation
of evaluation or research data, speaking from the perspective of his or her
experience with healthcare as a parent.
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5. Research — systematic investigation that aims to add to generalizable or
transferable knowledge or understanding.

6. Evaluation — systematic development of questions and collection of data
designed to ascertain the effect or usefulness of a programme or interven-
tion.

7. Scholarship — systematic study that aims to discover new knowledge, teach
and develop new approaches to teaching, apply knowledge to socially im-
portant issues or integrate knowledge across disciplines. Scholarship in-
volves asking questions, setting goals, designing an enquiry or project,
evaluating, critiquing, submitting the work to peer review, and dissemi-
nating findings.



What Counts Cannot be
Counted: Community
Engagement as a Catalyst for
Emotional Intelligence

Each of us occupies each other’s position at some stage in the past, or the future, and we
are interested in making this as good as it can possibly be.

5.1 Introduction

Previous chapters in this book have described the social and theoretical context
for service user and carer engagement, and methods and techniques for evaluat-
ing success. The levels for programme evaluation proposed by Kirkpatrick (1998),
described in Chapter 4, offer a useful taxonomy for categorizing outcomes into
satisfaction with the programme itself, knowledge and skills learned, behaviour
change or skill development and tangible outcomes as a consequence of the pro-
gramme. Although Chapter 4 gives examples of projects that can be logged against
each of these levels, a recent review in this area (Morgan and Jones, 2009) has
noted that most studies of community involvement in higher education have con-
centrated on process measures, which are not a part of Kirkpatrick’s taxonomy;,
or outcomes relating to immediate gains by the service users or students (satis-
faction scales, and personal development/knowledge transfer). Longer-term out-
comes, including changes in skills and behaviours, and improvements in tangible
outcomes for future service users, are not often reported in evaluations of engage-
ment projects. At the very least, this critique demands an examination of the theo-
ries and philosophies underlying professional education, and the fit between these
factors, and the results of engagement activities.

In this chapter, we describe potential stakeholders in service user and carer en-
gagement in higher education. We examine the kinds of outcomes that might mat-
ter to these groups. Then, in recognition that the outcomes debate needs to be
reframed by theory, we use Benner’s novice to expert model (Benner, 1984) and
Kohlbergs moral reasoning taxonomy (Kohlberg, 1973) to try to understand the
purpose of higher education for the health and social services. We arrive at the

85
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conclusion that there are two clear axes in the health and social care professions,
one focused on practice, and one on attitudes and values. Using two paradigmatic
accounts of engagement, we suggest that service user input is a crucial element
of the attitude and values axis, and that outcomes attributed to this engagement
should be focused in this area.

Based on the work of Hills and Mullett (2000), we debate the tension between
an ethical stance that sees engagement as a moral good in itself (standing outside
the need for formal outcomes-based justification) and the knowledge-economy
imperatives of universities in a world where reaching targets and standards is the
prime driver. We then turn to a description of the general move in health and social
care from researcher-defined outcomes based on theories of ill health, to those that
are defined by service users themselves. We specifically examine interpretations of
health and well-being that move beyond pathologising disability and social disad-
vantage. Using the UK Medical Research Council (MRC) model for the evaluation
of complex interventions as a starting point (MRC, 2008), we return to an exami-
nation of the theoretical basis for engagement and, as a consequence, the nature of
the unique contribution of engagement for universities.

We accept that a part of the purpose of engagement strategies is simple aware-
ness raising about a range of specific health and social care conditions and cir-
cumstances. However, we move beyond this, to consider the issue of emotional
intelligence. Based on the accounts given throughout this book, and in other rel-
evant papers, we propose that the strong narrative element of engagement is a
powerful catalyst for the transmission of complex salutogenic ideas. Measures of
emotional intelligence in students and staff exposed to this input might provide a
framework to compare the effect of different approaches to engagement, but only
if these are not reduced to linear numeric scores. We examine new methods of
assessment that take account of the complex, emergent, salutogenic nature of en-
gagement outcomes, and that account for the unique perspective of individuals, as
well as for the need for standard comparisons at the population and organisational
levels.

5.2 Defining the Stakeholders

The constituencies for service user and carer engagement in higher education are
usually characterised as those who take part in engagement activity, and the stu-
dents and teaching staff they have direct contact with. There is less material relat-
ing to the wider community from which service users and carers may be drawn,
to institutional concerns, to commissioners of education and of health and social
care services, or to the impact of engagement projects on future users of health and
social care services. In the latter case, this is more because of the difficulties of at-
tribution of service user and carer input during training to specific clinical outputs
down track.
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The omission of the wider community, and of organisational and commission-
ing stakeholders, is more puzzling. There can be a taken-for-granted view that uni-
versities stand apart from the communities in which they are situated, as reflected
in the commonly used phrases ‘town versus gown’ and ‘ivory tower’. Despite the
reality being more complex than this, such tensions have been highlighted in scop-
ing work undertaken at the beginning of at least one engagement project that has
been comprehensively examined in this volume (Downe et al., 2007). The imagined
or real hostility engendered by this split has potential adverse consequences, both
in terms of accessibility to higher education for local communities, and in terms
of knowledge transfer, commercialisation of ideas, and dissemination of cutting
edge innovation from higher education institutions (HEISs) to local businesses and
services. Partnerships between universities and local communities are encouraged
in the United Kingdom by the governmental Widening Participation agenda and
the Economic and Social Research Council (ESRC) research programme on the im-
pact of universities on regional economies (ESRC, 2009). This funds the formation
of partnerships between universities and community groups to benefit student
education and experience through community-based research and user forums.

Community engagement also needs to be understood in terms of mutual learn-
ing between universities and communities. There is clear support from some fun-
ders to provide a more holistic and critical interpretation of the impact on local
communities which will enable the benefits to be demonstrated (ESRC, 2009).
This does not preclude the need for critical appraisal of community engagement
projects. There is a risk in assuming that engagement is inevitably a positive ac-
tivity. However, active engagement with community groups without a history of
university attendance might be one way of building bridges and opening up op-
portunities into and out of universities. This stakeholder group is, therefore, vital
for effective service user and carer engagement.

Private businesses and institutions are highly and directly motivated by the
opinions of their core users, as this is the best way of maximising profit. The mar-
ketisation of public commissioners and institutions, and, specifically, the rhetoric
of consumer choice, have forced an increasing responsiveness in public organisa-
tions, at least at a superficial level. The modernist target-led culture that is a fea-
ture in many countries has necessitated an organisational focus on issues handed
down as important drivers by governments. Governments change every few years
in most jurisdictions, so this focus can be transitory, but sometimes all parties
agree with an issue and it gains more longevity. Service user and carer involve-
ment seems to be one of these factors, at least in some countries. As a result, health
and social care personnel commissioning agencies have become major stakehold-
ers in the service user and carer agenda. This, in turn, has led to at least nominal
attention from universities, which must deliver on the targets of the commission-
ing bodies.

While the political move towards engagement as a norm and not an exception is
to be welcomed, the risk is a tick box response, where one or, at the most, two in-
dividuals are invited to a few meetings and left to cope (or not) on their own. The
more subtle effect might be that genuinely authentic engagement initiatives, which
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entail active support and training and are almost inevitably more expensive, are
suppressed on the basis that enough has been done and no more is needed. Sim-
ple process outcomes may indicate that tick box engagement has been successful.
However, this is unlikely to fulfil the aspirations of all the other stakeholders in
this enterprise, and is very unlikely to have long-term effects on health and social
care well-being. In the next section, a consideration of the theoretical underpinning
for outcome measurement in this field is discussed.

5.3 What Outcomes Matter?

There appears to be little agreement on the outcomes that matter to a range of
stakeholders, and which can effectively assess the impact of service user, carer and
community engagement. The few standard outcomes that have been proposed do
not appear to be based on theoretical constructs or formal evidence of their relia-
bility, validity, responsiveness and of when they should be assessed. The impact
of service user engagement at all levels of Kirkpatrick’s taxonomy (Kirkpatrick,
1998) may resonate for many years after the initial encounter with students, or
input to a validation board, or contribution to a research project. Most formal pro-
cess and personal development evaluations of new innovations in this area, as in
most others, are funded in the early stages of an innovation, and not at the later
stages, when a more mature model may have evolved, with better processes and
outcomes.

In one of the few studies that have attempted to identify the outcomes that mat-
ter to service users and carers, Barnes, Carpenter and Bailey (2000) focused on as-
sessing ‘added value’ by developing a questionnaire comprising user-developed
outcome indicators, which was verified by a second user group. This study of in-
terprofessional learning concluded that the outcomes that service users prioritised
included:

e Students should demonstrate understanding, not just try to solve problems or
push people into services.
Students should treat service users with respect, not as labels.
First and foremost, professionals should develop their capacity to ‘be human’.
Students should have knowledge about services, including advocacy services
and service user groups.

® Students should be able to provide information about how to involve service
users in assessing their needs.

Another study by Masters et al. (2002), which focused upon the evaluation of a
project from strategic level to implementation, investigated the perspective of all
stakeholders. The service users in this study felt that they benefited from learning
new skills, from increased self-confidence and from a genuine feeling of empower-
ment. In all of the above studies, service users valued being active participants in
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developing the humanistic skills of students, and in experiencing increased ‘power
sharing’. It appears that there is a strong desire from service users and carers who
engage with health and social care education to improve services for themselves
and for future recipients by helping students understand and care for people at a
personal, human level (Turner et al., 2000). This, in turn, allows service users and
carers to be seen as individuals in all aspects of their lives, whilst breaking down
stereotypes of passivity and enabling damaged confidence to be rebuilt (Costello
and Horne, 2001).

From the perspective of the university, outcomes are focused on: student sat-
isfaction and academic achievement (and consequent future student recruitment
and retention); quality control of timetables, course approvals and modes of as-
sessment; and fulfilment of the targets set by funders and governments. In some
cases, local, national and international reputation is also important, especially if
this increases income from research and development sources. The potential con-
flict between these imperatives and the outcomes seen to be important by service
users might generate a tension between the ‘ideal’ of user involvement taught and
the ‘grim reality of practice’” (Masters et al., 2002). Even where these outcomes are
apparently in alignment, such as the UK governmental demand for service user
input into social work education, they may conflict at the operational level. Hav-
ing nominal input that meets audit standards is not a guarantee that the outcomes
desired by service users themselves are achieved.

There appears to be little evidence about the outcomes that would be valued by
educational staff or students who are the recipients of service user and carer input.
Research undertaken within specific projects indicates that students generally find
the participation of service users and carers a positive experience (Turner et al.,
2000; Costello and Horne, 2001). It appears to enhance the learning experience, as
students gain a greater understanding and empathy leading to informative and
instructive teaching sessions (Turner et al., 2000). Wood and Wilson-Barnett (1999)
conclude that the early involvement of service users and carers in teaching pro-
grammes may be more effective in terms of influencing teaching. In most cases,
students appear to value the opportunity to gain real life experiences instead of
hypothetical cases, although a minority can feel embarrassed and inhibited by the
presence of service users and carers (Costello and Horne, 2001). However, the out-
come measures used in these studies do not appear to be systematically derived
from the student perspective. This is an under-researched area that requires more
examination in future.

There is even less reported on outcomes that might measure the longer-term
impact of university service user and carer engagement for the future recipients
of care. Historically, outcomes in medical research have tended to be based on a
positivist paradigm that values minimisation of bias and simplification of inter-
ventions. In the early medical publications, participants were referred to as ‘mate-
rials” and then as ‘subjects’. This linguistic turn expresses the relationship between
those doing the research and the researched. Although research methods in the
social sciences have always been more reflexive, the outcomes of health and so-
cial care have, until recently, been largely researcher determined, with little or no
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attention paid to the experiences of service users and carers. There is an increas-
ing interest in so called ‘patient-led” outcomes, but these still tend to be based on
a limited set of variables which, in turn, are conceptually restricted. Many are fo-
cused on the relief of pathology, rather than on the generation of well-being; for
example, the SF36 (SF36.0rg, 2009) and the Hospital Anxiety and Depression scale
(Zigmond and Snaith, 1983). Even those based on individual experience tend to be
standardised, with ‘satisfaction” measures being a prime example. As Haas (1999)
has noted, the concept is underdeveloped. Indeed, surveys of user satisfaction ap-
pear to consistently record that around 80% of people are satisfied, even though a
significant minority of these individuals will report poor quality care and dissatis-
faction if they are then offered the chance to discuss their experiences in in-depth
interviews.

Over the last ten years or so, the term “participants’ has replaced ‘subjects” in
research reports, and alternative and more nuanced evaluation tools have been
suggested to capture some of the subtleties of the experiences of users and carers.
Quality of Life (QoL) measures are a classic example of this new genre (Higginson
and Carr, 2001). These methods of assessment are based on a list of factors that are
deemed to matter to service users, such as activities of daily living. Sometimes the
list is researcher derived, and sometimes it is generated by qualitative work with
a group deemed to be representative of the population being assessed. However,
there has been criticism of the reductionist nature of these tools, as the list of items
in the scale may not be relevant to certain individuals, and the final outcome is a
statistically derived single numeric score, often translated into a proxy economic
measure, like quality adjusted life years (Qualys) (Pliskin, Shepard and Weinstein,
1980).

The publication of the Patient Generated Index (Ruta, Garratt and Russell, 1999)
offers a conceptually revolutionary approach to generating Quality of Life scores.
The tool asks respondents to list anything at all that matters to them in relation to
the topic being assessed, and then derives population level Quality of Life scores
from the listed items. This means that each person taking part has a uniquely indi-
vidual basis for the final score that is derived. In the last decade a series of studies
of an adapted version of this tool for maternity services (termed the Mother Gener-
ated Index) has demonstrated its validity and reliability (Symon and Dobb, 2008).
There is no reason why this approach cannot be adapted for all the stakeholders
in the service user and carer engagement arena.

At the same time as reductionist population-based outcome measures have been
under scrutiny, there has been a growing critique of the negative phrasing of many
clinical outcome measures. The positive psychology movement is an example of
the resistance to the classically pathological framing of mental illness, for exam-
ple. It has been noted that service users and carers often do not perceive of their
circumstances negatively, and they resist labels such as ‘vulnerable’ or ‘fragile’
(Downe et al., 2009). Indeed, many in these circumstances overcome extreme pres-
sures and setbacks every day. Many are not merely overcoming ill health and poor
social conditions, but they are achieving positive well-being. In 1948, the World
Health Oganization (WHO) said that ‘Health is a complete state of physical, mental
and social well-being and not merely the absence of disease or infirmity’.
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The work of Hills and Mullett (2000) offers an unusually theoretical take on
community-based research that provides a nuanced basis for well-being as a core
output of community engagement. The authors argue that community-based re-
search is fundamentally participatory, that it encompasses an ontological reci-
procity between the self and the social and physical environment, and that it pri-
oritises practical, presentational, empirical and experiential knowing. From the
point of view of Hills and Mullett, this generates a unique theoretical basis for
community involvement that is fundamentally concerned with praxis, as a ‘reflec-
tive relationship in which both action and reflection build on one another” (Hills
and Mullett, 2000: p6). They go on to argue that, axiomatically, the value of this
kind of approach is human flourishing: ‘what is of interest is more than the usual re-
search outcome. The utility of the outcome is judged based on what difference it makes to
transforming the health and wellbeing of the community’.

Returning to the definition of stakeholders, the community that benefits from
engagement may encompass a wide range of players. The range of outcome mea-
sures to be used in this context should ideally capture this eudemonic (happiness-
based) turn. Concepts of salutogenesis (Antonovsky, 1987) and of resilience
(Barnes and Morris, 2007) are able to do this; this is returned to later in this
chapter.

5.4 The Purpose of Health and Social Care Education

There does not appear to have been any comprehensive theoretical analysis of the
fundamental components of effective health and social care. Scrutiny of the Inter-
net sites of the organisations responsible for validating educational programmes
in the United Kingdom, such as the Nursing and Midwifery Council, the Gen-
eral Medical Council and the General Social Care Council, reveals lists of com-
petencies or skill sets. It is a similar story for the composite benchmarking state-
ments articulated by the UK universities” Quality Assurance Agency. International
sites, such as the International Councils of Nursing and of Midwifery, or the In-
ternational Federation of Obstetricians and Gynaecologists, give either statements
that encompass a general scope of clinical work or sets of standards around atti-
tudes and behaviour. A bipartite clinical/attitudinal model seems to be prevalent
in professional accounts of health and social care practice. In most cases, the atti-
tude/values aspects are listed before the clinical/skills ones, suggesting that the
former are of primary importance. Recently, Cohen has claimed that, in a medical
context:

Professionalism denotes a way of behaving in accordance with certain normative values,
whereas humanism denotes an intrinsic set of deep-seated convictions about one’s obli-
gations toward others. Viewed in this way, humanism is seen as the passion that animates
professionalism. (Cohen, 2007: 1029)

Indeed, there is growing evidence that empathic attitudes in healthcare
providers can affect service users’ immune system functioning and hasten recov-
ery from illness (Rakel et al., 2009).
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The assumption seems to be that validated programmes are effective in trans-
mitting both the clinical and the attitudinal /values aspects of this ideal scope of
practice to students. There does not appear to be any systematic method of assess-
ing this across health and social care groups. In the apparent absence of a consis-
tent and coherent theoretical basis for health and social care education, general
learning theory might be an appropriate source of guidance. This tends to fall into
the realms of behaviourism (what people do, what can be observed), cognitivism
(how people think) and constructivism (development of novel modes of thinking
and of seeing and understanding the world). For behaviourists, learning is the ac-
quisition of new behaviour through conditioning. Conditioning can be expressed
in a Pavlovian sense (the programming of an automatic response based on re-
peated exposure to the same experience) or on ‘operant’ conditioning, noted by
Skinner (1957) and based on reinforcement or punishment.

Health and social care education that is based on passive learning styles and
on assessment by grade alone tends to be orientated towards behaviourist theo-
ries of learning, and to the notion that professional education is primarily about
acquiring knowledge and skill sets.

Cognitive theories of education are based on the gestalt psychologists, who
emerged in the late 1920s (Bode, 1929). This approach sees learning as being based
on pattern recognition and whole pictures of events, as opposed to the rote learn-
ing of decontextualised facts and behaviours. Identifying patterns of events and
consequences leads to the capacity to extend understanding to new situations that
have not been encountered before. The work in this area includes examination of
learning how to learn and social role acquisition. Problem Based Learning (PBL)
has a basis in cognitive theory (Savin-Baden, 2000; Chur-Hanson and Koopowitz,
2004). It has been used to develop subtle and sophisticated skills in solving com-
plex clinical and social care problems, but is less often overtly designed to foster
empathy, humanism and compassion.

Constructivist approaches move beyond cognitive pattern making, and into the
capacity to create new and unique knowledge and understanding, based on inter-
actions between the individual and their social and physical environment. Edu-
cational techniques based on this theoretical construct can lead to profound (and
sometimes, for the individual, disturbing) shifts in values and beliefs. New ap-
proaches to professional education, such as narrative-based learning (Greenhalgh
and Collard, 2003), reflective practice (Schon, 1983) and transformational learn-
ing techniques (Cranton, 1994), depend on constructivist ideologies. It is in this
domain that attitudes and behaviours might most effectively be challenged and
changed.

5.5 Addressing the Attitudinal/Values Axis

It appears, then, that the professional project of most health and social care pro-
fessions is founded both on practical knowledge and skills, and on the expression
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of humanistic and altruistic attitudes and values. In one of the few comprehensive
models of professional development in the field of healthcare, Benner (1984) has
adapted the novice to expertise model proposed by Dreyfus and Dreyfus (1986) for
the nursing context. The model is not profession specific. The original authors de-
rived their theory from a study of chess players and airline pilots. As a framework
for health and social care, the basic taxonomy can be applied across the health
and social care disciplines. It proposes a move through five stages, from Novice,
through Advanced Beginner, Competent, Proficient and, finally, Expert.

In terms of the theories of education explored above, the movement can also
be characterised as a shift from a more behavourist approach, where the novice is
responsive to rules and formal performance standards, to a more cognitive stage
of competence that can move beyond fixed rules to a choice of action from a range
of possibilities. In the later stages of the model, the individual can progress to
a greater degree of emotional involvement, and an apparently intuitive response
that is constructed in action by the particular environment and social / professional
situation in which experts find themselves. Practitioners in the later stages of the
model are reflexive (Schon, 1983) and more likely than those in the earlier stages
to take creative risks based on the particular situation as it presents itself. Their
actions appear to be intuitive, but they are, in fact, dynamically drawing from
previous experience and from a vast store of knowledge and skills.

The material from which expert general medical practitioners build their di-
agnoses has been termed ‘illness scripts” (Eraut, 1994). These scripts can be con-
structed solely from previous clinical encounters. However, they are more likely
to include other elements alongside clinical experience, including stored knowl-
edge and contextual details, such as the impact of the social circumstances of the
presenting service user. This is mediated by the service user/doctor relationship
that may or may not have been developed in past encounters. It is likely that the
scripting process operates in many professional encounters. It is possible that one
of the unique features of health and social care scripts might be the development
of a moral sophistication that in turn informs the attitudinal /behavioural axis of
professional practice.

Kohlberg’s (1973) theory of moral reasoning provides a useful analysis of the
move from simple (level one) to complex moral awareness (level 6) (Box 5.1).

As in the model of Dreyfus and Dreyfus (1986), Kohlberg argues that individu-
als move sequentially along this continuum, becoming increasingly able to apply
judgement to moral situations. There are criticisms of Kohlberg’s theory, mainly
focused on the exclusive focus on judgement as an arbiter of moral reasoning.
However, as a heuristic, it provides a useful basis from which to understand the
development of the attitudinal aspects of health and social care education.

5.6 Developing the Moral Practitioner: Story as Praxis

Given the general lack of a theoretical explanation for health and social care prac-
tice, we return to the practice/attitudinal domains as the best focus for educational
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Box 5.1 Kohlbergs Levels of Moral Reasoning

Box not available in this electronic edition.

effort in this area. The range of skills and knowledge-based criteria and assess-
ments described in textbooks, and embedded in curricula, implies that the practice
aspects of professional education are well developed. In contrast, apart from for-
mal sessions on communication, and on theoretical ethical principles, many pro-
fessional programmes, and most health and social care textbooks, give little formal
space for the development of a moral and ethical sensibility. The need for morally
responsible values and empathic behaviours may be taken for granted as a good
in themselves. This creates the risk that these aspects of health and social are as-
sumed to be inherent, and that education systems do not need to engage with
them. This may risk the production of health and social care practitioners who are
technically competent, but ethically and emotionally deficient.

As noted above, there is increasing evidence that empathy, as an attribute based
on a moral sense of the need to see the humanity in others and to do the best for
them, might have measurable physiological consequences. For example Nummen-
maa et al. (2008) have recently demonstrated that emotional empathy has profound
neuro-physiological consequences for the person feeling empathic. This orientates
them towards somatic, sensory and motor representation of other peoples’ mental states
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(Nummenmaa et al., 2008: 571). Emergent findings like these give further impetus
to the search for methods to expose and challenge the moral, ethical and emotional
responses of health and social care students and practitioners.

Service user and carer engagement might be a primary route to the development
of the values and attitudinal axis of professional practice. In the experiment above,
empathy was stimulated by the use of photographs. Two examples of teaching
and learning included in this book illustrate how empathy is generated through
service user engagement (see pages 151-154). In the first example, experienced
staff were exposed to assessment of their capacity to deal with practice situations
that might demand restraint of service users, by a service user who had herself
been restrained. The initial wariness of the students implies that they were aware
that exposure to scrutiny from outside of the comfort zone of professional peers
might force them to rethink their normative approaches. In the end, the experi-
ence was overwhelmingly positive, and possibly even transformative, for both the
professionals and the service user involved. For some in this group, who had been
practising for some time, the disturbance caused by dissonance between their nor-
mative practice and the insights arising from the service user narrative might have
been enough to re-set their moral compass. This is an example of moral develop-
ment based on a constructionist educational approach.

In the second account, two letters tell the chronological story of a service user
who has a history of self-harm and alcohol misuse. In this case, the audience is
undergraduate students who are learning to set their moral and empathic com-
pass in the context of clinical practice. It provides an example of a theoretically
grounded approach, based on narrative, designed to produce reasoning based on
the complex emergent phenomena of an individual life, and not on linear reduc-
tionist analysis.

5.7 Towards a Unifying Theory of the Effect of Service
User Engagement

Service user engagement is a complex intervention, on the basis of the Medical
Research Council (MRC, 2008) definition that a complex intervention is one with
several interacting components. The Medical Research Council proposes that eval-
uation of complex interventions should not be based on single, clinically defined
outcome measures, but on an understanding of the theoretical constructs that un-
derpin these interventions, and then on modelling of the impact of the overall
package before the final detailed evaluation is carried out. Just as it is impor-
tant to locate a theoretical basis for professional practice and education, there is
a need to identify such a basis for service user engagement. The question arises
as to whether engagement is a moral good in itself, or if it must be subject to the
knowledge-economy imperatives of universities in a world where reaching tar-
gets and standards is the prime driver.
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We have argued that the theoretical basis for engagement is the potential to fill
the moral and ethical gap in current provision, focused on the of attitudes/values
axis of health and social care provision. In order to maximise this potential, we
would theorise a need to move from seeing service users and carers as vulnerable
or fragile, and in need of paternalistic professional support. Insights into the re-
silience of people and families who can create positive families and communities
under the extreme pressures of illness, disability and deprivation offer the poten-
tial to see service users as guides and mentors, and not as dependent sufferers
(Werner and Smith, 1982). Service users and carers who tell stories of tragedy and
triumph illustrate the salutogenic focus described by Antonovsky (1993):

A salutogenic orientation facilities seeing things that experts in a given pathology might
well fail to see ... it ... pressures one to think in systems terms ... it leads one to deal
with (both) entropic (disorder-promoting) forces and ... negentropic (order-promoting)
forces.

Outcome measures that assess the impact of salutogenic stories on longer-term
delivery of healthcare need, in themselves, to be salutogenic. Rather than mea-
suring degrees of suffering and pathology, measures of increased well-being and
self-esteem are more likely to capture the effect of authentic engagement, where it
is embedded in, and normative for, a university. These measures also need to cap-
ture the interconnected and emergent nature of engagement as a dynamic process
that has multiple internal feedback loops. As engagement is seen to work, positive
feedback spreads to the student body and the educational staff, generating more
interest, more engagement and more positive effects. This process is illustrated in
Chapter 6. As problems and issues are faced and overcome, so the system devel-
ops self-knowledge and an increased capacity to overcome problems in the future.
The increased positive outcomes again feed back to generate the will to increase
engagement in the future. The engagement process is, therefore, a complex adap-
tive system. Such systems tend to be dynamic creative and attractive (Plsek and
Greenhalgh, 2001).

Ultimately, it seems that one of the primary results of service user engagement
might be to increase emotional intelligence (EI) in all the stakeholders who take
part. For the purpose of our argument, we combine the definitions of Salovey and
Mayer (1990), who understand EI to be a combination of emotional perception,
emotion use, understanding of emotion and emotion management, with that of
Bar-On (2006), who defines EI as being concerned with effectively understanding
oneself and others, relating well to people and adapting to, and coping with, the
immediate surroundings, in order to be more successful in dealing with environ-
mental demands. There is a considerable debate and critique around the nature
and measurement of EI, some of which is academic sophistry, and some of which
expresses a genuine concern that the field of EI might be falling into a reductionist
trap. However, the kind of behaviours that appear to be present in those who are
highly emotionally intelligent are also those that were identified by service users
in the study by Barnes, Carpenter and Bailey (2000) discussed above, and in the
higher levels of the moral reasoning taxonomy of Kohlberg (1973).
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We propose that the strong narrative element of engagement is a powerful cat-
alyst for the transmission of complex salutogenic ideas, and that measures of EI
in students and staff exposed to this input might provide a framework to com-
pare the effect of different approaches to engagement. Techniques for measuring
this outcome in students and staff that are based on the individual/population
approach of the Patient Generated Index (PGI) (Ruta, Garratt and Russell, 1999)
might solve the apparently irreconcilable dichotomy between standardised mea-
sures that fulfil the external assessment of universities and person-specific aspects
of self-development. These kinds of measures could also be used to measure in-
creased resilience and salutogensis in the lives of service users and carers who take
part in engagement activities. Using the PGI itself to assess longer-term outcomes
for those cared for by students who have experienced engagement will allow for
the identification of the specific health, social care, personal and well-being factors
that matter to each individual service user, and for QoL comparisons across co-
horts. All of these theories and techniques could provide a coherent model of eval-
uation for the future. Using subtle models of data collection to assess the develop-
ment and impact of El, based on complexity, salutogenesis and the unique point
of view of individuals, might, finally, allow us to count what, before, could not be
counted, and, in counting it, express its value coherently. This may be a powerful
vehicle through which universities can transmit the missing attitude/values axis
of professional practice.

Not every patient can be saved, but his illness may be eased by the way the doctor re-
sponds to him — and in responding to him the doctor may save himself. But first he must
become a student again; he has to dissect the cadaver of his professional persona. . .It
may be necessary to give up some of his authority in exchange for his humanity, but as
the old family doctors knew, this is not a bad bargain. In learning to talk to his patients,
the doctor may talk himself back into loving his work. . .by letting the sick man into his
heart. . .they can share, as few others can, the wonder, terror, and exaltation of being on
the edge of being, between the natural and the supernatural. (Broyard, 1992)
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Setting up a Service User and
Carer Engagement Project:
Comensus

It was very nice when I initially started with Comensus. I was told that I would only have
to go at a pace that I was comfortable with. I have been coming to meetings and other
diverse learning and teaching opportunities which have made my brain work. .. [it is]
like throwing a pebble into a calm pond and it just seems to grow.

6.1 Introduction

This chapter focuses on the practicalities of developing a service user and carer
project within higher education. Comensus is a whole-Faculty approach to ser-
vice user and carer engagement. The chapter is written from the perspective of the
Comensus project coordinator. It illustrates the practical day-to-day events and
lessons that arise from putting the rhetoric of engagement into practice. The tables
and appendices provide tools and processes that might be of interest to other in-
dividuals and groups with such projects planned or in progress. In Chapter 7, the
lessons from complementary processes, developed in a single School, nursing, are
examined. Both chapters illustrate routes taken to try to ensure authentic, system-
atic and integrated service user and carer involvement in higher education. The
emergent nature of such engagement processes can be deduced from the accounts
given in these two chapters. While both projects were subject to careful planning
at the outset, the final route taken was not always the one that had been predicted.
This was often as a consequence of the organisational culture in which Comensus
was situated.

The project is based within a university in the North West of England, in the
Faculty of Health. The Faculty educates future and current health professionals,
including nurses, paramedics, midwives, doctors and social workers. As noted in
Chapters 1 and 2 of this book, United Kingdom health and social care services all
have a remit to put patients at the centre of care, and require services and practice
to be person centred. Government legislation also champions user involvement
and patient-centred care (DH, 1998b, 2000a, 2000b, 2001a, 2005, 2006a, 2007). It

101



102 Service User & Carer Involvement in Education for Health & Social Care

has extended this drive to include the commissioning of health and social care
education.

The university set up the project with this one aim, of systematically involving
users and carers in all scholarly activity within the Faculty. This is done in a variety
of ways, with service users and carers contributing to the development of teaching
materials, being involved in teaching and assessment, being involved in research
and having a presence on the many committees that contribute to the work of the
Faculty. The project is in itself a vehicle for cultural change within the Faculty.
Although it can be seen as a discrete entity; it is still subject to, and influenced by,
the academic world in which it is based. It has an institutional identification and is
susceptible to the forces that impact on the larger institution. The notion of culture
is particularly pertinent to Comensus as its work, like all similar initiatives, has to
strive for a place in an already established culture that has long established norms
and rules.

Significant modernization in user participation is occurring requiring momentous cul-
tural changes that are intended to transform the traditional inert role of users to one of
autonomy and active participation. (Bradshaw, 2008: 674)

6.2 Background to Comensus

Before Comensus started there was a degree of service user and carer involvement
within the Faculty, but piecemeal and uncoordinated. Early attempts to improve
this state of affairs included the establishment of a Faculty interdisciplinary group
of academics interested in issues of user involvement. This group had representa-
tion from nursing, midwifery, social work, post-graduate medicine and the Centre
for Ethnicity and Health; the latter developing a reputation for supporting com-
munity engagement processes (Fountain, Patel and Buffin, 2007). It was energy
that developed within this grouping that led to the university investing the neces-
sary resources to establish Comensus.

The project was initially commissioned in 2004 for three years. Comensus was
initiated as a participatory action research project, so that future activities could
be formed out of action cycles. The premise of action research is that the processes
and output of the project evolve cyclically. Activity is planned — it takes place — the
effectiveness of the processes and the utility of the result are reviewed — from the
findings, the next stage is planned (Carr and Kemmis, 1986; Reason and Bradbury,
2000; Lewin, 1946). Choosing this approach ensured that the project developed ac-
cording to the needs of its members and of the environment in which it was placed.

Unlike service user and carer engagement initiatives in other universities,
Comensus had a full cohort of staff, including a project coordinator (full time),
an administration assistant (18.5 hours per week), a research assistant (15 hours
per week) and two experienced academic researchers (who gave their time ac-
cording to the needs of the project). The coordinator and administration assistant
were tasked with the practicalities of day-to-day activity, and the research assis-
tant was tasked with supporting research and reporting to the team. The more
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experienced academic researchers had split roles, one being responsible for super-
vision of the research assistant, and the other having responsibility for support and
development of the project and its staff members. Both academic researchers were
responsible for project-related research activity (such as supporting the writing of
papers and presentation of findings at conferences).

6.3 Beginnings

The staff team all had an ideological commitment to authentic service user and
carer involvement. They did not want to appoint service user/carer representa-
tives to the project without help, guidance and advice from local community repre-
sentatives, support from university staff already carrying out community engage-
ment activities, and help from statutory service staff who were committed to the
success of a service user and carer initiative that would engage with future prac-
titioners. It was for this reason that the creation of a community Advisory Group
was planned from the outset, with the intention of making the project authentic
and meaningful. To enable this to happen the project coordinator spent time vis-
iting community groups to allay people’s fears, answer people’s questions and
raise awareness about the remit, value and ethos of the work proposed. Individu-
als who showed an interest in the work, and those who were resistant, based on
previous negative experiences with the university, were invited to the first meet-
ing of the group at which terms of reference were discussed and agreed, and the
Advisory Group was officially set up. The terms of reference for the group are
given in Appendix 2.

The Advisory Group members were made up of representatives from local vol-
untary sector organisations, statutory services and academics from the Faculty of
Health. All members had experience of service user and carer involvement and
were committed to the development of an authentic meaningful project. Members
offered expertise, acted as a sounding board and ensured good practice was de-
veloped from the start. The power within the project at this time resided with the
Advisory Group, as it made the major decisions and directed project development.
The Advisory Group acted as a team and the outline of the project started to de-
velop. In the spirit of developing reciprocal relationships between the university
and community groups, all non-statutory groups with personnel attending advi-
sory group meetings received on honorarium of £50 per meeting.

The Advisory Group and staff team officially launched the project in April 2004
by holding a pre-recruitment open day for service users and carers. The day was
used to elicit responses to three specific areas. These topics were discussed by par-
ticipants within workshops. All participants were informed of the intention to set
up a service user and carer group for the project (later to be termed the Commu-
nity Involvement Team, or CIT).

Those attending workshop one were asked the question, in which aspects of
the Faculty of Health’s work should service users and carers be involved? The
responses were that they should: help to plan, check and provide teaching and
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training in the university and the community; be involved in all parts of research
to make sure that the work belongs as much to service users as to university re-
searchers; and the group members should take part in course and Faculty devel-
opment by being part of making choices and linking with communities.

Workshop two focused on how the group should be set up and run. The con-
sensus was that membership should be open to anyone who has used health and
social care services. Relevant participants should be found by going out to groups
and/or by organising a bigger event in the future. To permit the development of
skills and knowledge, people should be on the group for one or two years. Group
members should be responsible for reaching out from their own groups, making
sure that everybody uses everyday language, and signing-up to a mission state-
ment. The group should meet every two months at first, then every three months.
At these meetings people should share the work, so that only one task is done
by one person. They should also work as a focus group. The group would need
to meet in community settings and at the right time for members. They would
also need clerical support, training, respite care for carer members, information in
everyday language, buddies and support from Faculty of Health staff at all levels.

Workshop three focused on ways of finding out how the group (and the wider
Comensus project) was working. It was agreed that key outcomes should be that
the project/social firm existed as a good, well-known and copied model. People
would feel that they were supported, equal partners, whose skills and job chances
were better for taking part. There would be better health and social care services,
planned and provided by people who were more suitably educated. Everyday
language would be used by all. The project would not just be about the issues of
one or two specific user groups.

Those attending the workshop felt that the methods of assessing this success
needed to be valid and reliable. They agreed that people should be asked what
they thought, and service users should be asked if services are better. The number
of people who have been trained and employed because of the project, and the
amount of service-user input should also be counted. Knowledge of the project,
use of the group by the Faculty and taking-on of ideas by other Faculties should
also be measured. The people to ask if Comensus was working should include
service users and Comensus service user and carer group members, students and
teachers, Comensus workers (including the Advisory Group), people in the com-
munity and service providers (statutory and voluntary).

Wider issues also came out of the workshops on the launch day. These in-
cluded:

® The university does not have a good reputation locally. “Townies and students’
are two separate entities.
The university consumes land and buildings.
When people have engaged in the past they have not been recognised within
reports and papers for their input.

® Information should be accessible. This included a call for the use of everyday
language, not jargon, in all outputs of the project.
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® The university and the community should work together as partners and
equals, as ‘Engagement brings together different types of expertise’.

® More information from research and user group activities undertaken at the
university should be shared with the community.

In its first year, the Advisory Group considered and debated a number of the
matters arising from the workshops. The issues and activities of the project at this
stage in its development are described in Downe et al. (2007). Appendix 3 details
these key issues with corresponding decisions and solutions.

Over a ten-month period, the Advisory Group worked through these issues,
finding the solutions set out in the second column of Appendix 3. At this point,
the Advisory Group was ready to recruit service users and carer representatives.
An open meeting was held in February 2005 to answer any questions those consid-
ering applying for a place on the CIT may have. From this event, 24 applications
were received for group membership.

6.4 Research Activities

As previously discussed, Comensus staff included academics with a research re-
mit. The task at this juncture was to map service user and carer involvement across
the Faculty. The Faculty staff was interviewed in relation to this mapping exer-
cise. It reported a lack of awareness of the range of service user related activities
that were taking place across the Faculty (and, indeed, a lack of knowledge of the
Comensus Project itself). This exercise found duplication of effort, and the devel-
opment of some isolated initiatives that were tapping into the same local volun-
tary and community sector resources. This was deemed to have a negative influ-
ence on perceptions of the university (as evidenced in verbal reports/comments
to Comensus project staff). Comensus responded to this situation by hosting an in-
formation sharing/group working away-day for all key service user ‘active’ staff.

It was whilst driving home from this event that the first Comensus coordina-
tor, Eileen Johnson, had a road accident and tragically died. As can be imagined
there was some disruption to the course of the project and colleagues felt that a re-
spectful pause was in order before advertising for a new coordinator. The present
incumbent eventually took up the post roughly six months from Eileen's passing.

6.5 Development of the Community Involvement Team

The Advisory Group put application forms together, appointed an interview panel
of service users and carers, and began the process of recruitment. It success-
fully recruited 21 individuals from diverse backgrounds. Members’ expertise and
personal experience included physical disabilities, mental ill health, HIV/Aids,
drug/alcohol misuse, learning disabilities, experiences of being carers for children
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with complex needs and carers of the elderly. Members also belonged to different
cultures and different faith groups.

The first meeting was held on 8 March 2005. Three key issues emerged from the
discussion, mirroring some of the issues identified in the service user and carer
literature, as discussed elsewhere in this book.

Representation emerged as an important issue, mirroring the debates in this area
amongst professional staff. The group members debated who they represented.
Did they only offer personal opinions, or should they stand for others in their
position? The group decided at this stage that members were just representing
their own views. This was, in fact, the original expectation when the project was
initiated.

It is agreed widely (Turner and Beresford, 2005; Involve, 2006) that service users
and carers should be reimbursed for expenses and, where possible, paid for the
contribution of their time and effort. However, these payments are dependent on
a number of factors. These include internal systems that allow for flexibility of
payment, the funding of the initiative and the participant themselves and their
ability to accept payment. (Payment may not be allowed for those claiming certain
welfare benefits.)

Good practice indicates that users should be paid where possible in cash on the
day of involvement. Payment should be discrete, saving embarrassment for par-
ticipants all of whom should be guided to seek welfare benefit advice. Reasons
for payment include the recognition and the value afforded the participants in the
involvement opportunity. Payment also addresses equity issues, power relation-
ships and directly impacts some key barriers to participation, such as carer costs
or travel expenses.

Within Comensus the debate over payment has been fraught. One dilemma
faced was that whilst all concerned recognised that there should be equity of pay-
ment with other academic partners, the resources within the project were not suf-
ficient to enable this to be carried out if authentic and widespread involvement
was called for. When the Community Involvement Team was first set up this was
a significant focus for discussion amongst the members. The members decided
democratically that their preference would be for involvement to be systematically
paid at the maximum rate the project could afford whilst maintaining authentic-
ity. Along with this, however, members themselves reflected on their reasons for
involvement and decided their main motivation was not payment but the chance
to make a difference and get their voices heard in a way that is not tokenistic.
Comensus strives to pay equitably and in some cases (especially where outside
funding is identified) this does happen, usually following the university rate for
ad hoc lecturing fees; however, this is not the norm. This issue is still being debated
and, whilst this method works for the CIT at the time of writing, this may not al-
ways be the preferred option and it is revisited frequently. All out-of-pocket ex-
penses are covered, and an additional monthly amount of non-receipted expenses
is available for CIT members to reflect the myriad ways in which expenses can be
occurred in the ongoing work of the group. Interestingly, not all members opt to
receive these sums; some prefer to be seen as providing their input on a voluntary
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basis. Others donate payments and/or expenses to community groups to which
they are affiliated; and these transfers are made directly. All payment issues, in-
cluding the necessity to defray expenses on the day of involvement have caused
headaches with standard administrative forms and payroll requirements. These
issues have been largely resolved in dialogue with the relevant departments. The
consequences of payment strategies for individuals were also discussed, specif-
ically, how payment to take part in Comensus might affect benefit payments. It
was agreed that a welfare rights agency should be contacted locally to give ad-
vice. Group members were encouraged to check out their position, and a series of
welfare rights surgeries have been held on campus for group members.

The explicit provision of emotional support was seen to be a vital ingredient
for the successful operation of the group. It was noted that some members might
require extra support, and ways of providing this were discussed.

Other support needs identified by those present included not using jargon, es-
tablishing ground rules and ensuring comprehensive minutes were produced. The
group also spent some time identifying its training needs, and discussing how re-
search interviews could be carried out with (rather than on) members. Terms of
reference of the group were agreed over the next few meetings (Appendix 4).

The second meeting of the group focused on the processes of the project, dealing
with administrative decisions and looking at how people wanted to be included.
As the group was so diverse, there was the potential for divisions at this stage.
Some members commented that ‘the pace is frustrating but necessary’, but others
felt definitively that ‘the work is too slow’. The newly appointed coordinator was
an expert in community work, but had no prior experience of working in an aca-
demic environment. In the light of the frustrations expressed at the progress made,
the first task of the new coordinator was to review activity so far, to work with and
get to know the members, and to understand the culture of the organisation. This
was not always straightforward:

It was like making eggs on the moon, I was familiar with the processes and understood
clearly the tasks involved but carrying this out in the Faculty where the majority of people
were unfamiliar with service user/carer involvement meant I was constantly defending
my right and the right of the project to be there. (Lisa, Comensus Coordinator 2005)

Felton and Stickley (2004) note that, ‘the notion of service users as teachers chal-
lenges perceptions of the role of ‘mental health lecturers” as the experts’. They go on to
discuss the nature of power in education, seeing it as a key element of the culture
of pedagogy. This would suggest that the maintenance of this power is impor-
tant for teachers whether they acknowledge it or not. These norms were implicitly
challenged by the Comensus project, in general, and the coordinator, in particular.

In an attempt to overcome these fears, the coordinator spent a large amount of
time visiting Department Heads and identifying academic champions who could
help to promote service user and carer involvement across the Faculty. To promote
engagement from the education staff, a ‘Celebration Event’” was also held. This
promoted the benefits of service user and carer involvement for teaching staff,
and raised awareness of the processes involved.
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As recommended by Wykurz and Kelly (2002), the coordinator and the Commu-
nity Involvement Team members devised a package of support that could be put
in place for those members taking part in teaching opportunities. The CIT mem-
bers who were planning a teaching session would spend time with the coordinator
discussing the teaching opportunity in detail. This included an examination of the
remit and nature of the involvement opportunity and the make up of the student
cohort. In each case, a meeting was arranged with the academic who requested
the involvement, so that the CIT members could acquaint themselves with the
subject and plan accordingly. The Community Involvement Team member would
be given the opportunity to visit the classroom before the session so any accessibil-
ity requirements not already discussed could be met. The coordinator was always
available on the day of the session, and for emotional and practical support after
the event, to ensure that emotional distress did not occur as a consequence of the
involvement opportunity.

This level of support was offered to all members regardless of experience, as the
CIT decided that they all were susceptible to bad days, and would rather refuse
help on the day should they wish to than not have the help offered at all. Training
on presentation skills was commissioned for CIT members from a service user-led
training group (GEM, Giving Experience Meaning). In a general sense, all partic-
ipants invested time and energy into developing relationships within the group,
raising the possibilities of peer support and establishment of friendships rather
than just working relationships (Chapter 2). On top of this, the CIT’s activities al-
ways included time for social events, which were important for bonding and stress
relief.

Unfortunately, at this stage involvement opportunities were sparse, with the
main involvement requests coming from the Mental Health Division of the De-
partment of Nursing. This Division was the first to accept Comensus as integral
to its work. It invited the project to be part of its strategic decision making pro-
cesses through having an equal voice on the divisional team, invitations to valida-
tion meetings, recruitment involvement and inclusion as equal partners on many
module teams. Some of the members with other conditions and different experi-
ences felt that the project was not delivering the possible opportunities that were
available within the Faculty. The coordinator raised this within Department (now
School) Executive Team Meetings, Divisional Team Meetings and one-to-one meet-
ings with academics. Progress was slow, but eventually inroads were made into
academia.

A pivotal event was the Quality Assurance Agency (QAA) major review of nurs-
ing programmes. Comensus had been invited to meet with the reviewers, who
were impressed with the project and could see its potential. The good review of
the project’s contribution was celebrated within the Faculty and new involvement
opportunities began to be requested. Another major factor in the success in devel-
oping the project was the work of the community and academic champions, who
raised awareness and opened up opportunities for the work.

The Faculty began to see the value of the project and started to engage the
CIT more comprehensively. This included invitations to attend Faculty Disability
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Advisory Groups, Faculty Executive Team meetings, open days and recruitment
events, Student Experience Committees, Department and Divisional Meetings,
Faculty Ethics Committee, Academic Standards meetings, and the School of Nurs-
ing Service User and Carer Forum.

Although engagement was now happening, it was not organised or strategic. At
this stage, the CIT came together and devised an action plan for the coming year
(an example of action planning is given in Appendix 5). It was agreed that the
plan would be reviewed and built upon through coming years until the CIT could
confidently say that involvement in the faculty was systematic and integrated.

6.6 Rhetoric or Involvement — CIT One Year In

At the end of the first year of the operation of the CIT, logistical barriers within the
faculty had been overcome, and a system of expense payment had been devised so
people could be paid to get to and from meetings without it affecting their benefits.
Funding was also available if people had additional support costs associated with
attending meetings, or needed to pay for a carer at home so they could be free to
attend. Information was being produced in a wide variety of formats, and a full
package of training was set up to support the CIT in its endeavours. Venues for CIT
meetings were shared around between university rooms and various community
settings.

Despite the fact that the CIT was getting increasingly more involved in activ-
ity, it still faced many challenges at this stage. Although internal meetings within
the project were accessible and jargon free, this was not always the case during
other meetings. The group felt more confident amongst itself and with its activ-
ities. However, it found it difficult to fundamentally change the format of other
people’s meetings and the academic and bureaucratic systems within the Faculty.

The scope of involvement was also different within the various Schools across
the Faculty. Some of the Schools were well on the way to becoming partners whilst
others were still wrestling with the notion of involving service users and carers in
teaching. The CIT decided to carry out a major marketing campaign to promote
service user and carer involvement. It designed posters, leaflets and a Web site
(www.uclan.ac.uk/comensus) and developed a good practice guide for service
user and carer involvement. This handbook outlined how to engage and support
service users and carers. The group took this work one step further and designed
an Accessible Writing Guide, which provided suggestions for academics and stu-
dents on how to write documents and presentations using accessible language and
pictures. All of this work provided exemplars of good practice, but did not have
the desired effect of substantially increasing engagement of the Faculty staff. It ap-
peared that the barriers were too complex to be immediately overcome with these
kinds of approaches.

By this point, the CIT had developed a strategy group whose remit was to exam-
ine the direction and scope of involvement, and to guide and progress the project.



110 Service User & Carer Involvement in Education for Health & Social Care

This group decided that all activity should be evaluated, and tasked a working
group to develop appropriate forms. It was felt that dissemination of the results
of evaluation (if it was good) might create a positive feedback loop that could in-
crease future engagement. The evaluation process included:

® Student evaluation forms — for students to give feedback on particular teaching
sessions.

® Academic evaluation forms — for academics to give feedback on the process
from initial enquiry with Comensus to engagement with students.

® Service user/carer evaluation forms — for individuals to report on their involve-
ment. This form was used also to identify personal development and training
opportunities and give feedback on practical and logistical issues.

The strategy group also looked at other quality assurance mechanisms and
started to hold twice-yearly quality circles. These are informal individual or group
meetings with staff to comment on the things people liked, things they didn't like,
current activity and future developments. CIT members were also able to give
feedback after all CIT meetings to the research assistant as part of the ongoing ac-
tion research process. All feedback was discussed and acted upon and contributed
to the action plan for the forthcoming year.

6.7 Comensus - Year 3

In the third year, activity started increasing across all disciplines within the Fac-
ulty. CIT members were constantly engaged in teaching, and other opportunities
for involvement were increasing. As confidence built in the CIT, work began on
developing and writing a CIT module on service user and carer engagement for a
Foundation Degree in Health and Social Care. Other new activities included devel-
oping problem based learning packages, developing new DVDs covering mental
health issues and learning disabilities to be used in teaching, developing interac-
tive learning materials for interprofessional learning and writing case scenarios
for the social work department.

At this stage, the CIT were becoming thinly spread across the wide range of
activities being developed. They recognised the need to revisit the idea of sub-
groups as a useful division of labour, these being smaller groups that could focus
on specific work streams. Earlier incarnations of sub-groups had been useful in
the initial development of the CIT’s work, but had somewhat lapsed as the core
CIT meetings had become more efficient. Appendix 6 describes these sub-groups,
and their remit.

Although all of these groups had a specific remit and devolved responsibility, all
final decisions had to be fed back to the wider CIT for discussion and ratification.
This model of working suited the ethos of the project. Members were all involved
in decision making. They could do as much or as little as they liked; they had
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the chance to learn new skills; and they could focus on topics that interested and
excited them.

The positive energy generated by all these activities was considerable. It was
not all plain sailing and project staff were worried about the amount of work in
which some people were engaged. Furthermore, this take-off in work levels coin-
cided with the final year of project funding for Comensus. Indeed, on reflection, it
seemed that CIT members were trying to carry out as much activity as possible in
the time the project had left. The workload issue was examined and, in the event,
it was clear that it was manageable. The staff team, the CIT, the Advisory Group,
Faculty staff and management all realised that, because of the delays the project
had faced and the potential value of the work, funding needed to continue. As
a result of intense lobbying from all these groups, the project was commissioned
for another year. The continuation of the project, however, was not decided with
certainty until very late on in the year.

6.8 Issues and Solutions

This third year was pivotal for Comensus. The team faced a wide range of issues
and new challenges. Solutions that would accommodate the members yet meet
the requests from academics for involvement were identified in collaboration.
Appendix 7 describes this process.

6.9 Comensus as a Social Firm

One of the initial aims of the Comensus project was to work towards establishing
a social firm to be the vehicle for delivering service user and carer contributions
within the university. It was anticipated that this would have to be on the basis of
significant internal funding, matched with an equally substantial external grant,
before self-sustaining contracting into the future could be considered. The initial
ideas were developed together with the Advisory Group, but were quickly taken
over by a sub-group of the CIT, with concentrated planning and exploratory work
being undertaken in the third year of Comensus. It was intended that the devel-
opment of the social firm would be conducted in a participatory, action context —
comprising a development partnership between the university and service user
groups and other interested stakeholders. There was no predetermined blueprint,
rather it was wished to grow the project organically, and evaluate its success as
part of the development process, utilising action research approaches.
Initially, some key features or goals of the development were anticipated:

® An organisation managed independently of the university.
¢ Constituted as a not-for-profit business — surplus income being ploughed back
into the operational costs and development of the firm.
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e Employing and being run by service users with one possibility being a cooper-
ative structure.

Developing model employment practices in the course of setting up the firm.
Individuals being waged at levels on a par with other university employees.
An important element being the provision of capacity building training for
the social firm workforce; looking to develop accredited modules/ certificates/
diplomas.

® Exploring ways of assisting people to make the transition from reliance on
statutory welfare benefits to waged employment.

e Using model working practices that balance the benefits of paid employment
with the stresses of work.

® Supporting individuals prone to relapse of mental ill health, without losing
them from the firm. This will require model sickness/absence policies.

® Aspiring to integrate the firm to wider community (state and voluntary sector)
schemes for advancing individuals into employment or further education and
training.

® Innovating links to other opportunities for mainstream employment — so in-
dividuals who have developed their capacity within the firm can exit to other
jobs or education opportunities, for example becoming an employee of the uni-
versity or local health/social care provider.

e Linking to widen access (and provision of appropriate support) to enable in-
dividuals to participate in the range of university courses — including profes-
sional training for health and social care disciplines.

e (Capitalising on flux in the firm’s workforce to avoid reifying the notion of ‘ser-
vice user’, allowing people to develop mainstream employment identities.

e Establishing links with trade unions: for example supporting individuals who
have lost previous employment due to health problems; working with peer
groups of workers to ensure individuals are fully supported when making
transition back into work.

Local support and development agencies linked to the Advisory Group helped
the ideas to be developed. This involved a degree of facilitation and information
gathering with a large sub-group within the CIT. It was the intention from the
outset that the whole process would be fully participatory and any emergent so-
cial firm would be effectively owned and governed by service users and carers
themselves. Despite much collective effort to develop these ideas, undertake mar-
ket research and write grant applications, a number of factors conspired to de-
feat the aspirations to build this sort of social firm. Firstly, many of the eventual
participants in Comensus could see both advantages and disadvantages in secur-
ing full independence from the university. As such, the ‘risk” attendant on a more
business-like model was unappealing. Others were, and still are, quite taken with
the confidence and esteem that came along with working in the university, and
liked the idea that they belonged to it in some way. Perhaps, along with this was
the inevitable building of friendships and relationships with university personnel,
and close involvement in meetings and such like that militated against considering
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a greater degree of independence. A bigger and more obvious obstacle was the
strong sense of altruism and voluntarism evident in the behaviour of many, per-
haps the majority, of participants who simply did not want to undertake paid work
in a formal and organised sense. Ultimately, however, it has been the failure to se-
cure a decent size grant which has been the major impediment, together with some
possibly fatal flaws in the envisaged business model.

Any nascent social firm would have to persuade other groups and institutions
to buy its services, with the major contractor being the university itself. The mar-
ket research showed that other external groups were keen on the sort of resource
that could be provided, but much less interested in, or able to, consider paying for
it at the level needed to sustain the business. Similarly, the university, in times of
financial constraint, has been reluctant to consider shifting its approach to paying
for this form of participation. One area of resistance is a belief that paying people
through Comensus as a Socal Firm represents a duplication of funding, without
significantly demonstrating the promotion of substantive user posts and employ-
ability. In effect, the university would have to increase its financial commitment
to contract for a range of user and carer inputs. This increase in monies would
make possible the realisation of the major social benefits, notably employment op-
portunities. Despite universities being relatively rich organisations within their
communities, and however desirable, this leap might be a step too far, at least in
the prevailing economic climate in the United Kingdom.

6.10 Year 4 — On the Road to Strategic Involvement

Core work was carried out within the project throughout year four. Teaching ac-
tivities, strategic involvement and development of a range of new learning mate-
rials in different media continued. The project had been promoted widely. How-
ever, activity was still not integrated equally across all of the different disciplinary
teams within the Faculty. To rectify this, the CIT and the project staff examined
activity across the faculty and identified gaps. As part of the action planning for
the year, the team decided to concentrate on the gaps and to raise the skills of
staff within the Faculty to support service users and carers they consistently work
with. This would leave Comensus staff free to concentrate on new activity. Activ-
ity for Comensus 2007 focused on two other major areas; firstly, to identify future
funding and, secondly, to develop and host a service user and carer involvement
conference focusing on higher education. This had the title Authenticity to Action,
recognising the increasing concern in the project that both authenticity and action
were pivotal to the success of initiatives like Comensus.

6.10.1 Funding and Resources

Comensus funding was still not assured beyond the next year, and staff had been
tasked with identifying outside funding opportunities. The staff and the CIT felt
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that funding applications should only be made for grants and funding that com-
plemented the core work of the project, or contributed to the development of that
work. A small grant tendered by Skills for Care North West was successfully se-
cured. The application was for the development of seven two-hour lesson plans
focusing on a number of key topics arising in social work education. The unique
approach offered by the Comensus bid was that the topics would be delivered
from a service user and carer perspective, to ensure that authentic voices would
be heard in the teaching and learning process.

The seven teaching sessions and associated learning materials were prepared to
address the following important issues in social care:

User and carer involvement in social care policy and critique.

Equality, diversity and user and carer involvement.

User and carer involvement in assessment of need.

User and carer involvement in delivery of social care.

User and carer involvement in a context of risk management.

Participation as a social movement: transforming social care.

Staff and user alliances: how to maximise user and carer participation in the
workplace.

Development of the lesson plans was a time consuming and challenging pro-
cess. Before embarking on writing up the topic content, discussion took place
across the team of CIT members and Comensus project workers about the ethos
and values that should be imparted. The difficulty was that the text had to be
written such that the product could be potentially delivered by other higher ed-
ucation establishments, so it was important that the underlying philosophy was
clear in the materials produced. Given that the intention was to provide an ex-
plicit user/carer perspective on the issues, some people felt very strongly that the
work should not shy away from some of the contentious material in subjects such
as risk assessment.

In the event, the group was very innovative in the teaching methods adopted.
The final teaching pack used a combination of audio, case study and visual me-
dia. The lesson plans were piloted in late 2008 to over 100 University of Central
Lancashire (UCLan) Social Work Masters Students. Feedback was very compli-
mentary, with comments such as ‘enhanced my knowledge and will make a difference
to my practice’ (MA Social Work Student, 2008) common across the lessons.

Comensus was also successful in obtaining grant funding in partnership with
Bradford University to build a virtual online community. The Bradton' e-learning
resource is a virtual ‘town’ populated by people who have used health and so-
cial care services because of various health conditions and/or related social needs

! The Bradton project has been developed primarily with Learning, Teaching and Assessment funding
from the University of Bradford and a Harris award for excellence in research informed teaching from
UCLan. The virtual learning resource can be found at: http:/ /bradton.pbworks.com
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and/or assumed an informal caring role. Experiences are presented as DVD or
audio clips backed up with transcripts by service users or by simulated patients.
The main aim of the project was to promote a person centred approach in health
care education through collaboration with service users and carers, by producing
learning materials that students are able to access online. The intention is to en-
hance and not replace valuable ‘face-to-face’ contact between students and service
users through the use of individual’s stories in an online environment. Individual
personal experiences are linked to specific learning scenarios which complement
and support health and social care practitioner teaching for use across a variety of
courses and modules.

Other grants have included ‘Sandbox’?> monies for enquiry into the potential
for peer support between health and social care service users and carers to be en-
hanced by digital technologies. This project explored the need for peer support
and communication with participants from two established community groups in
Preston: mental health service users and informal carers. The project team pro-
vided creative facilitation of focus groups to explore how the project should be
framed and used interactive demonstrations of technologies to find out what for-
mat each group would prefer to use for its communication/peer support needs.
The project has identified a ‘blueprint’ for peer support and communication sys-
tems for each group. The findings suggest that participants are greatly enthused
and see a number of benefits of utilising technology for these and other creative
ends, not least in tackling key issues of social isolation. Some of these include in-
teresting observations on personal value and identity. Participants are, however,
concerned about such issues as privacy and security and recognise certain per-
sonal training needs and workload commitments to maintain an online effective
system.

The other major activity in 2007 was staging the Authenticity to Action Confer-
ence. This was led by a steering group made up of academics from a range of
universities in the United Kingdom and service users and carers. All of those in
the team were involved in reviewing the abstracts, were responsible for decisions
about bursary applications and were actively engaged in contributing to the over-
all design and development of the conference. Beresford and colleagues (2006)
speak of how being treated as an equal can really change the culture of workers
and organisations. This view resonated with Les Collier, one of the service users
involved in the organisation of the conference:

As a mental health service user I felt equal to other colleagues which in many places does
not happen. I felt I could take an active part without fears of any sort.

In preparation for taking on these roles, training was provided, support was
available and encouragement was given throughout the process. These projects

2 Sandbox (http:/ /sandbox.uclan.ac.uk) is a UCLan interdisciplinary facilitation space and R&D lab-
oratory for enquiry into digital technologies. It has also been a source of seedcorn grants to foster
relevant interdisciplinary research.
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can be time consuming for support workers and all involved. However, the out-
comes are always worth the effort, and the conference was really well received and
attended, with around half the audience coming from a user or carer perspective.

6.11 Tensions in Comensus

Engaging in outside activity connected to Comensus is always invigorating. The
team has been lucky enough to be engaged in some very interesting and ground-
breaking work. However, this externally funded work does take the staff team
and the CIT away from core activities in what is an already busy project. The ne-
cessity of this engagement is undeniable with resources at a premium. However,
the possibility of over-burdening participants has to be taken into consideration.
It is also important to reflect on the remit of the project, and whether additional
work detracts from core aims and, potentially, causes a challenge to the values of
the project.

6.12 Year 5 of Comensus Activity

Following the exertions of the conference, the CIT and the Comensus staff decided
they needed to be more strategic in their future involvement. From this point on,
activity was planned around the anticipated outcomes that would be delivered,
against the project objectives. Action planning became more focused on strategy,
and on identifying and meeting gaps, with core activity assuming a central con-
cern. Communication and liaison with management and outside bodies was also
highlighted, as was planning activity to ensure demand does not exceed resources.
Core work carried on throughout the year with the CIT contributing to:

Planning of courses including new BSc Nursing and Nursing Diploma courses.

Contribution at a number of validation events.

Development and delivery of a seminar on user and carer involvement.

The production of a number of resources, including DVDs on mentorship and

the role of the service user in the relationship and Interpersonal skills from a

service user and carer perspective.

® The production of two DVD comic skits on service user and carer involvement
in education to be used in promoting Comensus.

® The production of a short film looking at why people get involved in service
user and carer involvement — ‘What it means to me’.

® The production of a film festival focusing on mental health awareness and anti-

stigma, using the University’s own cinema and, hence, opening this up to the

community.
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Other major developments came from the members themselves who, over the
years, had become more skilled and more confident. This led to a change of prac-
tice with increasing numbers of the group chairing meetings, taking and produc-
ing the minutes and running and planning the meetings. Practice between the
members changed, with support coming from peers rather than the onus being on
the project coordinator.

Comensus at this time was asked to support the activities of SUCAG (Service
User and Carer Advisory Group), a social work focused service user and carer
project attached to the BA and MA programmes within the social work division
of the Faculty. This project evolved out of the General Social Care Council (GSCC)
recommendations that service user and carer involvement should be present in all
stages of the design and delivery of social work programmes. The GSCC identi-
fied core funding to support the work, and financial ring-fencing of these monies
was one of the reasons for having a distinct user and carer involvement initia-
tive within social work. This paid for staff time and for the payment of service
users and carers, resourced the project adequately, allowing activity to focus on
core work and removing the necessity to identify extra project funding and other
income-generating external activities, enabled the project to develop and gave it
the prospect of realistic continuity.

This new arena brought challenges and anxieties for both groups. Discussion
was needed to address fears that each initiative would lose its specific identity,
the need to accommodate to changes in involvement practices, and the best way
of adapting to different approaches to support processes. The SUCAG group was
also losing its development worker, who had been assigned to another project. It
made sense for SUCAG to become a partner group of Comensus, as some activity
was duplicated and there were already established relationships. SUCAG had its
own brand and way of doing things. For example, payment of expenses was set at
different rates from those pertaining in Comensus and the types of involvement
activity were in some ways dissimilar. Both groups discussed this individually
within meetings, and the consensus for both was that it would be a good idea to
come together despite these differences. To date, this has been a successful collab-
oration.

6.13 Stability

As is clear from the chronology above, Comensus suffered as a consequence of
being seen initially as a time-limited project. This led to annual crises in planning,
both for the project workers (who did not know if they would have a job from one
year to the next) and for the CIT members. Given the feelings of the local commu-
nity when Comensus was being planned, that the university had previously acted
in bad faith with respect to engagement projects, this uncertainty raised real fears
that the project would be closed down just as it was beginning to make a signifi-
cant difference. Each year, persistent lobbying ensured support for the next year.
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Eventually, in 2008, Comensus was funded recurrently as part of the core activ-
ity of the Faculty. Even though there is a continuing requirement to seek external
funds for at least part of the work, this assurance of permanency is a testament to
the success of the project, the CIT and Advisory Group members, and the project
workers.

6.14 Year 6 of Comensus Activity

Comensus activities in 2009 have included working in partnership with Rethink,
the national mental health charity, to facilitate and support service user and carer
involvement for the North West Mental Health Improvement Programme (MHIP).
These activities concentrate on eliciting views on mental health services from men-
tal health service users and carers from across the North West. The Group organ-
ised another Authenticity to Action conference in November 2009 and another Film
Festival in October 2009.

A continued focus on core work has been complemented with new develop-
ments, particularly within the social work school, building on previous activity
by SUCAG. Part of the process of Comensus and SUCAG becoming partners in-
cluded evaluating activity and putting processes together for systematic involve-
ment. This started with a focus on the Masters programme. A joint decision was
made with service users and carers, the Head of School and the course leader to
treat involvement in the MA as a pilot that could be rolled out to other courses,
to ensure activity that is authentic and not tokenistic and also evidence capac-
ity building. The process started by mapping current activity across the Masters
programme, specifically looking for duplication and gaps. Then all possible ser-
vice user and carer involvement opportunities were identified, along with optimal
ways of generating engagement. The next step was to look at how strategic deci-
sions are made and then to look at power and partnership working, and this work
continues. It is at an early stage in the process and it is envisaged that it will take
12-24 months before it can actually be said that service users and carers are fully
integrated in the course. This is a very important piece of work, as it has not been
possible to carry out such an intensive plan before, focused on a discrete aspect of
course provision. We are realistic in what we can achieve and recognise that we
can change how we are involved and some of the processes, but integration does
not necessarily mean a change in the culture. That is a bigger piece of work.

6.15 Back to Beginnings

Service user and carer involvement is complex. This chapter started by highlight-
ing cultural issues that impact on the development of authentic engagement. This
section returns to those issues, in the light of the events in Comensus that have
been described above.
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In the university that is home to Comensus, staff generally agree with its mis-
sion statement. The organisation has a strong identity and vision, and these are
reinforced for staff from recruitment to retirement. This is seen by some as good
practice.

In effect, the university has a strong culture. Strong cultures have entrenched
assumptions, beliefs and values; they use specific language, they refer to organi-
sational legend, and they objectify certain symbols. Individuals in strong cultures
demonstrate behaviour and habits that fit the nature of the organisation. These
behaviours are not accidental or happenstance.

Comensus has the assignment of incorporating new values into the existing cul-
ture. The group is tasked with involving service users and carers in all aspects
of scholarly activity and with changing the power dynamic within the existing
overarching culture. But the university is also hierarchical, bureaucratic and cum-
bersome in some of its processes. Although the Faculty leader has a belief in the
ethos of service user and carer involvement in higher education, and the values
of engagement are clearly expressed in the university’s vision and rhetoric, the
reality is that this value has not been authentically taken up by some staff.

Despite some subtle but powerful resistance evident over the first five years or
so of the project, Comensus’ members have recently noted small cultural shifts, in
that the project is now being welcomed inside the strategic arena of the Faculty.
New values are being espoused, and the status of the project and the commitment
it receives from managers is slowly changing for the better as these values become
absorbed into the existing cultural hierarchy. Aspects of relational culture have
also been affected where service users and carers have begun to work closely with
certain individual staff members or teams and communal and formal spaces are
increasingly inhabited by Comensus members. It is in these relationships, possi-
bly, that shifts in such identity issues as how people are seen, and how they see
themselves, can change for both service users and staff alike.

The experience of Comensus is that it might not be necessary to enforce all five
of Pennington’s (2003) criteria to develop effective engagement (Chapter 1). The
final two criteria, making change a way of life and creating opportunities for own-
ership, might be the most important catalysts for authentic cultural change in this
regard.



Climbing the Ladder of
Involvement: A Manager’s
Perspective

Nigel Harrison

We began by feeling our way along and now we are able to lead the way.

7.1 Introduction

This chapter offers a personal reflection on the process of service user and carer
engagement from my perspective as Associate Head of a large School of Nursing
and Caring Sciences. I am designated with lead responsibility for service user and
carer involvement across curriculum within both the School and the Faculty of
Health and Social Care. These responsibilities involved appreciable transactions of
liaison and mutual support, between activity at the School level and the Faculty-
wide contribution of the Comensus initiative.

While this is my own personal perspective, I recognise that my views have been
influenced by my experience of working with a range of service users and car-
ers, with local voluntary groups, lecturers and administrative and support staff.
I will endeavour to highlight key events within a journey which stretches over a
five-year period. I will utilise the five levels within the ladder of involvement out-
lined by Goss and Miller (1995) as a framework to illustrate progression within
the School (more discussion of the ladder of involvement is given in Chapter 1).
I will attempt to provide examples of the challenges to me as a manager, and how
I'used my role to influence, facilitate and support the enhancement of service user
and carer involvement. The chapter gives practical examples of work undertaken
to provide the readers with information which may be helpful in their own set-
ting. These are offered as a set of possible approaches based on a specific set of
experiences, rather than as a template.

120
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7.2 Background Information

I was appointed at the university in 2002, initially as Divisional Leader for men-
tal health, with responsibility for a team of mental health lecturers and a growing
portfolio of undergraduate and postgraduate mental health focused courses, for
nurses and other healthcare professionals. I soon became aware that there was lim-
ited input from service users and carers into these courses. Involvement appeared
to occur through piecemeal arrangements across a small number of courses within
the School, usually where lecturers had personal links with local voluntary groups
and specialist services. Within a few months of my appointment, I made an effort
to meet with coordinators of some of the local mental health groups to try to un-
derstand how best to work with their members.

All divisional leaders within the school had lead responsibilities linked with be-
ing part of the School executive team. I was subsequently asked to lead service
user involvement, since there was a recognised need for someone to champion
this within the School. I was aware at the time that my peers assumed that, be-
cause I had a background in mental health nursing and psychological therapies,
I was more experienced in this area. While this was marginally true, it was a risky
assumption to make. I feel that I was only slightly more knowledgeable, and cer-
tainly no expert.

Fortunately, at this time I was able to join a national steering group based at
the Northern Centre for Mental Health, which developed a continuous quality
improvement tool for mental health education and training course providers. In-
volvement in the development of a self-assessment tool enabled course leaders
to measure levels of service user and carer involvement. The School became in-
volved in a pilot study of the self-assessment tool. This provided staff with a de-
velopment opportunity that was extremely valuable while expertise in this area
was still emerging (Northern Centre for Mental Health, 2003). On reflection, I feel
I was prepared to challenge others for the benefit of good practice, supported by a
strong belief in equality and human rights. I was aware at the time of being willing
to learn and grow with others involved. This helped me personally to progress and
to lead the School on a journey climbing the ladder of involvement, overcoming a
series of obstacles along the way (Goss and Miller, 1995).

In September 2004 I assumed a new role as Associate Head in the School, with
a broadening of responsibilities, including operational day-to-day management
in the School and line management of divisional leaders and, ultimately, a large
number of academic staff. The role afforded me with a privileged position of
contributing to School and Faculty strategies and policies, with access to senior
managers across the Faculty and University. This proved instrumental in placing
me in a pivotal position to facilitate others. Developments proposed by lecturers
and service users could be directly put to senior staff, since I had membership of
various School, Faculty and University committees. I feel that I have been able
to open doors for service users, carers and lecturers by acting as their advocate.
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I will now illustrate this, summarising the sequence of events using the ladder of
involvement.

7.3 Level One: No Involvement

In February 2004, the process began by convening a School service user steering
group with the purpose of enhancing the level of service user involvement across
all courses (Box 7.1).

Box 7.1 Purpose of the School Steering Group

¢ To provide a forum fostering partnership working between academic staff
and representatives from local service user/carer groups.

¢ To integrate a service user/carer perspective within course development,
delivery and evaluation.

¢ To seek to ensure the achievement of the service user/carer statements and
standards within the School of Nursing.

¢ Develop a guide for good practice for service user/carer involvement.

® To promote service/user carer involvement in aspects of research activity.

¢ To provide consultation on service user/carer perspectives for sub-working
groups within the School of Nursing.

¢ To enhance networks between Comensus, local and regional service user/
carer groups and course teams.

There was no existing explicit written Faculty or School strategy guiding staff
to do this, although it could be argued that it was implicit within the learning and
teaching and research strategies. Initially, I invited academic staff from across the
School that had an interest or experience in this area. The Comensus initiative,
with its extensive links into the local community, was able to assist in recruiting
service users to this group. I was pleased by the response with steady growth in
numbers attending, rising to sixteen by the third meeting, split evenly between
lecturers and services users. I made it clear that the success of the group would
be dependent on individual effort and contributions, all of which needed to be
respected and valued equally amongst academic staff and service users. This ap-
peared to be one of the most important principles to reinforce at each steering
group meeting.

Terms of reference were written collaboratively by the group, initially focusing
on service users and not carers. While the group recognised the need to include
both, it was agreed that attempting to do everything all at once would create
unrealistic expectations, heighten frustration and set ourselves up to fail. It was
agreed that the term ’‘service user’ be used as a generic term encompassing
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other terms such as patient, client, resident and public, while respecting differ-
ences in individual needs and terms used in different healthcare settings. The
term selected reflected language used within our partner placement provider
organisations. From the beginning, I had the benefit of administrative support
for producing the agenda and minutes of meetings, updating records of steering
group membership, maintaining information housed within a central data base,
organising room bookings and refreshments and circulating documents. This
proved to be an invaluable resource and contributed immensely to the progress
of the work of the steering group.

The group initially met in alternate months. One of the first tasks on which the
steering group agreed was to scope the level of service user involvement existing
across the School, in an effort to determine the baseline from which to measure fu-
ture progress. It emerged that there was anecdotal evidence that service users and
carers were involved in some teaching in a limited number of modules. However,
this appeared to be fragmented on an ad hoc basis, and very difficult to evidence
at times of audits and during internal and external quality assurance monitoring
visits. The scoping involved the administrative assistant requesting information
from module leaders by e-mail and capturing what was returned, using a template
grouping activity across divisions and courses. This eventually developed into a
catalogue of good practice (termed a ‘Good Practice Guide’) occurring across the
School, in an effort to share information with other divisional leaders and course
leaders.

In the first academic year of the initiative (2004-2005), there were 48 examples
of service user involvement listed, occurring in different modules. This might sug-
gest that the School had already moved off the first ‘no involvement’ rung of the
involvement ladder. However, there were many modules and courses with no ser-
vice user or carer involvement, and some lecturers even questioned the need for
such engagement. For example, in one conversation a lecturer who was in a senior
position within the School stated that service users were the students, and, since
student representatives were involved in providing feedback to course manage-
ment committees, this sufficed. This, and similar conversations early in the life of
the steering group, provided me and other fellow steering group members with an
indication of the amount of work that needed to be undertaken. The new initiative
provided a significant opportunity to challenge such myths and stereotypes.

Within the first year of the steering group it became clear that there was a high
level of passion and commitment to the cause of engagement and of improving
the student experience amongst individual lecturers and service users (Whittaker
and Taylor, 2004). As understanding developed, there was acknowledgement of
local and national drivers, which reinforced the work of the group. The United
Kingdom review of mental health nursing in 1994 had been instrumental in
advocating inclusion of patients in course delivery, seeing this as good practice
(DH, 1994b). Academic staff within the School were very familiar with responding
to national and regional policy documents, so I quickly learnt to present these at
every opportunity to help articulate why service user involvement was important.
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7.4 Limited Involvement

In February 2005, a year after the steering group was formed, its terms of ref-
erence were reviewed and amended to include a focus on enhancing carer in-
volvement in the School. There were academic staff and carers who had been
disappointed that this had not been included from the beginning, and some lec-
turers were already including relatives, partners and significant others to share
their experiences with students. Unfortunately, this information had not been
systematically recorded or promoted at the School level. At the steering group,
some lecturers reported on their contacts with specialist groups and networks
they attended including local service user and carer voluntary groups. Two men-
tal health lecturers were, and still are, members of the executive committee of
a regional voluntary mental health organisation, which provides support to ser-
vice users and carers. Some lecturers reported how they had retained the con-
tacts they had established while they had been in clinical practice, prior to work-
ing at the university. Others had actively sought out these groups with the in-
tent of providing the students with the benefit of an alternative perspective from
the clinical specialists who were also brought in as guest speakers. This ap-
peared most evident amongst lecturers who were proactive when developing their
module timetables, in the areas of mental health, learning disabilities and pain
management.

In the second year of the steering group there was a fairly regular number of
academic staff and representatives from service user and carer groups attend-
ing and contributing. They included the Faculty coordinator of the Comensus
initiative. It was decided to formalise the roles and commitment people were
making to enable staff to be recognised for their contribution. I requested that
all divisional leaders provide me with the names of their divisional represen-
tative on the steering group. In some cases this led to two nominations being
given so that attendance at meetings could be shared. This resulted in staff al-
ready involved being recognised by their peers in their respective division, as
the divisional representative. In those divisions with no one attending a lecturer
was nominated. A key part of my role was in motivating and valuing these
representatives.

The School provided courses in pre- and post-registration nursing, operating
department practice, paramedic practice, complementary therapy and psycholog-
ical therapies, so, by virtue of the group sharing practice, we indirectly also pro-
moted the interprofessional learning agenda. The plan was for these staff to sup-
port each other and act as ‘academic champions’, feeding information between the
steering group and course and module leaders, and guiding others on how to en-
hance teaching, learning and assessment practice by involving service users and
carers.

One of my responsibilities within the School was to annually update a number
of its documents and handbooks. This included the manual written for staff and
external visitors, and the handbook given to all new and returning students. In
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Figure 7.1 Long-term plan for service user involvement — School of Nursing, Faculty of
Health, UCLan.

an effort to be more strategic, and to demonstrate that the School was committed
to enhancing service user and carer involvement in course development, delivery
and evaluation, an overall plan was developed by the steering group to articulate
how this could be achieved through different activities. While this was written
as a mission statement, it was also represented diagrammatically summarising
examples of how service user and carer perspectives could be undertaken within
course and School activities (Figure 7.1).

The steering group generated a desire to extend involvement beyond classroom
teaching into School meetings. Since I chaired the School academic standards fo-
rum [ was able to invite service users to attend and contribute. The forum focused
on the enhancement of quality and standards and implementation of university
academic regulations. School leads of working groups also reported on progress of
their groups, and on the implications of changes in professional regulatory body
standards for education. Needless to say, there were some challenging and pro-
ductive discussions. It soon became apparent that having some consistency from
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a few service users who acted as the service user representative on this and other
groups reduced the time I needed to undertake on briefing service users about the
structure and terms of reference of the group and specific items on the agenda.
Fortunately, the Comensus coordinator also attended, and assumed responsibility
for briefing and debriefing service users.

Within the School plan, staff were encouraged to involve service users in divi-
sional meetings. This has since occurred either as invitations for service users to at-
tend specific meetings to discuss particular issues, or as regular attendees, such as
has occurred at mental health division meetings. While it was an aspiration at the
time, it was felt important that the steering group set out the vision of how service
users and carers could be involved in areas such as research, module assessment,
student recruitment and development of teaching and learning resources to name
but a few. The strategy was crucial in guiding involvement within the School to
another level.

7.5 Growing Involvement

In November 2005, the steering group reviewed the progress achieved by the
group in relation to the terms of reference. The ‘Good Practice Guides” were
considered to be a particular achievement, capturing creative examples of
service user and carer involvement across divisions and courses. It was agreed
to be more systematic and update these at the end of each academic year, so that
examples were coded by the year they were introduced. This enabled me, on
behalf of the group, to include the guides in an annual report presented to the
school executive team as evidence of achievement of the work of the steering
group. The good practice guides were placed in a central database accessible by all
academic staff, together with steering group minutes and all related documents.
As other academic staff became intrigued by the work of the group they were able
to access useful information.

Around this time lecturers, service users and carers came together with staff
from other schools within the Faculty to share their experience and good practice.
This appeared to boost confidence in many staff and encouraged them to sub-
mit abstracts for national and international conferences, resulting in verbal and
poster presentations, thereby celebrating their efforts. There was evidence of a
small number of staff involving service users and carers in writing learning and
teaching packages for use with students. One mental health lecturer engaged in
regular clinical practice through an honorary contract within a local mental health
Trust and invited willing service users to share their experiences in an effort to en-
sure that a problem-based learning package for use with small groups of students
was authentic and not contrived. The package was evaluated by students and staff,
and amended accordingly. Effort was also made to feed back this information to
the service users involved.
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Similarly, a member of staff who wanted to share personal experience of blind-
ness with nursing students, in the hope that this would help others, approached
me. This centred on experiences in a local National Health Service Trust, high-
lighting what was good and what could have been improved in the way staff
communicated. I met with this person and then through the School steering group
we decided which course and module the experience would best fit, according to
the module learning outcomes. The subsequent teaching session was videoed and
included in the module Web CT (Web Course Tools) area for future groups of stu-
dents to see. Key questions to aid facilitating discussion relating to the video were
also drafted. This ensured that students were prompted to think around areas of
practice which had been highlighted as important from the service user perspec-
tive. Both the development of the problem-based learning package and Web CT
video were used as pilots within the School, and reported at the steering group for
discussion.

This experience and parallel developments within Comensus led to recog-
nition that we needed to develop a protocol which would guide staff when
they wanted to develop learning and teaching resources (Appendix 8). Infor-
mation leaflets and consent forms, which were forwarded to the School ex-
ecutive team, University solicitor and Faculty Ethics committee for approval,
were devised within the group (a model consent form is shown in Appendix
9). This proved to be a very lengthy process. Eventually, by draft seven, the
protocol and documentation was approved. It is now used across the School,
and has been adopted by other schools. Service users were particularly helpful
in amending the language used in the consent forms and information leaflets
that explained how a person could help in developing the resource. Separate
consent forms were developed for use with children and young people, with
adults, and with individuals representing organisations. The inclusion of graph-
ics made the forms more user friendly. The protocol highlights how long doc-
umentation and the resource is retained and where and with whom they can
be used. A real challenge for me was acting as mediator between all groups in-
volved, with the whole process taking almost two years to complete. A compro-
mise had to be reached between the language typically used in formal university
documents, and making them accessible to others, including service users and
carers.

As the steering group matured it was felt that it would be helpful to everyone
if case studies of involvement were shared as a standard item on the School
steering group agenda. Representatives from each division rotated in asking staff
to present, and the steering group gave feedback on good practice and areas for
future improvement. I believe that the presentations served to enhance attendance
at the steering group, assisted in maintaining standards, congratulated people
for the work they were undertaking, and provided inspiration to staff. People
started to send me information on useful resources available, including Web sites,
commercially produced audio and video training resources and other interactive
training packages. These were taken to the steering group to share with divisional
representatives and disseminate to course and module leaders. The
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representatives would review the quality of the resources and feedback at
future meetings. In turn, this fed into a list of relevant Web sites being archived
on the central school database for all staff to access.

In my role I have responsibility for helping to shape the agenda for the two
school staff conferences occurring each year, attended by over one hundred
academic staff and researchers. The purpose of the conference is to provide an
opportunity for staff to be updated on current developments and policy changes
for implementation. Small group activities are often used to address emerg-
ing issues and devise solutions, sometimes through development of new pro-
cedures and protocols. I monopolised the afternoon of one of the conferences
to promote the service user engagement initiative, together with other key staff
committed to enhancing service user and carer involvement. Examples of good
practice were shared with staff in a large group, which included positive feed-
back from students on how much they valued this experience. Academic staff
were grouped in their respective divisions, consisting of approximately eight
groups of between eight and fifteen staff. A structured activity involved them
reviewing what they were currently doing and how they could enhance this,
resulting in action plans to be achieved in the coming year. The ‘academic
champions” who contributed at the School steering group were central in this
process.

Around this time, as a member of the Faculty Executive Team, I was appointed
as Faculty lead for enhancing service user involvement in curriculum. While the
School had a service user and carer steering group, faculty-wide user involve-
ment was supported by the Comensus project. It was important to align the two
initiatives, reducing duplication of responsibilities and maximising mutual sup-
port. The Comensus coordinator attends and contributes at a range of school and
faculty meetings, to either update everyone on the work of Comensus or, along
with a member from the team, to provide a service user perspective on what
the group, forum or committee was doing. In addition, it was arranged for the
Comensus coordinator to regularly be invited to the School executive team meet-
ings. This enabled us to look critically at where things were working well, such as
the courses where service users were involved, and where this was limited, so that
action plans could be put in place.

These action plans were reinforced within the university internal quality en-
hancement process known as annual monitoring. This involves annual reports be-
ing written by module leaders, course leaders and divisional leaders which all feed
sequentially through each other into the Head of School report written by myself
on his behalf. By amending the templates used by all these staff, I was able to in-
clude a question asking that everyone report on the level of service user and carer
involvement in modules and courses. Where this was acknowledged as limited,
there was an expectation that this would be included in the next year action plan
for enhancement of that module or course. In summary, academic staff were being
asked to self evaluate their level of engagement with service users and carers, us-
ing a standardised university quality enhancement system. Over time, some staff
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used the ladder of involvement to self-assess their module or course, consciously
recording as a team what level they were currently at, and what they could do to
progress to the next level.

7.6 Collaboration

In November 2006, the Good Practice Guides for both service user and carer in-
volvement were updated. They now extended to several pages long, showcasing
examples of interesting and innovative practice. What was pleasing was that the
guides were proving helpful in both internal and external quality assurance re-
views and monitoring visits as evidence of innovation. The Quality Assurance
Agency (QAA) major review audit provided a platform to showcase the totality
of involvement initiatives, including the good practice guides and other docu-
mentation illustrating work of the steering group and the overarching support of
Comensus (DH, 2003; Faculty of Health, 2005). Pleasingly, meetings with service
users and carers were recognised as good practice within the School and Faculty
and very progressive compared with other universities. Similarly, during a num-
ber of Nursing and Midwifery Council (NMC) approval and monitoring events
the school received acknowledgement of good practice, recognising the strategic
and systematic level of service user and carer involvement.

What was now evident was involvement of service users and carers at a va-
riety of levels within the university from module, course and School level, and
at Faculty and university level. This involvement could be described as occur-
ring at micro, meso and macro levels. It seems to express a movement towards
collaborative working, with increasing joint enterprise between service users and
staff. Examples highlighted in steering group meetings included involvement in
course development and validation events, teaching in large and small groups,
providing feedback to students undertaking skills training, involvement in work
of the School recruitment group, academic standards forum, divisional meetings
and School executive team meetings. Admissions tutors for the pre-registration
nursing course worked with service users in writing questions to be asked when
interviewing prospective students. It was agreed that, with intakes of around 800
students annually, it was unrealistic to expect service users to be directly involved
in all the necessary interviews.

Service users have since contributed at recruitment events including university
open days to talk to prospective students. They have produced video clips demon-
strating inclusion of service users and carers within courses that the potential re-
cruits might study. These clips have been played while students are waiting in
reception for their individual formal interview. They have also been placed on
course and School Web sites. Service users have written questions to be included
in students’ clinical assessment documents for use by mentors and practice teach-
ers when the student is on clinical placement. The documents request assessors to
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elicit and record service user and carers views of the student’s level of competence
and proficiency, enabling documentation of feedback first hand from the person at
the centre of nursing care.

A further example of collaborative working is in the joint production of a DVD
as part of an interactive education and training package aimed at enhancing
knowledge and skills of primary care mental health practitioners. Service users
and carers worked with lecturers to write the scenarios for the video clips to illus-
trate experiences of multidisciplinary team working, reception and consultation in
primary care, clinical supervision and practitioner documentation (Harrison et al.,
2006). School staff and service users who worked with us were also engaged in
the production of a CD-ROM resource, developed to support the national Primary
Care Graduate Mental Health Worker (PCGMHW) programme. The input into the
PCGMHW course was grounded in our close relationship with Preston Mental
Health Service User Forum. This group reported later that when the first cohort of
PCGMHW students completed the course and were taking up their posts with lo-
cal General Practitioners, they began attending Forum meetings to continue these
links and request that Forum members had involvement in planning and strategic
development of their roles. This neatly squared the circle regarding people’s desire
to be part of something in the university that ultimately was of real influence in
practice. It is pleasing that much of this experience has been shared by academic
staff, service users and carers presenting jointly at national and international con-
ferences.

United Kingdom policy advocating a patient centred and patient led National
Health Service helped reinforce the purpose and work of the steering group (NHS
Executive, 1999; DH, 2001b, 2002b). Local service providers appointed patient and
public involvement leads and staff to co-ordinate these initiatives that then pro-
vided us with further key contacts within service provider organisations. Emerg-
ing policies were very useful for articulating to academic staff the national and
regional directives and requirements (DH, 2004b, 2006b, 2006c; Skills for Health,
2006). The School steering group was able to use these policies to argue that in-
volvement of service users and carers in the development, delivery and evalua-
tion of courses, prepares students to work within care settings which had targets
to be patient centred and patient led. This felt very contemporary and useful when
marketing courses.

7.7 Partnerships

By November 2007, systems within the School appeared well embedded. They
demonstrated clear open commitment to service user and carer involvement sup-
ported by a variety of documentation. A real step forward was involvement at a
strategic level. As a member of Faculty Executive Team meetings discussing the
Faculty learning and teaching strategy, I was able to act as an advocate, ensuring
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that service user and carer perspectives were included. Further consultation was
welcomed and valued by the faculty executive team directly with the service user
and carer advisory group. Service user and carer representatives are now members
of a range of Faculty and School groups that focus on strategic and operational
management issues.

While some people felt that it was important to have service users present in all
meetings and areas of School and Faculty activity, it has since been recognised that,
as well as being impractical, this would mean sitting through agenda items that
are less relevant. By targeted involvement, service users and carers have been en-
gaged as ‘consultants’, drawing on their specific expertise in the same way as other
specialists are utilised within the School. This requires mutual trust and respect.
There is now evidence of working jointly with service users in broader aspects
of academic practice including assessment of students (Duxbury and Ramsdale,
2007).

The School is now targeting requests for help from local services user and carer
groups and the Faculty advisory group in divisions and courses requiring help to
network with local groups. Those divisions and courses under-represented in the
School good practice guides are now a focus, recognising that there is a continu-
ous need to reappraise whether existing approaches to service user involvement
could be improved, taking account of changes in healthcare delivery and issues
that arise from this. There is now an expectation that module leaders negotiate
the content and methods of delivery to be used with service users and carers. It is
acknowledged that there are modules which lend themselves less well to service
user and carer involvement, such as the teaching of anatomy and physiology and
other factual subject areas. However, where possible, the template used for aca-
demic staff objectives linked with their annual appraisal includes their progress
towards maximum engagement.

More recently, following university restructuring working towards devolved
responsibility at School level, the Faculty Comensus coordinator is now based
within the School reporting to myself whilst maintaining a Faculty-wide remit for
the work. This has enabled a review of the groups existing at Faculty and School
level and resulted in the merging of the School steering group and Faculty group
into a new advisory group, while retaining representation from all divisions in the
school, but widened out for similar representation from other schools. Having led
service user and carer involvement for five years in the school, it seemed timely to
hand this over to the Comensus coordinator. Perhaps a sign of true collaboration
was how easy this was to do. While I continue to act as a support and guide, my
role is now more facilitative and appears a true indicator of the progress that has
been achieved.

Funding for students, course development and delivery comes from a variety
of sources in health and social care, including the Higher Education Funding
Council for England (HEFCE), regional National Health Service commissioners
and service level agreements with local service providers. Recently the School
housed a regional event bringing together representatives from commissioners,
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service providers and various disciplines of academic staff from neighbouring
universities. The purpose of the event was to share existing good practice, and
to develop principles for commissioning, including performance statements and
standards for service user and carer involvement in education.

While it is up to universities to fulfil the requirements of contracts by allocation
of resources according to course need and professional body requirements, ser-
vice user and carer involvement has typically be seen as implicit within this and
viewed as good practice (Health Life Sciences Partnership, 2008). The Faculty and
School have funded support for service user and carer involvement for a number
of years, acknowledging that in order to prepare staff to work within patient cen-
tred and patient led services it is important to integrate involvement throughout
the pre- and post-registration portfolio. One view may be to ring-fence money for
this, while others may prefer some flexibility in how and where to allocate such
funding to enable creativity. It is pleasing to see that commissioners are now con-
sidering this within contracts. Involving the service users who are our colleagues
in such discussions appears to be the ultimate in partnership working.

7.8 Conclusions

My role has evolved over a number of years. At times I have acted as an ally, ad-
vocate and supporter for Comensus to ensure service user voices are considered.
At other times I have led, guided, mediated, facilitated, challenged and supported
a range of academic staff, service users and carers within the School, Faculty and
University. Ultimately, however, this has been a journey of mutual learning and
discovery, reflecting the spirit of partnership for which we have been collectively
striving.

Service uses and carers have been actively involved in different aspects of the
operational day to day issues within the School, to ensure the service user and
carer agenda is realised. Service user and carer perspectives have also influenced
School and Faculty strategies, policies and procedures in a myriad of ways. Any
limits to the extensiveness of this involvement reflect key structural issues, such
as availability of resources including time, expertise and dedicated funding.

The involvement activity within the School has progressed along the ladder of
involvement supported by service users and carers, academic staff, and adminis-
trative staff. At one School steering group review meeting the ladder of involve-
ment (Goss and Miller, 1995) was reflected on in terms of its value for school-wide
evaluation of progress. The linear and hierarchical dimensions of the tool should
be acknowledged and not applied in an overly simplistic manner. For instance,
some staff felt judged when labelled at different points on the ladder; a considera-
tion which needs to be respected and handled sensitively. By viewing the process
within a broader commitment to continuity, development and systems, progress
is not finished if partnership is reached in one specific area of the university. Simi-
larly, we have used the five levels of the ladder for awareness-raising, not as a tool



Climbing the Ladder of Involvement 133

to point out failings. It has been used to self-evaluate at module, course and School
level as a means to develop actions plans for enhancement, thereby sharing own-
ership. Rather than climbing the ladder of involvement to the top and stopping,
we continue to strive for progress and as comprehensive an extension of involve-
ment as we can manage across all aspects of our work. We acknowledge that this
is a continuous process, which requires funding, support and commitment by in-
dividuals at all levels within the organisation.



8 Stories of Engagement

Helping influence nurses is very rewarding and one day you may be nursed by a friend,
instead of just a nurse.

8.1 Introduction

This chapter comprises personal narratives from people associated with service
user and carer participation in universities. Voices come from those directly in-
volved with Comensus and from other United Kingdom universities and wider
networks of support which have supported our work.

8.2 Service User Voices

Comensus has at its core a strong volunteer base, committed to engagement across
all levels and striving for authenticity in all of their endeavours. The following are
the voices are those of members who give so much to the project in the Community
Involvement Team (CIT, the service user and carer led forum attached to Comen-
sus) and from the wider community affiliated to the initiative. All of these indi-
viduals have been thoroughly involved in the work of the university, typically in a
teaching role, but also in the development of teaching provision, research activity,
strategic input and community liaison. Some of these participants have become
involved relatively recently; others have been active in community groups linked
to the university before Comensus was established and were intimately involved
in setting up the project.

8.2.1 Keith Holt

The first meeting of what is now Comensus was held at the Gujarat Hindu
Centre, Preston, in 2004. The idea proposed was for the University of Central
Lancashire (UCLan) to engage the community in teaching and learning, thereby
raising awareness of difference and disability, a unique innovation, an unknown
challenge. At this embryonic stage, involvement was being offered to those
living within Preston. On reflection, to start at a local level seemed sensible to

134
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test whether interest in involvement was present; however, this did not reflect
UCLan’s student catchment area. Unfortunately, I did not reside within the catch-
ment area and did not have the opportunity to get involved in the CIT until 2008.

In 2008 I was interviewed by my peers, the already established members of
Comensus, and was accepted to the main working group. I had had previous ex-
perience of engaging with the University, as I was a current member of Giving
Experience Meaning, a group of mental health expert-by-experience trainers who
train health and social care professionals and raise awareness of mental health and
help stamp out stigma. Our experiences within the university had been positive,
especially from those embarking on careers in health and social care services.

Joining Comensus built upon these experiences and allowed me to use skills
I had learnt from being a member of the Service User and Carer Advisory Group
(SUCAG,) attached to the social work department, also based here at UCLan. Being
a member of Comensus has led to my engagement in a wide variety of involve-
ment opportunities and a greater insight into the everyday running of a univer-
sity. Meeting so many people, Comensus members, community members, tutors
and researchers whose genuine commitment to the concept of community involve-
ment and improvement of practice has been outstanding, has benefited me enor-
mously, raising my confidence and self esteem, and at the same time giving me the
opportunity to put something back into services.

Recognition must be given to those ‘Champions for Change” who recognised the
need to empower service users and carers and enable them to get involved. Here
everyone is a stakeholder. Logically, higher education is the place to promote and
to give people the practical skills to work in partnership, ensuring that services
provide person centred quality services.

8.2.2 Carol Catterall-Maguire

Iled what might be considered a busy but relatively normal life until in my forties.
I was unaware that I had the genetically inherited connective tissue disorder Pseu-
doxanthoma Elasticum (PXE). Although I had experienced various symptoms of
this condition for over thirty years, it was the damage to my eyes that brought me
to diagnosis. In January 1999 I was finally diagnosed and, in December 1999, my
sight had deteriorated to the point where I was certificated and registered as blind.
Worsening vision had made it no longer safe to continue driving a car or carrying
out the duties of my profession — a neo-natal nurse — or be able to fulfil my role
as a further education lecturer. It was at this point that I joined the ranks of the
disabled and my life and societal standing changed irrevocably — or so it felt.

Comensus has given me the opportunity to express my feelings and experiences
to those who provide or will provide for the needs of those who are incapacitated
or fall into the group considered ‘disabled’ by wider society.

For me, being part of Comensus and speaking of my experiences gives me a
sense of empowerment that comes from sharing my knowledge. For students,
this leads to understanding and awareness of individuality in real life terms. My
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involvement can also lead to the needs of other service users being satisfied now
and in the future.

8.2.3 Jacqui Vella

I am alive and it feels good. When Comensus was in its infancy I was the Chair of
the Patient and Public Involvement Forum (PPI) for Lancashire Teaching Hospi-
tals. I help run a diabetic support group and I was, and still am, the Chairperson
for Breathe Easy, Preston.

The PPI told me about Comensus and I thought it would be too political, so I put
it out of my mind. Then a friend telephoned me and asked if I would accompany
her to the first meeting in the Foster Building at UCLan, so I decided to go along.
I think someone mentioned snacks. I have always thought that universities were
far out of reach and it would probably be over my head. I found instead a warm
reception and a group of like-minded people who also wanted to give something
back to services.

In my life I have had so much medical care and on many occasion been brought
back from the brink through the care that I received. I joined the PPI after the
sudden death of my husband. When I lost him my world fell apart. I had a heart
attack, small strokes and started with diabetes. It seemed that anything that could
drop off did. I had to retire medically from my position as senior accounts manager
and I felt I would never get over being alone, losing my husband, my health and
then, through illness, my income.

Back to the plot as I was telling you, I reluctantly went to the first meeting held
to recruit new members for Comensus and I found warm friendly people who felt
as passionate as I do about wanting to make a difference to the National Health
Service. Little did I know then that it would become central to lots of things in my
life.

My involvement with healthcare was quite wide through my work with the PPI
and my hospital admissions. I could see the National Health Service with all its
warts, but more importantly I could see dedication and compassion and the abil-
ity to rebuild the lives of the people who came through the doors. UCLan opened
the doors to real opportunities to help nurses and social workers to see the impor-
tance of the things they do and how even the smallest things can help save a life
or even, on the other hand, end it through minute things like not washing their
hands.

My first encounter with students was so terrifying that I put so much Bach Res-
cue remedy on that I swear I was almost drunk. However, after 2-3 weeks I lost
all fear and became a bit like wonder woman; nothing fazed me. Comensus is like
a whole new universe. After my strokes I lost a great deal of ability and, although
I never expected it to, Comensus gave me lots of skills and confidence that I had
lost. I helped occasionally in the office with filing or sometimes using the com-
puter to type, it all helped me remember words and skills but, more importantly,
I was surrounded with new friends who like myself had been challenged by life,
and we were all cheerfully sharing and learning.
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Comensus is one of the most diverse groups I have ever belonged to: it is so
multifaceted. Over the years that I have been involved we have all grown and
learnt many new things. We share sadness and laughter. We are nurtured by the
staff and they have enabled us to see our strengths and given us the courage to
try new things. I am never afraid of looking silly or think I cannot do it, as their
response is to help us develop and sustain us.

If more people stood back and looked at the ever changing face of the health ser-
vice I am sure they too would want the privilege of being a tiny piece of building
its future. I feel very blessed and thank the team for letting me take part.

I never dreamt that I could facilitate at a conference or help write new modules.
A little piece of me wishes I had found all this intellectual stimulation earlier, as
I might even have been a student. You never know in life what is next but I do
know that I embrace each new day. I am not a bit political as a person but the Na-
tional Health Service belongs to everyone, and universities, by involving patients
and carers in their teaching of healthcare students, really do practise the govern-
ment’s vision of everyone having a voice. Things can only go from strength to
strength.

8.2.4 Graham M Hough — Road to Comensus

I have been sectioned under the Mental Health Act three times due to my collect-
ing lots of things at home and getting into trouble with the Environmental Health
Department. After my last sectioned stay in hospital I saw an advertisement for
service users to become part of a service user research committee that would ul-
timately review upcoming research projects in the National Health Service. I had
already gained psychology and other health qualifications and fitted the bill. I was
accepted on to the committee. A worker at a local mental health service user forum
told me about Comensus and thought I might be interested.

I have been involved with Comensus since January 2008, going to meetings,
helping to write social work lesson plans and have been involved in teaching these
to postgraduate social work students. I have also been involved in a film festival
devoted to mental health issues, where I gave a short presentation of my experi-
ences of phobias and obsessive compulsive disorder, which health professionals
and service users seemed to find enlightening.

I think Comensus is a very important new development in health education and
should be encouraged throughout the higher education system across the country.

8.2.5 Robert Hopkins

I gotinvolved in service user and carer involvement by encouragement from an or-
ganization that I was already involved in. I was doing voluntary work at Preston
Disability Information Services Centre. One day the Volunteer Coordinator ad-
vised me that the University of Central Lancashire’s Faculty of Health was setting
up the Comensus Project, and they wanted to know what service users thought of
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the idea. I was encouraged to go along to the initial meeting at the Gujarat Hindu
Society in Preston, in April 2004.

After that day was over a report of the proceedings was produced, then I was
invited to a meeting with the late Eileen Johnson, the then Comensus Project Coor-
dinator in the summer of 2004, to discuss the setting up of a Community Involve-
ment Team (CIT). Then, at the beginning of 2005, I was sent a letter encouraging
me to apply for the team. At first I was reluctant because I was not sure what I
was letting myself in for. I received follow-up communications asking why I had
not sent the form back. I eventually applied. I have never looked back since I was
successfully appointed to the CIT.

I attended the first year’s meetings, which consisted of administration and the
setting up of the group. I found this was not very interesting. What did not help
was that Eileen Johnson passed away in a road accident and there was no proper
coordinator until Lisa Malihi-Shoja was appointed later in 2005. That was when
the group started to get into the swing of things. However, gradually I got to meet
people in the group and build a spirit of solidarity, comradeship and friendship.

What I like about the Community Involvement Team is its non-hierarchical
structure; everyone has decision making powers. It is run for and by service users
and carers.

Once that first year was over we got into the fun aspects of being actively en-
gaged in teaching, training and research within the Faculty of Health. The high-
light for me was when I took part in a couple of sessions of teaching first year
nursing students on the learning disability pathway about Dyspraxia, the condi-
tion of which I am diagnosed. I enjoyed the big audiences (circa 500+ students).
My feelings were of a rock star in that lecture theatre with that microphone.

My style in service user perspective teaching is all about using psychological
methods, some of my colleagues on the CIT adopt different styles in accordance
with their personalities. What I mean by psychological methods is all about get-
ting the audience (the students) to remember what was said and to change their
behaviours accordingly.

In addition, I believe in a Shakespearean approach to teaching, ‘All the world’s
a stage and all the men are merely players, they have their exits and their en-
trances’. This means that everyone is an actor. I adopt this approach in my teach-
ing in respect that all my lectures are theatrical performances. My performances
have been hailed “as one of the best teaching sessions ever encountered within the
University’.

Other sessions delivered have included social work congresses and sessions to
mental health nurses. The project allows me to meet and speak to well known
members of the public, such as Sir Tom Finney, a well known footballer and carer
who is our patron. Recently, I helped present service user led research at two inter-
national conferences: the first a social movements conference in Manchester; the
second, our own conference, titled “Authenticity to Action’, in Grange over Sands.

More recently, we had to recruit more members to our successful team. I was
on the selection panel. Our new members are diverse, which is proving a learning
curve for me, as I did not previously have any contact with some sectors of society.
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In summary, I feel that I and other members of the Community Involvement
Team have gone from strength to strength. Long may it continue.

8.2.6 John Coxhead - Independence to Dependence

Going back to 1996, I enjoyed a healthy outdoor life as a landscape gardener and
being self-employed made me a very independent person. However, overnight
life changed that very independent person into a very dependant wheelchair user,
now reliant on friends, and also made me find out who my real friends were. From
a person using the car daily, to a person who sat looking at the car, unable to drive
and relying on family and friends for transport.

I had no independence, when shopping, using public transport, or using any
public services. In 1996 the wheelchair user was not recognised as an equal mem-
ber in society but as the person in need of help or a burden on society. In 1996, at
the same time as I lost my independence, the Disability Discrimination Act was in-
troduced. Thankfully by now I had regained some of my independence by having
a car adapted. Driving enabled me to join an access group. The group was made
up of people with access or mobility problems.

The introduction of the Disability Discrimination Act gave people with access or
mobility problems the power to force public and private service providers to make
services accessible to the user experiencing problems. This access group gave me a
feeling of value and that my dependence had been replaced by the chance to give
people independence. At a meeting a colleague suggested I use my knowledge on
access and mobility by joining a newly founded group, the Comensus project. I
was not sure if this would turn out to be another name for an access group.

Attending the launch I soon discovered that Comensus was what I needed! A
chance to get my voice heard and be taken seriously. I joined the Community In-
volvement Team (CIT) and discovered that working together as a team, a team
that has personal experience on a wide number of disability issues, gives you a
sense of belonging especially with the strength of the university behind us. The
CIT gives people the feeling of value in that your ideas are being taken forward on
how to train health professionals, including nurses and social workers. Thanks to
Comensus and the way all CIT members are valued and how we are all treated as
equals, people like me can once again begin to regain the feeling of independence.

8.2.7 Phyllis Prior-Egerton — What is it Like to Grow up With the
Knowledge that You are Different, But Different to What?

I was closer to my sister than my brother. My sister was just one year older than
me and my brother was five years younger. It was after my brother was born that
I tried my first dress on, I felt great but guilty. I do not think I was aware why
I felt guilty except it was my sister’s dress. My dad was a vicar and my mum
was involved in parish work, so sometimes I had the house to myself and took
the advantage to get changed. When we moved from Wallasey to Weaverham in
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Cheshire to a house with more rooms, 22 in all, they used to have jumble sales in
the village hall. The jumble used to be stored at the vicarage in the outbuildings;
guess who got the job of sorting it out!!! I could not wait for the house to be empty
or my parents to be busy so I could try my new acquisitions on. Then guilt would
rear its ugly head and I would rip them off. So, after some gardening, I would
include the clothes on the bonfire. There used to be a jumble sale about once a
month, so the process would then repeat itself.

There was one incident that happened in Wallasey which was scary. It was my
first day at Somerville school, my mum had saved up to buy me a new coat spe-
cially for school; BIG mistake, I ended up bruised and battered with a new but
ripped coat. That was my first and last day at that school.

Staying on the subject of school, when we moved to Weaverham I went to a
private one in Northwich. Then I went to another one near Great Budworth. My
grandfather paid for me to weekly board and my dad took lessons to help pay for
school, too. So when, with all the sacrifice they are making, could you even think
of telling anyone that my dad’s star pupil and prefect is ordering you to go to bed
with him in a dorm with other senior boys there.

When I left school I worked at a firm of agricultural engineers in Northwich. To
get over my frustration, I used to ride my bike for miles and miles. I thought of
asking my doctor for advice about the way I was feeling, but there always seemed
to be a ‘but’: he was a friend of the family.

At this time there was nowhere to turn so you get on with life, get involved
with work, meet girls, drive fast cars or, to be correct, drive old cars fast. Then the
ultimate, get married, get your own business, get drunk, build up the business, get
drunk. The business just happened to be a garage in the middle of Cheshire, near
Tarporley. Included with the garage was a recovery business servicing the local
transport industry with heavy vehicle recovery. Oh, nearly forgot, getting drunk
to the state of only sober when drunk and 60 to 80 fags a day. O happy days hic, hic.

We now start the real decline — divorce, getting taken to the cleaners, not allowed
to see my daughter. [Where is that bottle]. Problems again, where to live. So I
convert the back of the garage into a room. Well, I had to have somewhere to sleep
when I came in from the pub. I was still getting changed (female clothes) being
Phyllis when I could. The trouble was still nowhere to turn, I was a bloke — so it
said on the birth certificate.

I meet another girl/young lady and, yes, she gets pregnant, so yes we get mar-
ried. This is it, I stop drinking — that is another story. New baby, new wife, the only
trouble is I have drunk all the profits so have to sell the garage and my partner in
the recovery business fiddles me.

There is only one way to go get on with life, buy a truck, go into haulage, as
I have got a Heavy Goods Vehicle licence and have a certificate of professional
competence. There is only one snag — Phyllis. There was another problem: my
back, just as the business was picking up, all bills paid and money in the bank.
Then bang, months off work then hospital. Nearly forgot divorce.

O well, start yet again, gets the truck on the road, find work. One or two false
starts but managed to get some decent work. Then guess what, by accident I meet
another woman and to save any misunderstanding tell her I am a transvestite;
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even then I did not tell the truth. She seems to understand; this relationship lasted
quite some time but I went back to my second wife. This did not last long, so my
understanding lady came from Essex to live with me. We rented a house in Crewe.
She had three children, two girls and a boy. She did not have a problem with me
cross-dressing [O bliss]. We moved to North Wales nearer my main contract and
I got another truck. One of the firms we were sub-contracted to went bust. Okay,
so messed up again; one thing after the other, so I went bust. I started driving
for an agency; good work, no worries, except for Phyllis. Otherwise things going
okay, then haemorrhoids, went to doctor, red blood count under five, whoops into
hospital quickly, five pints of blood.

I think it was about seventeen weeks off work. Then back to work for a small
firm in Nantwich delivering pallets, a nice job going well — but bad luck again. I
was delivering to a firm in the potteries, went in for breakfast sat on a faulty chair,
whoops, not worked since.

I went for counselling re Phyllis, as she would not go back in her box; guess
what — Tran Sexual not Tranvestite. So November 1996 living on own again, in
a flat, as Phyllis. Due to the accident my appointment to Charing Cross, where I
can have gender reassignment surgery, had to be cancelled but still on Premerin.
A few months later an appointment was made for me to see a doctor at Glan
Clwyd Hospital. She said she would take me on board but I would have to see a
psychiatrist. I had my gender reassignment operation on 12 October 2000 but all
sorts of things went wrong.

Whilst living in North Wales I had plenty of sexual harassment, crime commit-
ted against me and made to feel a freak and outsider. I now live in Freckleton
and, through being a member of Transinclusion in Blackpool, I met the Comensus
coordinator at one of the meetings and, after her very enlightening talk, I was in-
vited to apply to attend an interview to join the CIT within Comensus. I was very
pleased to be accepted. I have found the other members very committed bringing
fresh dialogue to every meeting.

I'would like to add that since I joined Comensus and, more importantly, since I
was accepted on the Community Involvement Team, I have found that being in-
volved with giving talks and getting involved with discussions with the students
and members of the faculty at all levels has given me a sense of purpose in life.
I hope that now I am able to give back to the community something that either
groups or the individuals might find helpful. The other point I find fascinating
about the CIT and Comensus is that we are all treated as individuals but together
come together as a group, with a common aim in mind which is to improve things
for future users of health services.

8.2.8 Russell Hogarth

I'have been able to take part in lots of new experiences as a member of the Commu-
nity Involvement Team at UCLan, and in lots of different ways, not just in teaching
students. We also take part in and sit on advisory groups, steering groups; we are
also part of the decision making process. We get involved in open days talking to
students about life at UCLan and what we at Comensus can offer. We get involved
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in research projects too: we are taking part in a project called ‘Bradton” with the
University of Bradford. It is a project set on the Internet in the virtual world, where
we have a town, a hospital and a university where people are virtual, not real, but
the stories are factual. It is being set up to help students so that they can access
it and find out all our life experiences whenever they want to. We are playing
ourselves but changing our names and the names of the hospital and universities
involved. Other on line projects include ‘Sandbox’; we are hoping to help make
the Internet work better for carers so that they will be able to access help easier.

I am enjoying my life at UCLan, meeting people and also making new friends
and taking on new challenges. We are making a difference and helping to make
improvements to healthcare practice.

I first came to UCLan for a meeting of service users and carers. It was at this
that I first met Jacqui Vella, one of my colleagues at UCLan who mentioned the
Comensus group. She told me all about the work they did speaking to students
on health-related issues, and so on. I wanted to know more about it so I spoke
to the coordinator and I was asked to attend an interview; something I had not
done for forty years! I was accepted as a member; we have monthly meetings and
the opportunity to speak to and teach students. We can go to lectures, film shows
and attend disability group meetings. We also help out with teaching modules
to nursing and social work students. We speak to all manner of nurses, theatre,
accident and emergency, or very specialised ones; we tell them about our real life
experiences and how even little things can make a difference to the patient.

I remember the first time I spoke to a class of students. I felt a bit nervous but
I just related my story; it went well and I felt really good to be able to tell stu-
dents what it was like to be looked after by nurses at some of the most vulnerable
moments in my life. I always tell them the good things and the bad to give them
the fuller picture, so that they can ask questions and reflect on how the bad things
could be avoided and how good things, even little ones, be a really valuable out-
come to comforting and sustaining a patient; best practice is highlighted.

After each training session, the students fill in evaluation forms which we can
look at, as these help us to improve on how we teach future classes, as you can
correct negative things and continue with the things that you find have helped.
Students often say how they have benefited from the opportunity of talking to us
and hearing our stories.

I have found UCLan a very friendly place and the staff are really lovely, and that
is not just the Comensus ones. Throughout people are very helpful. We have dis-
abled parking passes and library passes, which is great. We have comfort breaks
built into each meeting. We also help each other. I read for a partially sighted mem-
ber and, on occasion, she writes for me on the flipchart as I am dyslexic. Another
member has problems seeing the screen if we are having a demonstration, so [ am
happy to read it for him. I have made many new friends at Comensus and we
work really well together.

I had the opportunity recently to address the 2008 Nursing Conference in the
Harrington Lecture Theatre attended by hundreds of students. I found it went
very well due to the help I have received in training sessions on how to talk to
students given by the Comensus team.



Stories of Engagement 143

We have recently started taking and chairing some meetings of our own, with-
out any university staff being present, and then reporting back to them for
support.

The coordinator has been very patient and understanding with us, she comes
out to our own charity groups to speak about Comensus so that the commu-
nity can get involved. This adds a new tier to Comensus as we are now service
users/carers and also the general community, which is very much in line with the
Government’s vision in health, everyone gets their say.

I feel our services at UCLan are well rewarded, not so much financially but in
lots of other ways besides travel expenses and child care. We also have a lovely
social dimension with away days and meals together. We all now feel a real part of
the university and we are closely involved with the Faculty of Health and Social
Care. We feel valued and know we can help make a real difference.

8.3 Peter Sullivan — Carer Involvement within the Faculty of
Health at the University of Central Lancs

8.3.1 My Challenge

As a carer with a substantial caring role for eight years, why would I want to be
involved with the Faculty of Health at the University of Central Lancashire?

I was approached by a lady who used to be a carers support officer but was
now coordinator of the Comensus project looking for carers and service users for
involvement at the university. I was aware from my involvement with other carers
that there were two separate opportunities for carer involvement at UCLan, one
with Comensus and one with the social work department called SUCAG (Service
User and Carer Advisory Group). My main problem was of having enough time
for involvement because of my caring role and as a carer working with many car-
ers groups would I have the time? I went to the presentations/workshops to see if
I'liked Comensus and SUCAG and if they liked me. Strange that two involvement
opportunities for carers in the same faculty arose at the same time. I was accepted
on to both projects.

8.3.2 Involvement Opportunity Model One: SUCAG

Positives

e Introductory workshop attended by 70 mainly service users and carers who
could further spread the message of service and carer involvement in social
work education at UCLan. Issues discussed included:
1. What do you want?
2. What could you offer?
3. What support do you need?
4. Payment issues.
Service users and carers selected for involvement got a boost from knowing
that the net had been cast widely in the community.
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Department of Social Work only — valuable opportunity for me to spread the
message of carers (especially young carers) to student social workers.

Small group of three carers and three service users plus up to five academics
(service users and carers in the majority). Good cross-section of carers and ser-
vice users. Carers: parent carer, carer of a physically disabled person, carer of
elderly person. Service users: disabled wheelchair user, ex mental health pa-
tient, ex drug and alchohol rehabilitation patient.

Size of group enabled the group to move ahead quickly on interviewing and
Congresses — day-long events addressing service user and carer perspectives
for social work students.

Size of group produced many opportunities, particularly if experienced in
meetings, presentations, and so on.

Opportunities to speak at three full day congresses per year to over 100 social
work students on carer and service user issues.

Opportunities on selection of students and to write ‘think pieces’ on carers,
issues for the university Web site — so social work students can access informa-
tion as and when required.

Very positive approach to expenses, paying a realistic amount for attendance
at meetings, selection of students and for teaching. Adaptable system so that
service users and carers had the option to receive payment or donate to an
organization of their choice.

Environment issues addressed so that disabled service users and carers could
contribute fully.

Within two years felt that service user and carer involvement was an integral
part of social work education at UCLan.

Negatives

Lot of tension between academics, which sometimes spilled over into meetings,
and a feeling that the service users and carers were under pressure to take
sides.

Because it was a small group with representatives lacking experience or confi-
dence, more work fell on the few experienced, confident members. Not really
successful in developing some members beyond attendance at meetings.
Small intense group meant some service users and carers resigned as they felt
unable to make contributions beyond attendance at meetings and possibly felt
not contributing enough at meetings.

Being a small group could not really ‘carry’ people while they developed their
skills as it imposed more burdens on the other members.

Time factor — felt under some pressure to volunteer for additional duties on
behalf of group. Asked to represent carers on Departmental partnership com-
mittee on quality assurance. On this high-powered committee there was a hint
of the token service user/carer.

Lots of teething problems with the payments system that took the best part of
two years to settle down.
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Support work largely fell on one academic, so when that person was away
there was a problem with quorums. Actually did one Congress without sup-
port from academic staff.

Overall

Great sense of achievement from the positive comments from the Congresses.
Both written and oral comments and the individual one to ones who could
relate to what we were saying. Comments like ‘the best day of the year” and
‘can we have more’ make one feel that the input and difficulties, for example
arranging care for the cared for is worthwhile.

8.3.3 Involvement Opportunity Model Two: Comensus

Positives

69 people mainly service users and carers came to the launch event. Three areas
were considered in workshops:

1. How should the ‘community council’ be involved in the Faculty of Health?
2. How should the ‘community council” be set up and run?

3. How can we find out if the ‘community council” is working?

On the day 15 people expressed an interest in the involvement opportunity.
The fact that the name of the group ‘Community Involvement Team’ came from
the launch event gives one a feeling of ownership.

Large committee of over 20 service users and carers.

Very wide background of experience, ability and ethnicity.

By apparently not turning anyone down there was a feeling that a very wide
cross-section of carers and service users had been assembled.

To overcome the dominance by a few, people round the table were asked if they
had anything to say in turn; unfortunately, in some respect, this increased the
pressure on the individual.

As some people were struggling, there were debriefing sessions after the meet-
ings to explore the tensions, problems and factors that restricted their involve-
ment.

Red and yellow cards were introduced to give everyone the opportunity to
speak and to curtail the one or two who were dominating the meetings.

The progress of some individuals can only be described as astonishing. Mov-
ing in a short space of time from not speaking and totally lacking confidence
to making well thought out contributions that were appreciated by the other
members. In time also moving on to delivering class room sessions.
Numerous opportunities for involvement from teaching to ground-work for a
social firm.

In some respects, more of a personal development opportunity than straight-
forward service user and carer input to the Faculty.

Very supportive of disabled members — accessible buildings, toilets, lifts, park-
ing, and so on.
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Tremendous sense of achievement in producing a guide for accessible
writing.
Within three years to host and organise a three-day conference for carers,
service users and academics from several countries represents unbelievable
progress.

Negatives

Large committee unmanageable in the early days. Big bang approach not
planned, just evolved.

There was no sense of being selected, as most people believed that everyone
who expressed interest (and some others) were on the committee.

Because of the diverse backgrounds from the wide trawl for members, there
were people with baggage from the past which made cohesive working diffi-
cult.

Some members were very assertive and completely dominated others who
simply never spoke.

Some service users and carers had no idea of the extent of possible involve-
ment. If they had they may have resigned. Some felt overwhelmed and did not
contribute.

Early meetings were the most challenging I have ever attended. After four
hours only got to item two on the agenda. An observer said that this was a very
poor use of my time and I should resign. I decided that my mission should be
to stick with it and see if the meeting could be rescued. Use of post meeting
debriefing, red and yellow cards and more assertive chairmanship pulled the
meeting round.

It appeared to me that very few of the service user members experienced any
time constraints and were able to attend UCLan almost every day. This was
very challenging, particularly for the carers who had extensive commitments.
It was easy to feel that you were not contributing much.

The monthly non-receipted expenses remuneration system was arranged at
the lowest benefit level, that is, a low monthly figure that would not inter-
fere with anyone’s Income Support payments if it were to be interpreted as a
payment. This was fine for people on Income Support but for regular attendees
this had the appearance of receiving very little per hour. This was not helped
by the more realistic payments made consistently under the other involvement
opportunity.

Also discovering at a later stage that honoraria for representatives from com-
munity organizations attending advisory group meetings amounted to approx-
imately 40% more for one meeting than the monthly expenses service users and
carers got (albeit this was a payment to organizations, not individuals).

The important issue here surrounding payments and expenses was that the
complexities of trying to agree as fair a system as possible amongst a diverse
group of people led to a feeling of unfairness in its application.
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¢ Tendency for some service users and carers to become over possessive and re-
sent any input from any other quarter. A refusal to accept that the university
had interaction with individuals and groups in the community before this in-
volvement opportunity.

8.3.4 Overall

Considering the tortuous beginnings, the fact that a successful three-day interna-
tional conference could be held within three years is a fine testament to the com-
mitment and ability of the service users and carers, and the support and encour-
agement provided by the Faculty of Health. On a personal note, I am pleased that
I'made the decision to stick with the involvement opportunity in the early days or
I'would never have seen or believed that a group of service users and carers could
come so far.

As I was a carer on two different involvement projects in the same Faculty
running parallel, I accept that I may see things differently from service users and
carers who were on either of the individual involvement opportunities. It is im-
possible to consider one involvement opportunity without being influenced by the
positives or negatives of the other project. In this account I have tried to show that
some things went well from the start and some we had to work hard at to be suc-
cessful. I feel that showing that we overcame hurdles and knock backs can be really
useful to other people in a similar position, rather than give an impression that we
all went to a meeting, came back and it was sugar and sweetness all the way.

8.4 The Advisory Group

Comensus has been very lucky that from its inception it has had a strong volunteer
group — the Advisory Group which helps guide its work. This Advisory Group is
made up of academics, members of third sector organizations and members from
local statutory services.

8.4.1 Marie Mather — A Comensus Advisory Group Member’s
Perspective

The Comensus Project was formally launched in April 2004 and its existence was
a key factor in my decision to take up a position at the University of Central Lan-
cashire in January 2005. This service user, carer and community engagement ac-
tion research study attempts to span the whole of the University Health and Social
Care Faculty rather than to be piece-meal and ad hoc (Downe et al., 2007).

I view my journey as a new lecturer as inextricably linked to my journey with
Comensus, which has enabled my growth in the delivery of joint lectures with
service users and carers, effectively coupling the lived experience with theoretical
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underpinning ideas. I have built upon this to involve service users and carers in
a strategic approach to developing the curriculum and in the promotion of good
practice on an international basis through the presentation conference workshops.

I am an Advisory Group Member to Comensus and the continual access to ser-
vice users and carers has broadened my perspective on teaching and enhanced
student learning. I have been able to share that good practice with other institu-
tions and learn about the different applications of involvement from them. This is
my perception of what it entails to be an advisor to a group of service users and
carers.

8.4.1.1 The Learning Curve: A Lecturer Perspective on Involvement

Problem-posing education has dialogue as its vehicle, and dialogue requires direct in-
volvement. (Bevis and Murray, 1990: 127)

Cannon and Newble (2000) posit that curriculum development be an ongoing pro-
cess and can be guided by the expertise of many, including staff and students. A
major learning experience for students is to be exposed to a variety of perspec-
tives. The nursing profession and the development of student nurses should also
be guided by the involvement of service users and carers.

Students can arrive in higher education with many preconceived ideas, skills
and habits that have been learned throughout life. Some habits may be benefi-
cial and some less useful (Race, 1999). While much emphasis may be placed on the
acquisition of knowledge and skills, being fit for practice also involves the acquisi-
tion of appropriate attitudes. Rawlinson (1990: 116) explains the nature of personal
attributes necessary to deliver client centred care:

Consistent conscious awareness of the aspects of self within the nurse may enable or
enhance the effective delivery of appropriate, considered, responsive, nursing interven-
tions, which are sensitive, empathic and client centred.

Cannon and Newble (2000) refer to attitudinal objectives that require considera-
tion of the views and opinions of others which may be different to their own. This
is where the active involvement of service users and carers in our teaching can
have a major impact on future nursing practice. Race and Brown (2001) talk about
some lectures as deep ‘life-changing performances’. The first hand and lived expe-
rience of service users and carers can effectively challenge and influence students
in the development of their attitudes and their future nursing practice.

8.4.1.2 The Servant Teacher and the Servant Colleague

Robinson (2009) writes of a servant teacher as nurturing students to feel more com-
fortable, valued and supported, so that they can become the types of professionals
who will not be content with the status quo and who will transform healthcare
for the future. He states that this requires a re-examination of the use of power on
the part of lecturers and developing an empathic listening approach while being
available for students.
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Adopting this nurturing role with colleagues is also equally important. The con-
cept of the servant teacher can then be broadened to that of servant colleague. If
the meaning of the term ‘colleague’ is examined within pedagogic literature, it
generally refers to other academic staff: a narrow and misleading interpretation
which ought to be extended to include service user and carer allies.

Realizing a shift in the balance of power in order to foster the development of
tit-for-purpose students who will seek progressive change in nursing practice re-
quires that we also need to affect a shift in the balance of power with service users
and carers. All members of the Advisory Group, staff and service users alike, con-
sider each other colleagues. Making a difference and influencing future nursing
practice very obviously lies at the heart of my personal objectives and this is also
central to the aspirations of those in receipt of care. As a servant colleague my
responsibility is to help them to feel comfortable, valued and supported. I am con-
fident that my colleagues in Comensus share this philosophy. They have certainly
helped me to feel secure, valued and supported in this way. This creates a strong
teaching and strategic development team.

Together we can foster and create an atmosphere of change within the attitudes
of the future mental health nursing workforce. By giving access to a variety of
perspectives and enabling student debate and discussion we can nurture each
other and discover information together to promote personal growth and well-
being (Robinson, 2009). Involving service users in true partnership will help the
nurses of the future to meet the challenge of service user involvement in their own
practice.

8.5 Staff Voices

Comensus is very fortunate in that it has a staff team comprising of a project co-
ordinator and a part time administrative assistant, whose role probably exceeds
the strict confines of administration extending into important aspects of facilita-
tion and relational support. There are also a small number of academics who are
closely involved and supportive of project activities, including one who shares of-
fice space with the project team. It is this staff team that facilitates the project and
develops and supports all the members involved. The coordinator role is pivotal,
and her story opens this section. Other lecturing and research staff either sup-
ports the project or makes use of it as a resource, and some of their stories are also
included.

8.5.1 Lisa Malihi-Shoja — Project Coordinator

Being employed as a project coordinator for a service user and carer initiative is
at times extremely difficult, at others extremely rewarding. One thing you never
get to experience is boredom. The role places you in a position between two cul-
tures — a ‘no mans land’. You are neither an academic or a service user or carer,
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yet your role is to facilitate between parties and ensure a satisfactory outcome for
all. Within Comensus we have been really lucky and had some fantastic academic
champions who have supported our work and ensured we are included in activ-
ity. However, there are still pockets of ‘resistance’, academics who do not wish
to engage with Comensus. They may not consciously be aware of this, but this
oversight does sometimes mean our goal of systematic and inclusive engagement
across the Faculty can be difficult to achieve. To overcome this we try to make
ourselves indispensable, contributing to activity across the board; we sit on val-
idation events, get involved in writing new modules, course programmes, input
into Faculty strategy and engage in research and teaching. One of our members —
Les Collier — used to say ‘it is about winning hearts and minds” and this is the
model we have used. We are constantly chipping away, celebrating our success,
raising awareness, putting ourselves forward and becoming a part of the culture
itself.

Becoming embedded into activity is our ultimate goal but for me this can raise
all sorts of personal issues. I am employed to be the supportive voice for service
user and carer involvement, yet I find myself becoming entrenched in the culture
of academia. This is true also for our members. The more we sit on boards and
meetings, the more we are aware of resource restrictions and I question whether
we fight as hard now, as we did in the beginning, now that we are aware of some
of the parameters within which we work. The converse of this is also true — as we
are becoming more involved have we won these battles?

My past post involved supporting quite a radical mental health service user fo-
rum. Everything was a constant fight. Getting our voice heard was really difficult.
We were either sidelined or, when asked to consult, not included authentically.
This has not been my experience here. The Faculty does take service user and carer
involvement seriously. Yes, it has not been easy, but at no time have we ever been
marginalised. I can also honestly say that as an employee of the university I have
never been told to restrict my involvement or comments; instead, our comments
have been welcomed.

As a coordinator, getting help and guidance can be difficult. The main difficulty
is that you do not have a blueprint to work off. Service user and carer engage-
ment is relatively new to academia, with many models being implemented across
the United Kindom and beyond. Each has its own difficulties and successes, but
each differs from the rest in terms of funding, remit, resources and culture. The
post itself can be very isolating. Part of it includes all the project management cri-
teria, including budgets, writing reports, engaging in Faculty activities, writing
bids, providing training, and so on. Part of it includes academic activities, sup-
porting people to engage in teaching and research. Yet another part involves all
the pastoral support for service users and carers, which sometimes can be diffi-
cult. The success of the project hinges on the service user and carer involvement,
but sometimes people need extra support to engage. They may be going through
life changes, diagnosed with illness, experiencing mental distress, lacking confi-
dence, and so on. I do support and hopefully empower people to engage with
us, but sometimes people need more than a phone call, they need you to listen
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to them, understand, empathise and support them through a difficult time. Some
may question whether this is my remit. It is certainly not in my job description, but
if we want a project built on kindness, support, engagement and understanding
these are some of the things you undertake and undertake them gladly. I am very
clear on boundaries and work well within them, but sometimes these become a
little blurred. Recently a member of the CIT with whom I had built a long-term
professional relationship died. The death hit me quite hard personally, yet my role
is to support the group. It is at times like this when the role is particularly hard.

My role is for the most part very rewarding. We have lots of successes in many
ways. I have been lucky enough to engage with extraordinary people who give so
much. I have been privileged to see them grow in confidence and take on new and
varied activities. I have seen the culture change (yes, it is slow but it is changing)
and service users and carers populate the space in the university. We have been
recognised by our peers for our good practice and innovative work. We have de-
veloped and expanded our work and remit. All of this is worthwhile when the
students tell us that from listening to service users and carers they will make a
change and try to improve services.

8.6 Service User Involvement in the Development of a Course

8.6.1 Joy Duxbury, Sue Ramsdale and Fiona Jones

For the Teaching Effective Aggression Management (TEAM) course, service users
were part of a development team that also included academics, practitioners and
service managers. In the early stages, the standard academic processes concerned
with formally establishing and validating a course were a negative factor for ev-
eryone concerned, service users and clinical staff. Because of this, there was a con-
cern that service user involvement might be rendered tokenistic. This was to al-
ter significantly as we progressed the work and moved towards delivery of the
course.

Initially, the student group (who were all qualified professionals) expressed a
series of misgivings about the thought of service user involvement in this aspect
of the course. The students’ fears were allayed in discussions with tutorial staff,
and many of the objections turned out actually to be grounded in an initial lack of
clarity regarding expectations of the assessment process.

The format of the assessment, which took place over two days, involved stu-
dent demonstrations of relevant skills based upon one pre-prepared scenario and
one they were given to prepare and deliver on the day. Each student was given
feedback from each panel member; there was also the facility for them to respond
to this feedback. Given that many of the students had been wary of the service
user involvement in the assessment process, their evaluations of the actual event
were overwhelmingly positive. The panel was congratulated on giving convinc-
ing and constructive feedback. And the service user contributions were felt to be
thought provoking and enlightening. Furthermore, one effect of the service user
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contribution to the process was a reported sense of increased confidence in work-
ing towards best practice. The latter point suggests to us that implicit in the stu-
dents’ experience of service user involvement was an enhancement to the validity
of the learning process.

Service user participants felt that the process was tiring but they were grati-
fied to note a positive effect for the students, connecting with wider hopes for
improved practice once the students returned to the places they worked in.

8.6.1.1 Fiona Jones

Being involved as a service user assessor on the panel was brilliant. For me it was
not just about assessment of the students, the chance to give feedback and talk
about it is a way of teaching too. If you think about it, it is the way forward be-
cause who better to teach this subject than someone who has had these techniques
performed on them? I found myself in a teaching role with the odd member of
staff who had known me as a patient before. This was an important turn around
for me and brought home how close the link is between training and making a
difference in the real world. I got involved for this reason, to make sure nobody
else detained in hospitals would have to go through what I went through. I got
involved at the university because of links to the mental health forum where I had
been volunteering and supporting the group. Once I had got involved, there was
no stopping me. I have helped out on a number of courses and in developing new
courses; I have also presented my experiences to large conferences of staff and
students. I was invited to give a joint presentation with staff at an international
conference in Canada, which was about secure mental health services. In the end
I was unable to go, but  made a DVD to be shown, so that the conference still got
to hear my point of view.

The insight that participating service users brought to this process from their
own experiences added a unique richness and level of credibility to the process
that could not have been achieved in their absence. Worries that this involvement
could cause distress for participants proved to be unfounded. The overall mod-
ule feedback from students unanimously requested that service user involvement
should be thoroughly increased, and particularly taken up in the practical teaching
of the physical training sessions.

8.6.2 Caroline Brown and Karen Wright — Lessening the
Pain — Learning from the Voice of Recovery

It is a common adage that we ‘learn from experience’. This is a story of learning
from somebody else’s experience. Academics and practitioners have sought vari-
ous ways of giving real meaning to the learning process and to promote respect for
clients of mental health services. Caroline has had significant personal experiences
of mental distress and self-harm but is now in recovery; Karen has worked in rel-
evant services and is now a university teacher of student practitioners who need
to understand how best to care for people in such circumstances. In this teaching
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development we worked together to enrich student learning by bringing forward
personal experiences into the classroom without the need for Caroline to be ac-
tually present. Instead, Caroline wrote a letter to the student group, and this was
used in place of a more typical problem-based learning scenario. Thus ‘problem-
based learning’ became “person-based learning’:

Dear Nursing Students

This is my story. I trust you with this information. Please deal with it sensitively, as
though I was asking you to care for me.

I changed schools when I was 13 and that was when my problems began. I felt that I was
not as clever as those around me. This was really difficult for me because, in my family, a
person’s worth was judged by their academic success. Later that year I started harming
myself — cutting, always cutting. I did not know why I did this — I didn’t know anybody
else that did it and I did not tell a soul. I cannot even remember the first time it happened,
or where the idea came from to cope like this. Then throughout the next two years I just
felt like shit and I drank a lot, particularly in the evenings after school. I would be with
friends, but I would be the only one getting drunk. Then, when I got home, I would
self-harm; it became a routine.

In the last year of high school I went to see my GP, I felt rubbish. He made me an ap-
pointment to see a counsellor at the surgery. I saw her twice and on the second time she
discharged me because she said there was nothing wrong with me. (In actual fact, I hardly
told her anything —I'had told NO ONE about how I really felt and about my self-harming
and was not going to start with her!) I didn’t care. . .it is only now that I care.

I did my GCSEs, but did not get any ‘As’ — that was important and things got worse, at
this stage I had felt that bad for two years. One night, at home, I tried to kill myself. I
cut my wrists and went to bed. I was not expecting anybody; I did not expect to wake
up, ever. My friend came around that night, she found me and told my mum - after
that I went into a private hospital in Altringham (my family had private health care). I
now think, looking back, they were in with a chance because I was at breaking point. But
doctors do not get to know you as a person. I do not blame anybody. . .how does anybody
see? How can they tell? I got worse in there — separated from everybody — and they did
not make me feel any better. I got worse. I cut my arm so badly that I was lucky that they
saved me and my arm. But the response was shock that I had deteriorated so quickly and
they could still do nothing for me(!) and I was simply referred back to my GP.

In the January, I started seeing a NHS Community Psychiatric Nurse (CPN) weekly, at
a Community Mental Health Team (CMHT) in town. Sometimes it was really hard be-
cause, for the first time, I was really saying how I felt rather than keeping it all in. I had
more trust in her than the others and some times it went so well that I left feeling really
good about myself. I got into college with her help and things went so well that I was
discharged. That day I went to see my nana and walked down to the sea front. I felt real;
I'loved the smell of the sea and felt so good about myself. When I remember that day, I
can still smell the sea. I did well at college and things seemed to be on the up.

Time passed, then for no apparent reason, I took a dip. The next time I saw that CPN was
on the medical assessment unit after I had taken an overdose (she was on-call for A&E
that day). Again I felt numb, I had no particular feelings about not succeeding at killing
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myself, I just did not want to be here any more and I when I felt like that, I felt too bad to
tell anybody. I could not ring help lines or the services. I was cutting every day, usually
at bedtime — those early hours of the morning are the loneliest.

So this is the first part of my story. It has been explained to me that this will help you
work through issues that will be real in your practice, which is why I am happy to share
with you my experience.

Things are very different for me now —but I will let you know about how that came about
when you have had chance to think about what you would do, if you were responsible
for my assessment and care.

Good luck

Caroline

This letter attempts to convey a very particular experience to provoke enquiry
and learning for the student group. This required an honest and open reflection
upon a time when the response of the nurse was vital to recovery. The student
nurses approached this letter with the same organization and division of aspects
of learning as they would do had it been a devised scenario written by the lec-
turer. The following week the students presented the work they had done and
shared this with the rest of the group. Many different views existed as to what
might have been the appropriate way forward in this case, and the management
of the apparent risks. Caroline then wrote a second, follow-up letter to the stu-
dents, seeking not to provide solutions but to provide some closure and a positive
story of recovery, much of which was attained through effective working alliances
and respect for her autonomy:

Dear Nursing Students

In my letter to you I tried to tell you about how I came to a point where I really needed
mental health services to help me. You will be relieved to hear that help was provided and
that because of this I was able to turn my life around. I started to see the same CPN again
and she included, with my agreement, some other people in my care — a psychiatrist, an
art therapist and a family therapist. The family therapy was not useful at all; the family
were ‘too far gone’. My parents have since split up.

I enjoyed the art therapy, and also a Cognitive Behavioural Therapy (CBT) assessment
and therapy revealed that I was suffering from social phobia. This made a lot of sense
because I really struggled with things like enrolling at college, ordering drinks at a bar,
booking the car in for repairs, anything that needed me to communicate with people that
I did not know. I had hampered my recovery in the past because I was too embarrassed
to say what I was experiencing. I saw a psychiatrist, usually with my CPN, and had a
number of medications, cipramil and trazadone being the main two.

Sessions with my CPN always left me with something to do (homework) and I always
emerged with a feeling of being alive and energised. I knew that I had to get on with
things. I even used to go home and tidy up. Every time I felt great — every time. Through-
out my therapy with my CPN I never stopped cutting and she never asked me to. It
was not the problem. She focused on me not my self-harming. Self-harming was not a
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problem to me. I could manage it and I also learned to manage my moods. These are
some of the things she did:

o Got to know me

o Nurtured my trust

e Sometimes, if I was crying, she knew how important it was — she would sometimes let
me cry and talk — but she knew when to tell me to get to work on the problem. I was
not allowed to wallow in my sadness. I had to work at making things better

o We always looked at how I could change things by the end of the session — this was
new to me. Everybody else had made me talk about how bad things were and then left
me with that.

e Helped me with general life things, for example, enrolling at college, booking car in,
making phone calls, things that made daily life possible and achievable

e Provided consistency

o Respected me

o I never felt like a burden or a time waster

o Never told me to stop cutting myself or made me feel bad about it

o Helped me to help myself when I had cut (gave me sterile dressings/ showed me how
to put steri-strips on, and so on. (Also safer ways of cutting that were less damaging.)

Now I'have not self-harmed for a year and I have just completed a degree in psychology —
only having harmed myself about three times in the three years. I am a different person
now - lots of things have made me who I am and obviously I have grown up too, but my
self-harm was not about me being a child. It used to make me angry when people used
to say ‘you will grow out of it". You never know, I may self-harm again —it’s like a safety
net. I have grown in maturity and health not because of the passing of time but because
somebody helped me to grow through it.

Caroline.

One of the most interesting aspects of delivering this lesson can be the level of
empathy shown by the group. Although Caroline is not there in person, the group
discussions pivot on her very personal disclosure and the trust that is put in their
capacity to treat her ‘story” with respect. Professional carers have this privilege
and responsibility every day, to see and respect the person and to hold their trust
as a fragile and precious thing.

8.7 User and Carer Workers

The work of those involved in service user and carer involvement can be very
isolating; as such, peers are very important. In the following section, Jill Anderson
describes the work of the Developers of User and Carer Involvement in Education
(DUCIE) and Chris Essen gives the perspective of a development worker at Leeds
University. Both Jill and Chris have been effective allies of Comensus over the
years, supporting ourselves and other similar initiatives throughout the United
Kingdom.
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8.7.1 Jill Anderson: Developers of User and Carer Involvement in
Education (DUCIE)

Here the origins and evolution of the DUCIE network are described. A flavour is
given of its work, and some information provided about associated involvement
initiatives.

8.7.1.1 Origins of the Network

In the summer of 2005, a small band of service user and carer involvement devel-

opment workers, based in universities, met over two days in Nottingham. They

had in common that they were fairly newly appointed to posts set up to facil-

itate user and carer involvement in education for health and social care. Lively

discussion was accompanied by a shared sense of optimism and enjoyment in the

possibilities of these new roles. They were seen to pose significant challenges, too.
Asked to describe their roles, workers described:

battling with confusion
juggling too many balls
spinning plates

wearing lots of different hats
working with different voices
standing on tiptoes.

They spoke of being:

surrounded by question marks

in a fog

wheeled out

pulled in different directions at once
parachuted in to rubber stamp things
about to be rained upon.

The Developers of User and Carer Involvement in Education (DUCIE) network
evolved from that first Nottingham meeting. Supported by the Mental Health in
Higher Education (mhhe) project, but with a remit that goes beyond mental health,
DUCIE has continued to meet three times a year. The network has the following
objectives:

e To provide support, and meet the needs for continuing professional develop-
ment, of involvement workers employed in universities.

® To share and disseminate good practice and examples of existing posts and
initiatives.

® To provide opportunities for debate and the teasing out of complex areas of
practice.
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To develop good practice guidelines.

e To act as a central point of contact for national initiatives, such as the Mental
Health in Higher Education project, seeking to engage with users and carers
involved in learning and teaching in higher education.

e To act as a campaigning and pressure group.

DUCIE meetings generally follow a similar format, with opportunities both to
offer and to seek support. Informal discussion in the morning — information shar-
ing and a round of ‘current issues and challenges’ — is followed by more struc-
tured discussion of key issues in the afternoon. Meetings function in a variety of
ways.

8.7.1.2  Exploring Common Issues

There are differences between individuals, roles and settings but a lot of common
ground:

Tokenism: User and carer involvement workers report being asked to find ‘a user
representative’ for a meeting due to take place in two hours time — or, worse still,
to be that representative. Lip-service can be a problem: In universities ‘people
say “Yes! Yes! Yes! Yes!” but they mean “No””.

Differing priorities: This can lead to insecurity. ‘Academics may be more interested
to get a publication out of an initiative than to keep it going’.

Conflicts of loyalties: ‘It can be difficult to maintain faith with the community mem-
bers you are working with without alienating colleagues within the Higher
Education Institute (HEI)'.

8.7.1.3 Identifying Patterns

It has been recognised, for example, that:

e User involvement initiatives in higher education often begin with something of
a ‘scattergun’ approach (to get a range of activities established quickly), with
the emphasis on quality developing over time.

® Progress may not be strictly incremental — universities which were ahead of the
field some time ago, may fall behind as others ‘leapfrog’ over them. Restructur-
ing can result in set-backs as well as progress in user-involvement initiatives.

8.7.1.4 Bringing Gaps to Light

A request for examples of university-wide involvement initiatives at one DUCIE
meeting elicited no response. This seems to be the picture UK-wide: that differ-
ent parts of a single institution act in isolation, with separate funding streams
for education in the areas of health and social care. The resources of existing
projects/individuals are often under-used and frequently not built upon.



158 Service User & Carer Involvement in Education for Health & Social Care

8.7.1.5 Exchanging Solutions and Successful Strategies

When a DUCIE member spoke about lack of training opportunities, others spoke
about how they had set about obtaining funding for — in one case — a part-time
PhD. Examples from one institution can be used to achieve leverage in another.

When one member spoke about her lack of career progression, another detailed
how his line manager had gathered evidence — from within and outside the uni-
versity — to make the case for his promotion.

In one institution, where commitment of staff seemed to be wavering, a user
development worker found an ally in the external examiner who was able to ask
informed and incisive questions during programme reviews.

8.7.1.6  Sharing and Developing Good Practice

DUCIE members frequently share policies (for example recently, on the reim-
bursement of childcare and replacement carers’ costs). They comment on one
another’s documents and strategies and have been involved in developing guide-
lines themselves — for example, on the employment of user and carer involvement
development workers in Higher Education Institutes. Ethical issues (such as
concerns around diversity or consent) are frequently debated. New innovations
can be shared — the payment of a monthly stipend to all service users involved at
one university for example; the instigation of a student award for involvement at
another.

8.7.1.7 Debating Alternative Models and Approaches

DUCIE members challenge one another’s notion about ‘right” ways of doing
things.

Not having a development worker can, for example, have benefits in terms of
‘buy-in’ from the whole department — staff cannot ‘hive-off’ responsibility to a
single worker.

Sharing a room with academic staff can combat isolation, but has disadvantages
in other ways (lack of privacy and space).

8.7.1.8 Lobbying

DUCIE members wrote a letter to the National Director for Patients and the Public,
raising concerns about payment issues for service users in receipt of benefits.

8.7.1.9 Providing and Receiving Support

Support goes beyond the sharing of strategies and solutions. It is conveyed by a
word or a gesture or a smile. DUCIE meetings provide an opportunity to ‘let off
steam’ — to express feelings of anxiety, rejection or frustration:
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Sometimes, when people are talking about the future, I wonder ‘will I be here?’

I see what is happening elsewhere and people are discussing things together, but I am
this kind of ‘thing’ that hot desks and no-one knows I'm there.

Staff say “service users need support”. I say, “I'm a service user”. They say “We do not
think of you as a service user because you cope”.

Meetings help to keep people going. They are not badged as such, but can func-
tion as “peer supervision’, in the absence of — or complementary to — locally based
sources of support.

8.7.1.10  Seeking and Offering Recognition

It can be difficult to get recognition within one’s own institution. Feedback from
fellow DUCIE members can be useful in achieving this. Details of the lan Light
Award scheme — one tangible source of external validation for DUCIE members’
work — are given in Box 8.1.

Importantly, the DUCIE network provides support not only to people appointed
to user and carer development roles from outside the institution, but also to those
staff members assigned to develop structures from within. Meetings are not about
‘them’ and ‘us’ - ‘involvement workers’” and ‘academics’ — and are open to all those
willing to offer and receive support.

8.7.1.11 Ewaluation and Linked Initiatives

Some light is shed on DUCIE by interviews and questionnaires from a recent eval-
uation of mental health in higher education:

DUCIE meetings ... have been incredibly useful, inspirational and helpful personally
and have had a direct impact on taking my work forward.

DUCIE sets ‘a very supportive challenge against the dangers of being complacent, or of
thinking things are not possible’. It provides ‘the opportunity to share vast amounts of
experience and knowledge which is not available in books or courses’.

DUCIE is ‘a great resource and has helped our project enormously’.

It is ‘a great source of personal support and mainstay of the national involvement in
education scene’.

DUCIE is an “excellent network” which ‘recharges my involvement batteries’. This person
valued ‘collaborative working with a range of people’ and membership of an ‘enthusiastic,
committed network’.

DUCIE was initiated and has been sustained through the commitment and en-
thusiasm of its members. It draws strength from continuity, but also from a mem-
bership that evolves. It exists in a mutually supportive relationship with other
projects and activities, including the Mental Health in Higher Education Project,
the Ian Light Award for Work in Pairs and the Professional Education Public In-
volvement Network (Box 8.1).
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Box 8.1 Supportive Resources and Organizations

(i) The Mental Health in Higher Education Project

Mental Health in Higher Education aims to increase networking and the sharing
of approaches to learning and teaching about mental health across the disci-
plines in United Kingdom higher education. Service user and carer involve-
ment in education has been one key aspect of the project’s work, which in-
cluded joint development of ‘Learning from Experience: Involving Service Users
and Carers in Mental Health Education and Training’ (Tew, Gell and Foster, 2004).
The project has a Web site, produces a regular e-bulletin and runs events and
workshops (www.mhhe heacademy.ac.uk).

(i) The Ian Light Award for Work in Pairs

The late Ian Light, service user consultant and lecturer in health and social
care at City University, was a founder member of the DUCIE network.
This award, in Ian’s name, aims to support and nurture user and carer
involvement development workers employed in United Kingdom higher
education, enhancing their effectiveness and capacity to effect change. It
is organised by the Mental Health in Higher Education Project, the Centre
of Excellence in Interdisciplinary Mental Health at Birmingham University,
City University London and the East London National Health Service Trust.
Further details can be found on the Mental Health in Higher Education Web
site: www.mhhe.heacademy.ac.uk/ian_light_award.

(iii) The Professional Education Public Involvement Network (PEPIN)
PEPIN aims to share information and promote discussion relevant to the in-
clusion of patient, service user and carer voices in professional education. It
is supported by an online forum. To date, this has been used to raise aware-
ness of new initiatives, share resources and ask questions about thorny issues,
such as payment and accreditation for service user trainers. It is open to any-
one with an interest in the area, and benefits greatly from the contributions
of users and carers involved in education and training. PEPIN’s development
was supported by the Medicine, Dentistry and Veterinary Medicine subject
centre of the Higher Education Academy. It complements the work of the
DUCIE network, extending networking to a broader community of practice.
(http:/ /pepin-uk.net/)

8.7.2 Chris Essen, Leeds University Service User and Carer
Involvement Worker

I began working as a full-time Service User and Carer Involvement Development
Worker in January 2005. The School had already established a written strategy
document with the broad aim ensuring that service users and carers be involved
as much as possible in all aspects of healthcare education and research. A Strat-
egy Implementation Group (SIG) made up of School teaching staff, but with some
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service user representation, was charged with meeting this aim. It had recently
appointed an Academic Lead for Involvement; based on his experience of pro-
gressing this work in mental health nurse education.

Although the strategy notionally covered research, we were directed by the SIG
to focus on learning and teaching. The School is a large one, covering a num-
ber of healthcare disciplines (later to include social care) and it was clear to us
that, although there was some positive involvement work occurring, this tended
to happen in isolated pockets, with little sense in reality of there being a shared
overarching vision outside of the SIG.

Early work focussed on attempting to establish exactly where existing involve-
ment was happening, raising awareness in those areas where it was not and de-
veloping a better infrastructure for involvement, including an interim payments
policy, information pack, involvement support group and newsletter. We initially
held a stakeholder event to help inform this work.

Although the strategy itself was fairly non-prescriptive, one particular aim
proved very useful to quote as a strategic aspiration, and this was that we should
aim to ‘culturally embed’ involvement. In practice, it was hoped that this would
translate into service users and carers being consistently involved in programmes,
from inception to delivery and review.

Such activity did begin to grow, but it became apparent, as perhaps should have
been expected, that one of the main challenges to culturally embedding involve-
ment was to be the existing culture or, more accurately, different cultures within
the School. Some branches of nursing, for example, have a more inclusive tra-
dition within practice than others, so tended to be ahead of the game. In other
disciplines it took time to conceptualise exactly how involvement might meaning-
fully occur or, indeed, whether it was relevant at all. In this regard we experienced
some resistance to our understanding of involvement at an individual staff level,
and difficulty in terms of traditional structures not always being conducive.

In tackling the first of these challenges, formal staff development opportunities
were provided on an occasional basis in the early days, but these tended to at-
tract the converted. Informal support has often proved much more productive.
The degree to which academic colleagues would need personal support in taking
forward the involvement agenda was largely unforeseen and still remains fairly
unarticulated. They will not necessarily admit to feeling personally uncomfort-
able or unprepared for involvement work. For some it has been important that
they receive support to start small and expand as their confidence improves.

Some of the structural challenges began to be tackled when, in 2007, steps were
taken to disband the Strategy Implementation Group and initiate a new way of
working. It was our view that the group had become marginal, in the grand
scheme of things, and that the strategic responsibility for involvement in pro-
grammes should be ‘owned’ by the School Learning and Teaching Committee.
In support of it taking on strategic direction, we set up an Involvement Advi-
sory Group (IAG) made up of 50% service users/carers and 50% staff ‘enthusiasts’
(people with experience of doing involvement). The IAG now supports service
user and carer involvement in learning, teaching and research across the School
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by meeting six times per year to come up with creative ideas for how involvement
might take place and offer constructive suggestions to other staff seeking advice.
Lunch is provided and discussion occurs in a friendly informal manner.

The working atmosphere fostered at the IAG is, we feel, much more conducive
to this work than some of the more traditional committee-type structures that are
common in universities. At a more fundamental level, we have recognised that
respectful relationships are key to meaningful and sustained involvement. This
has been a central feature of the service user and carer induction programme we
have been running collaboratively with Faculty and other West Yorkshire univer-
sity partners. Networking and collaborative working has been valuable in our en-
deavours because it has allowed us to lead, develop, draw on, and contribute to
a strong national ‘community of practice’ for involvement; one which emphasises
important values such as authenticity.

Emerging changes in how the School does business, particularly emphasizing
a more integrated relationship between learning, teaching and research, means
this is an opportune time for us to be looking closely at how involvement activity
might change in response to current priorities, and the kind of infrastructure that
might be needed to facilitate any strategic and methodological reframing in the
future.

This work is just beginning, but we are keen to take forward the development of
mutually beneficial knowledge transfer relationships, with health focussed com-
munity organisations, offering an opportunity for applying internal resources
and sourced external community development/research funding to areas of work
which could lead to substantive rewards for the School and the communities we
engage with.

8.8 Final Words

The voices you have heard have been true reflections from the people involved in
service user and carer involvement. They may resonate with you or be discordant
to the voices you have heard. We would like to thank everyone for their contribu-
tion and hope you have found them thought provoking.



Making Sense of Involvement
in Comensus

9.1 Introduction

At this juncture, we wish to turn to some qualitative research findings emerging
from the Comensus project that illustrate the relevance of social movements theory
in helping to make sense of service user and carer involvement in a university set-
ting. Reflecting various foundational ideals and aspirations, the Comensus project
is itself organised as a participatory action research study (Downe et al., 2007, and
elsewhere in this book). In this sense, the research element is co-constructed in an
attempt to get away from a process of enquiry conducted on people, rather than
produced collectively with them.

This book is itself one outcome of the work undertaken collectively under the
Comensus banner. In one sense, this initiative can be viewed as an institutional
response to policy supportive of increasing levels of public involvement in health
and social care services, as this is acted out in health and social care education.
Given the institutional nature of the initiative, there was (and continues to be) a
risk of bureaucratic barriers to full empowerment and transformational change,
and institutional tendencies towards co-option and incorporation. However,
the underlying philosophy of the project aimed for the achievement of more
aspirational outcomes (Marris and Rein, 1967; Marris, 1982). On a reflexive note,
the staff involved in supporting the initiative reported personal commitments to
more progressive principles of authentic alliances and long-standing relationships
with certain health, welfare and disability movements (Downe et al., 2007). Data
collection within the action research cycles of the project has included asking
explicit questions of participants including what led to their original involvement,
and what sustains it.

In the various interviews and focus groups that have been run for the project,
and in the records of routine meetings and events held as part of it, service user
and carer participants’ reflections are resonant with the sense that they are in-
volved in some sort of social change. The talk is replete with motivations and
aspirations to make a difference, and the processes by which this is to be achieved
are essentially social in character, with relational aspects and interconnections be-
tween individuals and groups emphasised. Other elements focus on important
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issues of selthood, identity and community. A selective presentation of some of
these accounts illustrates some key connections between the talk of Comensus
participants and the wider literature on social movements.

9.2 Making a Difference

Typically, starting with personal experiences as users of services or carers, partici-
pants’! accounts express a strong desire to make a difference. More often than not,
these aspirations indicate the potential in some way to effect change in the actual
delivery of health and social care services by influencing the development of fu-
ture generations of practitioners, workforce training generally, or in the course of
knowledge production by being involved in research:

I tend to moan about things a lot but there is no point in just moaning. It is not just about
being heard. It is more productive. You want to make a difference, to change things ...
(Brenda, interview)

... the opportunity to bring out of ourselves something and offer it, . . . experiences, prob-
lems or whatever ... If you can get in at the beginning you can make a vast difference.
(Jacqui, interview)

The difference to be made can be quite specific, or hugely aspirational:

The purpose of this group is to improve people’s attitudes ... about disability, mental
health, learning difficulties. (John C, focus group)

Amongst the CIT we have all had problems in dealing with health professionals. We are
here to change things in the long term. (Robert, focus group)

... great things: it could be an example for the way things are done all over the country
... to get things right to have to involve people from the very beginning ... (Kate)

Some participants locate their enthusiasm for change in a constructively critical
stance:

We are there to make a difference. It is not always about badgering on about negatives,
though this sometimes has to happen. But it is about looking for positives all the time.
(Brenda, interview)

Others know that the changes they seek may not be realised immediately, or
could very well have been achieved previously with different circumstances:

Keep chipping away: it might take a long time but you get there eventually. (John C, focus
group)

... this should have occurred years ago. (Lillian)

1 The term “participant’ is used here to denote the various service users and carers involved in this
participatory action research project. It may have been preferable to use a more collegiate term such as
‘colleague’ to reflect the sense of joint enterprise between academic staff, service users and carers, but
this may also have been confusing for readers.



Making Sense of Involvement in Comensus 165

Concern with the idea of pace of change was not just an issue in terms of achiev-
ing transformational objectives in the work of the university or health and so-
cial care services. It was also important in relation to the internal organization of
Comensus, emerging structures and processes of decision making.

For example, an early decision to develop organizational approaches at a steady
and accessible pace, so as not to exclude those with less experience of meetings
and organizing, those with particular impairments, or those initially short on con-
fidence, created some tension with those who wanted to press on quickly:

Pace frustrating but essential - Moving from planning and organisation to involvement
and action. (Nat)

Reflections on the process of decision making on the part of one Community
Involvement Team (CIT) member are resonant with some of the observations on a
prefigurative standpoint (Chapter 2):

Better decisions are taken, including the decision about how long to deliberate. (John L)

Problems with social decision making: (the need to) reduce to a minimum the maximum
amount of distress caused. (John L)

Another participant articulates how her long-term ambitions for involvement
have developed. Through linking these to a rejection of certain organizational for-
malities, she arrives at a more radical perspective:

... at one point I had stated that I felt we should concentrate on our experience rather
than trying to change the world . .. . In fact, I do think we should be changing the world,
and I think that this project can definitely do that. [it] was the approach: one contributor
seemed to be fixated on looking at many other committees and organisations and trying
to work out who is doing what and reorganizing them all, but I felt that we would get
bogged down with this approach (as this person seemed to be) and that our starting point
had to be our own valuable and very relevant experiences. From that starting point we
can go on to change the world, but it has to be very much grass roots up, and not the
other way around. (Kate, written feedback)

The extent to which participants in a university involvement initiative can exert
influence on health and social care practice and services is constrained by the indi-
rect nature of the activity. The input is targeted on the next generation of practition-
ers and managers, or the continuing education of the current workforce. Project
participants commented on this in the context of the relative ease with which a
change agenda might be taken up in different settings:

... The culture [in services] does not allow people like myself to have a very strong voice
... and it felt like a constant battle, fighting for what we needed ... [in Comensus] ...
more service users or carers led than anything I have seen before. (Kate)

short cut into the system by being inside the university. (Paul, focus group)

Getting in at the beginning. Learning is one thing, relating to a person is another thing.
(Jacqui)

... closed doors before unless you wanted to be re-educated by the university. This is
different: we are re-educating them. (Les, focus group)
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A strong vein of altruism runs through many of the aspirations for change and
personal motivations to take part in the project in the first place and persists with
continuing involvement:

you do your own bit so that everyone benefits. I might not personally benefit from it in
my lifetime ... I realised I had taken things out of society all my life, and now I can put
something back. (John C, focus group)

I would like the teachers to get out of it what I get out of it. I would like them to get
some sense of, not just fulfilment, a deeper change at the personal level. It should be a
meaningful experience for them as a person. Not just practical changes, but of course,
that as well. (Brenda, interview)

Can see the potential to improve the plight of people with dyspraxia by influencing
health professionals and promoting change. ... I am constantly fighting not just for my-
self but trying to change things for other people having similar predicaments. (Robert,
focus group)

My experience after I lost my leg was that after being discharged from hospital I was
completely on my own, no counselling, no follow-up. My only form of transport was
the wheelchair. Could not get around at all because of the lack of drop kerbs, narrow
doorways and so on. Public transport, same sort of problems. I hope I can help solve
some of these problems so people can benefit from it. (John C, focus group)

This concern for the welfare of others can be linked to personal empowerment
and confidence building:

how a person makes their own voice...and can help the other people ... (Nat, focus
group)

It can also be linked to recognition of common humanity and everyone’s poten-
tial to be a service user at some time in their lives:

Each of us occupies each other’s position at some stage in the past, or the future, and we
are interested in making [this] as good as it can possibly be (John L, interview)

Some are motivated and sustained in their involvement by powerful emotions
and are passionate about their involvement:

I am still like that [angry]. I get frustrated with policy makers and bureaucrats. I am
constantly gritting my teeth with the incompetence of policy and the lack of thought and
insight into people’s needs ... I can turn this anger into something positive by fighting
back, not giving up. (Robert, focus group)

[When first disabled] Felt like giving up, everything was against me, demoralised. Had
to get hold of myself — “are you going to give in, or are you going to fight?” Decided to
act and join the access group. (John C, focus group)

This can connect with other emotions which arise from participation:

Pride in Comensus, and in what we have achieved, because it is effective. I remember
... being really angry about how I might be perceived ... Wanted to have a say about
people’s language and attitudes especially as it relates to ethnicity. (Brenda, interview)
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9.3 Collective Identity

Despite the diverse backgrounds and experiences of the Community Involvement
Team as a whole, individuals quickly divined common identity in the use of health
and social care services or caring roles. Lived experiences, personal attributes and
talents, are fore-grounded in these user or carer narratives and are collectively
valued:

We bring all the expertise together in one go. (Robert, focus group)

.... Although disabled, a lot to offer ... We have talents over and above ... Comensus
allows us to use all our skills. (Nat)

Much of the teaching and learning that takes place with service user and carer
input draws heavily on the personal experiences and biographies of respective
participants. People tell their stories in an attempt to advance student learning
or share snapshots of personal experience to emphasise particular points. In the
university, this sort of thing can take place in the course of meetings with staff
or peers, as well as in the classroom. When this goes well, there is often a pos-
itive reciprocation of respect, appreciation, or empathy for people’s experiences
and perhaps even some collective discussion that may assist in making sense of
it. This willingness for students to engage authentically with service users and
carers can add to the experience of being personally valued for those doing the
presentation.

In the course of engagement in an initiative like Comensus, all those involved
become increasingly aware of each others’ personal stories, talents and strengths,
the detail of which may have been relatively hidden to start with. A number of
members of the Community Involvement Team ended up taking responsibility for
quite specific pieces of work because they possessed specific relevant skills. For ex-
ample, one member who was quite shy at first, turned out to be an accomplished
graphic artist and went on to design a logo for the group. Increasing knowledge
of the range of different strengths in the group and people’s unique biographies
has assisted in the distribution of work. This has created a complementary linking
together of different people’s expertise and mutual support within the group, ap-
proximating somewhat to the Marxist aphorism of ‘from each according to their
ability, to each according to their need’. These emergent phenomena also strongly
reinforce the argument of Freire, that education can be mutually empowering for
teacher and student where there is authentic desire for learning that is not con-
strained by institutional norms and boundaries.

This approach also generates a sense of solidarity and mutual support that en-
genders feelings of safety in expressing views and feelings. This is typically men-
tioned in terms of feeling valued in the context of working together and how
this translates into feelings of belonging. This is contrasted with prior experi-
ences of being devalued and can be associated with the previously mentioned
altruism:
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Disability can make you a non person, project gives belonging ... Really I did not feel
anyone valued anything I said or did until I joined the access group or started doing
disability awareness training ... Here we are looked at in terms of what we can do, not
what we cannot do . .. A sense of value comes in when you know you can help somebody.
(John C, focus group)

A more positive view of self was linked to giving and getting respect within
the Community Involvement Team and in interaction with university staff and
students:

because their minds have opened as to how they can help. (Hasumati)

they listened and I think they were keen to listen. (Phil)

Or linked to overcoming personal crises:

Being accepted and coming to meetings helped me through. (John L, focus group)

This sense of being valued is reciprocated and reflected in other relationships,
enabling people to be themselves:

Comensus values rather than devalues ... not only does the university value, but so do
we — we value the university, our other partners, and the others we meet. (Les, focus

group)

Seeing how others have done, motivates me. (Phil, focus group)

[It] goes beyond self advocacy in engaging with teaching and research.

I feel that because I know that I belong my views are accepted, accepted just for me, I
do not feel personally that I have to modify my behaviour. In other places I have to shape
my behaviour. (CIT Brenda, interview)

Notwithstanding the evident diversity within the group, the overarching feeling
is of shared experience and occupying common ground:

When you have got something in common with someone it kind of creates a space where
you can off-load . .. say I want to talk about [issue] find it easier to raise issues with peo-
ple like me, with shared experiences. Feel safe and comfortable to say things. ... When
you have got something in common with someone it kind of creates a space where you
can offload ... and feeling comfortable to raise issues. In a different way using maybe
different language than with say professionals. (Brenda, focus group)

For this participant there is also a sense of how this identity is shaped and
evolves in the course of group activities:

The fact that we are in Comensus sometimes shapes the way that we think and what we
do. The groups that you are in . .. you are learning, sharing knowledge about what your
group is about, what it is .. . helps move forward. (Brenda, focus group)

Though the participants seldom refer to themselves in the language of activism,
it is easy to see them as activists for the user movement and their local communi-
ties. Some views resonate with wider protest movements:
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Today, people say, global warming, save the world, and I agree with that. But on disability
issues you have got to start local. So many things need changing . .. We have all got things
in common. They have got a goal, a reason, a meaning in life. They are getting on and
doing something about it. (John C, focus group)

There is an appreciation of collective strength and solidarity.

after the first couple of [Comensus] meetings you recognised the people you have got
there have everything covered. All disabilities, it is a very powerful position. (John C,
focus group)

developed a sense of solidarity and familiarity ... settled into the environment [univer-
sity] ... We get together as a group, we get to know each other, we have a similar cause,
we share experience. This is solidarity. (Robert, focus group)

This reflects an ethos of team working:

[Previously] Biggest part of [my] life was being self employed. A big problem to start
with was not having what I said being done. But now really appreciate being part of a
team. You feel stronger working as a group than working individually. Confidence comes
out of group strength. (John C, focus group)

Action is grounded in experience and potential strength is articulated in terms
that link the collective with the personal:

Service users and carers share experiences of suffering and adversity ... We have had to
battle and fight to get our rights. When I was younger my parents were fobbed off by
professionals. Now I have developed assertiveness, ability to fight corner politically and
engage in action. Now I will not accept no for an answer. (Robert, focus group)

Things are beginning to come together and helping me to feel better about myself and
stronger about myself. | have been asked to do things that are important to other organi-
sations. (Paul, focus group)

9.4 Relationships

There is a significant emphasis on relationships amongst Community Involvement
Team members. These relational aspects and personal connections are the basis for
cooperation, support and enthusiasm within the group. Occasionally, individuals
experience a worsening of their health conditions, or other life stresses, which in-
variably elicit support and assistance from other group members:

you notice about people’s individual problems and you work together on it, offer sup-
port. (John C, focus group)

Not everyone begins with the same level of confidence, but group cohesion soon
develops:

At first it took me a bit to get into it, but I have enjoyed getting involved. Initially I was
insecure, because of the newness of the situation, new people, new ideas. Did not know
too much what you were walking into. (Robert, focus group)
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The quality of interpersonal connections can move beyond merely establishing
effective working relationships, and can develop into friendships:

Through the project I have made new friends and gained new contacts. Find it beneficial
to share experiences with people ... especially when people listen. (Robert, focus group)

I can get to know other people and get things changed (Phil, focus group)

friendship ... we all get along. In other groups it is all work . .. we get things done in an
easier way (Paul, focus group)

These relationships are sustained in the course of activities focused on group ob-
jectives but the group also meets socially and recreationally, further strengthening
friendly relations.

9.5 Linking to Wider Networks

Membership of, and connections to, established groups and networks (both self-
organised user and carer groups and more broadly based community groups)
greatly assisted in initially recruiting people to Comensus:

recruiting people was notjust ... an advert . .. encouragement from people outside of the
project who saw the publicity material and pointed it out to people they thought might
be good candidates (Hasumati, focus group)

I have always been in protests as part of groups ... Protests about disability access is-
sues for instance. . .. Would not have known about it [Comensus] without that group. . ..
Joined Comensus through DISC. They introduced me to it. (John C, focus group)

Participants bring perspectives and experiences forged in different groups and
communities as part of their contribution to Comensus:

I think the personal thing is really important because sometimes people might not have
contact with black people. Their only knowledge is not directly from black people them-
selves ... I am able to make sure those things are visible within our project (Brenda,
interview)

Membership of the Community Involvement Team enables some participants
to discover new connections, opening up membership to other groups they were
previously unaware of:

[named member] and me joined Preston mental heath service user forum. (Robert, focus
group)

For others, these connections helped facilitate extensions of support between
different groups, including the promotion of mutual appreciation for each other’s
issues and causes:

I was on the Caribbean Women'’s Forum and also volunteer with Sure Start ... I helped
another CIT member to do some diabetes research. I helped her group to better design
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their questionnaire and make introductions into the African and Caribbean community.
(Brenda, interview)

Similarly, membership of the Community Involvement Team enables individu-
als to appreciate and support each other’s issues and causes:

For me, in Sure Start, if a grandma comes in I might talk a lot more because I have picked
up on issues for older people. (Brenda, interview)

9.6 Positive Effects of Involvement

Despite many people coming to the group with an explicit agenda to help oth-
ers, after time they reported various positive effects for themselves. These benefits
include developing confidence and assertiveness and a range of practical skills.
They are clearly linked to action in the minds of the participants:

People are moving forward in their lives by helping other people. (Hasumati, focus
group)

Through getting people involved they get confidence. ... Things you have fought hard
for and eventually get it, you appreciate it more. (John C, focus group)

9.7 Discussion

Touraine’s (1978) concept of ‘historicity” — linking capacity for self-reflective and
creative social action with social struggles — is mirrored in many of the accounts.
Similarly, Touraine’s theorizing on the futility of predicting the direction and form
that social change might take is relevant to the acknowledgement from within the
Community Involvement Team that institutional practices cannot be transformed
immediately. Expressed aspirations for change also concede that the group works
towards an unknown and unknowable future. Comensus members seek access to
information and knowledge which will assist themselves and generations to come.

There are clear connections with Melucci’s concerns with the development of
a collective identity grounded in everyday interaction, rather than one which is
imposed and the strongly linked view of movements as sponsors of meaning. The
annual ‘One In Four’ film festival (at the Mitchell and Kenyon Cinema, Univesity
of Central Lancashire), a user-led initiative aimed at tackling stigma around men-
tal health, exemplifies the way in which university staff and students can come
together with the community to promote change and understanding. Typically,
the screening of a film is followed by an open discussion of relevant issues, of-
ten facilitated by someone who has personal experiences that connect with these
cinematic representations. Tutors can bring what they learn from such initiatives
into the classroom, the lecture hall and into public, organised debates, offering the
university a more active role in its community, and citizens a more active role in
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the life of the university. A key element of all of this is a contribution to the process
by which stigmatised identity is reflected upon, faced up to, and rejected.

The importance of relationships within the group is stressed by Community In-
volvement Team members, mirroring Castells” (1996) theory that meaning is pro-
duced in the bringing into being of a movement, regardless of its achievements.
This centrality of relational issues and shared experience highlights a convergence
of public and private spheres and supports Offe’s (1987) account of movements
fashioning their own space from where to raise questions.

Other comments indicating awareness of wider protest movements and partic-
ipants’ links with other community groups and networks support Castells” (1996)
view that the production of meaning is not limited to activists, but broadens out
to the wider community. Resistance to powerful ideologies, particularly medical
hegemony, can also be found, which is recognizably important as a first step for
enacting social change. Linked to this is some evidence of shared socio-political
values (Offe, 1985, 1987; Rothschild-Whitt, 1979) and a powerful sense of ‘what
could be’.

Delanty’s (2003) construct of personalism as an alternative form of individual-
ism is reflected in the accounts of what motivated people to become involved, and
how their enthusiasm and commitment are sustained. In this regard, altruistic mo-
tives and aspirations for change are prominent in contradiction of rational-choice
analyses. These impulses can also be discerned in some of the reflections on team
working and collective identity. Such factors also exemplify the notion of intrinsic
movement goals identified by Klandermans (1997). There is evidence that indig-
nation and anger at experiences in health and social care services feeds a sense of
injustice that, in turn, adds to people’s motivation to make a difference. This link-
ing of emotions to collective action in social movements has been highlighted in
numerous other contexts (Barker, 2001).

Rothschild-Whitt’s (1979) ideal type of organization within social movements
shares many features with the experiences in the Comensus project. The Com-
munity Involvement Team members have developed their own organizational
structures and process, which are non-hierarchical and egalitarian, involve con-
sensual decision making and a strong sense of solidarity and community. This,
and the value placed upon relational aspects of organization, is evocative of the
notion of prefiguration that is associated with many social movements. The ev-
eryday kindnesses and mutual support transacted in the act of organizing for in-
volvement echo the feminist inspired prominence of relationships in establishing
a trade union at Harvard University (Hoerr, 1997). The attempts to structure de-
cision making and meetings to suit the needs of participants and avoid hierar-
chy draws a parallel with a long tradition of Utopian and affinity-based principles
(Day, 2005). The nature of reported interactions, the qualities that individuals bring
to them, and their emotional as well as practical dimensions, offer a prefiguration
of better social relations within the university for the benefit of all, including stu-
dents and academic staff.

The motivations espoused by many of the Comensus members emphasise
altruistic hopes for others and the desire to make a difference. This supports
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Rothschild-Whitt’s (1979) taxonomy of incentives, with common purpose being
the main reason for getting and staying involved. Arguably, this raises the poten-
tial for resilience in the face of institutional pulls toward bureaucratization and
co-option.

The theoretical and reflective literature on social movements and social change
discussed in Chapter 2 connects with the service user and carer narratives pre-
sented here at a number of levels. In this chapter, quotes have been selected from
Community Involvement Team members that illustrated these sort of connections
to make the point that it is important to realise that service user and carer involve-
ment initiatives do share features of organisation and experience with broader
movements for social change. However, as noted in Chapter 2, this does not mean
that university involvement is a social movement. Rather, the journey of finding
out and making sense of involvement can be informed by recourse to movement
knowledge and theory, and this may in turn improve participants” chances of re-
alising their personal and collective goals to make a difference and resist forces
of co-option and incorporation. Similarly, academic staff who relate to involve-
ment participants and their associated groups can become more aware of these
movement dimensions and begin to consider their own behaviour and support
in this light. This may mean simply making more of an effort to strive for au-
thenticity rather than instrumentality in these relationships. Or, more interestingly,
there may be a raised potential for building alliances that bridge service user and
professional interests.



Shedding Masks: Transitions
in Mental Health and
Education, a Personal View

William Park

Don’t think Disability, think ABILITY.

10.1 Introduction

Individuals who succeed in managing and overcoming mental health ‘conditions’
can go on to provide insights for others. Supportive groups and service user in-
volvement in higher education have their valuable place, but individuals, ulti-
mately, need to rise to their life’s potential, and be in a position to inspire.

My standpoint in this short chapter is one of sympathy and shared purpose
when it comes to service user groups. I have had meaningful links with three such
groups in Preston. But the key to progress for me has been a range of activities
and coping strategies, an inner sense of purpose, followed by a move back to a
career path (tutoring) which links to my previous experience in writing and adult
education tutoring. This is a path forged from within.

I'am concerned that everyone maintains a sense of moving forward. Eventually,
for many, that will mean a transition beyond the role, term and label that is ‘service
user’. I believe the key lies in education. Those involved in the educational process
have a responsibility to enhance people’s full potential.

10.2 Rejecting the Label of Service User

The term ‘service user” has a poor status, in my view. Imagine the scene — a con-
ference filled with professors, lecturers, and so on, but at ‘question time” one in-
troduces oneself as a “service user’. I have been at some excellent conferences, but
I refuse to introduce myself in this way anymore. I would go so far as to say, it
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is demeaning. The term limits and defines one negatively. This is partly due to
status and issues of hierarchy. If one introduces oneself as a healthcare profes-
sional, one immediately possesses a higher status. Attached to that status is in-
come and power. Conferences are filled with highly-paid professionals.

I’ know the Comensus initiative at the University of Central Lancashire (UCLan)
does its best to remunerate contributions from service users, but, welcome though
this is, they are token amounts, and, quite simply, however much service users en-
joy greater participation in the life of the university, the fact is they are surrounded
by well-paid professionals and administrators and so the hierarchical structure re-
mains. It is reinforced every single day by the appellation ‘service user’. Many
service users I have spoken to dislike this label, so how did it come about, and
why does it remain? I do not hear anyone calling themselves a ‘service provider’,
even if they are one.

Service user involvement in higher education is a stage along the way, not
a lifestyle choice. There is a danger in successful ‘service user’ groups being
marginalised as curiosities, tamed by the structures supporting them, and not ac-
tually impacting directly on changing attitudes in the wider world — I mean the
man and woman on the street. It is clear that where service user groups have been
successful is in raising the esteem of the participants, as well as gently and cu-
mulatively altering the ‘attitudes’ of healthcare professionals, and reinforcing the
already enlightened attitudes of interested specialist health groups working in the
community.

One should not be ‘ashamed’ of one’s ‘condition” but should one be “proud’
either? I have outlined my concerns over terminology and power structures. Free-
dom involves freedom from restrictive labels, true opportunities for remunerative
involvement, community engagement, and an emphasis on people going beyond
one’s unhappiest state and being autonomous as individuals, not simply as mem-
bers of various collaborative groups. University initiatives like Comensus, empha-
sizing service user involvement, are laudable in intention and promote self-esteem
for the service user participants, but I believe, given perceptions of the wider gen-
eral public outside of university establishments, that much needs to be done in the
community at large to promote education around mental health issues.

Service users repeatedly talking about their illnesses, or ‘conditions’, is a
reminder to themselves of their illnesses, and reinforces the prism of that
identity. . .the minute they are well or better again, they may still be identified as
a ‘survivor’ or ‘ex’ service user. ..one survives, like a victim of personal devasta-
tion. . .as though whatever ‘condition” one had originally, is always potentially in
danger of returning. I believe, if attitudes and perceptions changed, individuals
could reach a plateau where ‘illness” could be seen as a construct left behind long
ago, never to return. In fact, it could be argued that disability itself is a social,
political and economic creation.

As things stand, ‘service users’ have a great willingness to participate in projects
and discussions; meanwhile, in political, social and economic terms they are often
marginalised as dysfunctional. This has to change, and I believe the way forward
is in collaborative education of the kind espoused by Paulo Freire (1971). I will
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return to Freire a little later, but his approach underpins my thinking throughout
this chapter.

10.3 Involvement and Self-actualization

True opportunity and advancement is in the world of mainstream work and soci-
ety, where people pay taxes, experience loss, rewards, disappointments and hap-
piness, and where people encounter others of greater or lesser sophistication than
themselves. It is this world that, I would hope, the ‘service user’ is guided towards,
with assistance from education. But if the machinery of education in institutions is
founded on ‘delivering” information, merely ticking the boxes for a range of ‘de-
livered’ systems, which managers can then be ‘proud’ of, then true advancement
is compromised from the beginning.

For service users or carers, there need be no contradiction in actualizing the self
and being generous and humane to others. This extends to the content of contri-
butions to teaching and scholarly activity. People who have overcome particular
life problems could emphasise the creativity and individualisation they have used
to overcome difficulties, rather than the difficulties themselves. This in itself can
be a political act, or form of praxis. In the context of mental health, for example,
it can extend to efforts to combat the climate of fear generated by the media (the
mentally ill as useless, troubled or downright dangerous) with more considered,
humanitarian approaches, in tune with contemporary interest in the principal of
recovery but resisting conservative forces which would dilute its radical potential
(Pilgrim, 2008).

Education surely values intelligence and insight, but these are not necessarily
dependent on advanced literary or intellectual gifts. Rather, they can be grounded
in the experience of a range of tutors and teachers sensitive and brave enough
to inspire and encourage. For lay teachers, a productive way these can be achieved
is by accessing personal resources of courage and self-belief, even in the face of
individual health difficulties, such as mental ‘deterioration’. It may well be that
it is the damaged sensitives, the creative rebels, the burnt-out intellectual radicals
who prove to have the most powerful and pertinent arguments.

What is clear to me is that most people are involved in a distraction from the
responsibility towards realizing their own potential. This is the tragedy for every
single human, whether it be the pressure to conform, the pressures of family, the
lack of material wealth, or the inadequate help individuals may get when con-
fronted with perhaps the most dynamic and important phase of their lives — a
period of mental ill health. I believe, too, that medication is simply a stage along the
way towards better health for those with mental health problems, and needs to be
seen in a context of other helping factors; including personal creativity, resilience
and resourcefulness.

Diversions and pressures to succeed in conventional terms (money, property
and family life) take up most of people’s time, generally, and force us into
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role-playing at home and work. The kind of success and achievement I am es-
pousing is based on an inner personal journey, whether this is spiritual, creative or
simply being ‘true’ to oneself.

This is not something that can be given by others, however well-meaning, or,
as Freire (1971: 39) explained it: via ‘an egoism cloaked in the false generosity of
paternalism’.

In the epigraph to Will Self’s novel Dorian: An Imitation (2002), Schopenhauer is
quoted as saying;:

There is an unconscious appositeness in the use of the word person to designate the
human individual, as is done in all European languages: for persona really means an
actor’s mask, and it is true that no one reveals himself as he is; we all wear a mask and
play a role.

For some, the mask fragments and slips entirely. They may then be labelled
with terms that, unfortunately, set them apart: manic-depressive, schizophrenic,
depressed, neurotic or personality-disordered. Furthermore, if they seek help, they
are then lumbered with another limiting label: ‘service user’. I have come to the
conclusion that I am none of these. This rejection of externally imposed labels con-
nects with commentary in Chapter 2 regarding the features of health and welfare
social movements.

10.4 My Self, a Personal View

If pressed, I will say now I have bouts of CSA — a term I have originated, stand-
ing for Creative Suicidal Anxiety. CSA means being over-sensitive, with a leaning
towards imaginative/creative expression, possibly in the arts. The sufferer often
senses a dichotomy between the inner world of the imagination and the social,
practical reality. This can produce a feeling of sometimes panicky or destructive
over-anxiety, inwardness, and not wanting to face the world. Such sensitivity can
lead to times of intense thinking, but this can be draining too, with periods of
lethargy. There is also an increased sensitivity to noise. However, this sensitiv-
ity, also apparent towards people in regard to sensing other people’s feelings, can
potentially be a positive quality. The trouble is that the hyper-awareness can be
chaotic and sometimes overwhelming. It needs to be harnessed. I have recognised
the need to channel the awareness creatively, along with calming the mind period-
ically. Now I focus using meditation; in the past, I used to dampen my over-active
mind with alcohol.

My need for perfection, to embrace everything philosophically so to speak, is
often difficult to manage, and some of my ‘attempts’ can lead to reams of notes,
ideas spiralling and connecting, words highlighted with coloured pens. It can be
difficult to abandon objects too, as their relative significance or insignificance can
be in doubt. Sometimes there is crippling reactive depression due to remorse and
regret, when relationships have been affected. I call all of this ‘CSA’. It is certainly
not ‘straightforward” depression!
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But, whether I have ‘CSA’ stamped on my psyche, or not, what I do know is
that I have been involved with various mental health ‘service user’ groups over
the past year, one based in a university (UCLan), and now I have had a range
and variety of help from the ‘services’ too, I feel I can make progress with my
background in adult education tutoring. With a part-time plan, and eventually a
full-time post, I hope, I aim to develop my tutoring interests in creative writing,
adult literacy, meditation and well-being, and film studies — I am something of a
cineaste, though have no formal qualification in this area.

The annual ‘One In Four’ film festival!, as well as the excellent Barbershop mag-
azine?, are indicative of projects that can promote change and understanding. Tu-
tors can bring what they learn from such initiatives into the classroom, the lecture
hall and into public, organised debates. Of the latter, arguably, there should be
many more, specifically for the general public — to combat ignorance and stigma.

10.5 Redemptive Education

What is important, in experiencing an illness, or educating others, is conveying hu-
manity, so that we, and others together, can understand at the deepest level and go
further, and achieve more, perhaps, than those who are presently teaching us. The
medical establishment, and its maladaptive responses to mental ill health, needs
to be supplemented by enlightened approaches in the education sector, and in the
creative arts, and these to be combined with individual initiatives. The purpose
of further and higher education is surely to activate our best, highest selves? For
those who are conventionally ‘well” and those who have suffered periods of insta-
bility: a reaching towards intellectual, artistic and spiritual success.

Abraham Maslow (1994: 180, 183) in The Farther Reaches of Human Nature says
‘one of the goals of education should be to teach that life is precious’ and ‘an-
other goal of education is to refreshen the consciousness so that we are continually
aware of the beauty and wonder of life’. Maslow speaks of how ‘unlike the cur-
rent model of teacher as lecturer, conditioner, reinforcer and boss, the Taoist helper
or teacher is receptive rather than intrusive’” (Maslow, 1994: 181, author’s empha-
sis). In this context, Taoistic is ‘asking rather than telling. It means non-intruding,
non-controlling. It stresses non-interfering observation rather than a controlling
manipulation. It is receptive and passive rather than active and forceful” (Maslow,
1994: 14).

Maslow’s recommendation for a facilitative, receptive teaching style reflects
a strand of humanism, of informed compassion allied to wisdom that has been
significant in shaping progressive models of adult education and participatory
approaches to development and research. Freire (1971: 29), in his seminal book

1 User-led Film Festival that takes place annually in the Mitchell and Kenyon Cinema, UCLan:
www.uclan.ac.uk/health/news/film_festival.php.

2 Produced by the mental health race equality team, Central Lancashire Primary Care Trust:
www.centrallancashire.nhs.uk/Doclmages/406.pdf.
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Pedagogy of the Oppressed, talks about how emancipation needs to be an “act of love’
and people’s education and advancement are not prescribed, but learning and
understanding is a mutual collaborative effort. With his emphasis on relational
aspects of learning and liberation it is not surprising that Freire has informed
the thinking of movement scholars and activists interested in prefigurative ideals
(Chapter 2). These ideas have been thoroughly taken up in progressive devel-
opments in education and research, such as action learning and action research
(Chapter 4).

There is a need for ‘reflection’ says Freire, followed by ‘action’ (1971: 38). The
attitude of oppressors can be inherently demeaning to the underprivileged, con-
fusing material disadvantage with incompetence or laziness, missing completely
the potential in every human being. Freire was initially concerned with the poor
and illiterate in Brazil, but his theories of learning, social change and compassion
for the underdog could just as well be applied to those stigmatised and excluded
on grounds of disability or health condition. Highlighting action for change, Freire
is keen to point out that a conviction for the right to freedom (of thought, of op-
portunity) ‘cannot be packaged and sold’ (Freire 1971: 54). In other words, for the
disadvantaged, those in need, the oppressed, the urge for freedom and authen-
tic advancement must come from within. As Freire (1971: 55) says, management,
also, is an ‘arm’ of domination and cannot be the instrument for securing people’s
rights and potential for growth.

Freire’s egalitarian social ideals are matched in his view of the proper relation-
ship between teacher and student. The ‘revolutionary educator . .. must be a part-
ner of the students in his relations with them’ (Freire 1971: 62). This admits of a
concept, similar to karmic interaction, whereby people are not passive and sepa-
rate from the world and each other, but are rather active and mutually acting par-
ticipants. The role of education and the educator eschews the simple delivery of
‘subject matter” for exploration and facilitation of all of the participants’ resource-
fulness and capacity for mutual support and collaboration. This would include en-
gaging with people’s inner sensitivity, awareness and mental potential, so that true
learning as an aspect of freedom is experienced. Most importantly, this requires the
educator/tutor to be prepared for an inner journey of their own, where they too
are learning and adapting to the needs of others. Within these relationships, mu-
tual respect is fostered between educator and educated, where roles interchange,
based on common humanity, not grounded in status. Any prospective ‘tutor’ who
has faith in their own inner being, and the inner self of others, is bound to elicit
respect, and be a source of hope and leadership. It follows that an essential quality
of such a Freirian educator is not just a sure grasp of their subject, but a capacity
for completely honest self-reflection.

10.6 Alliances in Action

The potential for alliances between university staff and service users can take in-
teresting courses in the context of a university, especially if there is a commitment
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from within to become a critically engaged institution in relation to the local com-
munity (Chapter 3). If individuals have the bravery and wisdom of an indepen-
dent approach, free from ideological or bureaucratic tendencies to institutional re-
action, progress can happen. Educators, lay and professional tutors amongst them,
can then give of themselves as unique, honest individuals, prepared to speak their
mind and to have an impact in the wider community (for instance, in public speak-
ing or in public seminars). They need courage to speak from the heart, and not just
to be a spokesperson for an institution. Moreover, greater community engagement
can begin to mobilise the resources of the university, for community benefit. For
projects and activities involving ‘service users’, there should be real equality, not
hierarchy. This permits an organic learning process for all, where the value of each
individual is recognised and the resultant ‘community’ prefigures the society we
would aspire to achieve.

For Freire (1971: 130), ‘dialogue is the essence of revolutionary action” and with-
out doubt dialogue and discussion has underpinned the progress of Comensus.
The latter point reinforces Freire’s (1971: 114) views on the importance of using the
‘best channel of communication’. In this respect the Comensus initiative has been
enlightened, utilising a varied use of videos and presentations and, within their
published output and minutes of meetings, for example, a clarifying employment
of symbols and language.

This dialogic stance, however, needs to be continuously revived and maintained
through the individual qualities of the participants. It is not something that can
be prescribed, nor is it wholly free from the more covert threats implicit in im-
penetrable academic or medical terminology and imbalances of power. Arguably,
universities are caught between egalitarian impulses and conservative reaction en
route to both increasing participation and also consolidating insularity and elitism.
The latter elements comprise the sort of prescribed ways of doing and thinking
that, for Freire (1971: 153), includes a precept ‘not to think’. This echoes Chom-
sky’s remark that ‘education is a system of imposed ignorance’®. The transforma-
tion of such systems offers routes to re-ordering patterns of status and esteem,
and renegotiation of identities for participants, both service users and academic
staff.

For the academics involved, renouncing patterns of domination, however subtle
or possibly well meaning in origin, can be problematic and include ‘a threat to their
own identities” (Freire, 1971: 154). It is so important, then, that honest discussion
and the opportunity and time for this, forms a part of collective relationships. This
Freirian manifesto involves ‘an act of love and true commitment’ (Freire, 1971:162)
and cannot be achieved by participants hiding behind masks or established roles,
fearfully holding on to a sense of order, control and safety. Freire (1971: 183) warns
us that a feeling of being ‘hopeless and fearful of risking experimentation” leads to
a condition whereby ‘true creativity’ is impossible.

3 Taken from the documentary film Manufacturing Comsent: Noam Chomsky and the Media, directed by
Mark Achbar and Peter Wintonick, 1992.
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10.7 Conclusions

In conclusion, severe mental disturbance or mastery of a peaceful mind are both
aspects of being human, but they are also an indicator of difference from the norm.
We all want to feel safe and part of a crowd, but sometimes differences can take
us forward. Potentials lie within us . . let us by all means help each other, but give
ourselves the freedom and the right to concentrate on healing our own weaknesses
and developing our own strategies — this is self-education.

The best way to combat stigma about mental illness is to set a good example,
fighting and overcoming one’s own problems, and then exploring one’s own
creative, intellectual or spiritual capacities. Arguably, one role of educators and
service user groups is to promote this. The gift of igniting people’s own inner
resources is the challenge for educators, a matter of guidance, inspiration and
wisdom, not political or bureaucratic advancement. It involves the gift of being
human, with all one’s vulnerability, honesty and generosity.



Conclusions

The Importance and Value of Service User and
Carer Involvement

Within this book, we have extensively discussed key issues in service user and
carer involvement and examined real-world practical examples. You will have
seen from Chapter 1 that there is a plethora of critical literature focusing on in-
volvement, describing initiatives and making recommendations for good practice.
That chapter also identified barriers to involvement and examined various ladders
and continuums of involvement that have been developed to enable the evalua-
tion of initiatives and hence ensure involvement is truly authentic.

Chapter 2 put this work in context, debated wider socio-political factors and ex-
amined theories of community and social movements. Radical change may very
well be realizable within university systems of involvement, and this may have
features similar to those found in social movements. Such analyses need to be
tempered by the acknowledgement that incorporation and co-option tendencies
also exist. Arguably, transformative change can be best achieved through progres-
sive alliances between service users/carers and staff. We arrive at this conclusion
from a perspective taken within such an alliance closely integrated to the univer-
sity. It may well be that the most radical transformative goals are more likely to
be actioned by groups independent of the university. Regardless of whether in-
volvement initiatives are considered in terms of movement theory, the potential
to bring about various changes is real. These might include a levelling of power
relationships and initiation of new or shared identities that challenge notions of
constructed difference and foreground our common humanity.

The examination of community engagement and progressive features of social
enterprise within Chapter 3 identified how fulfilling and rewarding relationships
can be catalysed by partnership working between academics, local communities
and individual service users and carers. Mutual support and quality of relation-
ships were seen to be central and valued features of successful involvement within
universities, and prefigurative relational forms of organization that harnessed in-
dividual and collective creativity and agency emerge on route to the achievement
of goals.

Chapter 4 focused on methods and outcomes that might be relevant for evalua-
tion of such health and social care practitioner education programmes. The chapter
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drew on international literature, with some specific examples of service user/carer
involvement in the context of the United States.

Taking the subject of evaluation and outcomes measurement further, Chapter 5
reviewed the contested nature of success and considered how difficult it may be
to measure. It identified the range of potential stakeholders in the engagement
enterprise, and the potential tensions between success for market-driven univer-
sities, and for individual service user and carer contributors. The theoretical pur-
pose of higher education for health and social care staff was examined, alongside
concepts of expertise and emotional intelligence, and of salutogenic as opposed
to pathogenic outcome measures. The chapter proposed that the narrative struc-
ture that characterises service user and carer encounters in universities was ide-
ally suited to an examination of the complex emergent nature of health and social
care.

In Chapter 6 we examined the practicalities and journey of a real-life project —
Comensus. The review covered a five-year period, investigating processes and ac-
tivities. From this examination barriers and solutions to involvement were iden-
tified. The chapter explored the concept of culture within an academic setting
and how this impacts on the initiative. It concluded with the message that en-
during cultural change could only occur if all parties were authentically attached
to altruistic and equity-based values that truly defined a service user/carer led
initiative.

Chapter 7 took a different perspective, that of a manager, whose role was to sup-
port the growth of service user and carer involvement within the organization. It
pointed out that strategic influence and the power to make change were key fac-
tors for successful project implementation. The author highlighted that resources
are a major consideration for integrating and supporting involvement and, finally,
concludes that this process of inclusion was continuous and one for which to strive
constantly.

The next chapter comprised stories of engagement — personal accounts of in-
volvement from a variety of authors. It covered key issues, lessons learnt and per-
sonal experiences. All the contributors to this section espoused their belief in the
value of service user and carer involvement. Many reported positive benefits and
effects. These experiences, however, were varied, not homogeneous. They also re-
flected some of the struggles and tensions in relationships with university systems
and personnel and with each other. It is important that we also consider these dif-
ficulties and differences in making sense of the involvement experience and af-
fording insights into the pursuit of lasting change.

Chapter 9 returns to some of the themes and theories presented in Chapter 2,
demonstrating connections between these and reflection on the recorded talk of
participants in the Comensus action research study.

Chapter 10 was a personal piece reflecting on selfhood and looking beyond the
label of service user. The author believes that educators have a part in igniting
people’s inner resources, so that they can then explore their creative, intellectual
and spiritual capacities. Hence, activities should not simply focus on internal or-
ganizational drivers for involvement.
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Authenticity and Action

Service user and carer involvement is, for us, about valuing people’s experiences.
These are unique to individuals who have been service users or carers (rather than
staff, teachers or researchers). The aim is to better inform teaching and research in
health and related practice. This works at a number of different levels. In one sense
this could be just about all the practicalities of organizing people to contribute to
the various different forms of academic work (teaching, research, planning, evalu-
ation etc.) from a personal perspective (i.e. informed by experience of service use
or a caring role). Success could be measured in terms of volume and quality of the
range of contributions. We would call this an ‘instrumental” understanding of the
involvement. In our view there is more than this at stake; the personal becomes
the political.

People tell us their involvement is about effecting change, primarily in the uni-
versity, but ultimately in the world of practice. In this sense, the involvement is a
‘transformative’ activity. Some of the change is material, working on systems and
structures; some is relational, changing relationships between service users and
academics, or service users and practitioners; some is about changing identity,
how people see themselves, how others see them — challenging previous stigma
and stereotypes. Effectively, this ought to be empowering and emancipatory for
all concerned: staff and service users. The reality is imperfect, having some of
these features some of the time. Service users and carers state they wish to ‘make
a difference’. This might involve transformations of academia, tutorial staff and
researchers’ attitudes and behaviour, practitioner behaviour, whole services, per-
sonal identities, or personal confidence and empowerment. All of these things are
open to big or small changes — but sometimes the smallest change can have quite
profound effects.

The struggle is to maximise the potential for authentic empowerment and
change. To achieve this, interesting forms of organisation can occur within the
service user/carer group (in our case the Community Involvement Team, CIT).
People take care to organise themselves according to shared values and principles.
They respect each other, work hard at consensus decision making, and accommo-
date the pace of the slowest. Within the CIT there is a division of labour playing to
group members’ talents and strengths, but everyone can take on any role, without
being constrained by consideration of hierarchy.

In one sense, the idea of service user involvement within universities is a bu-
reaucratic phenomenon, with the potential for box ticking and superficiality. Au-
thentic involvement is something else. The fact that this is on personal and insti-
tutional agendas is arguably because of campaigning by service users and carers
themselves, with the support of key academic and practitioner allies. Even if we
suspect a degree of cynicism in the promotion of user involvement, we can take
advantage of the opportunities presented.

In many ways Comensus mirrors this. Arguably, we got the start-up money
and have been able to defend ourselves because of national and institutional
commitments, but there has also been significant genuine support from various
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managers and academics. It is a good thing to be high on the agenda, but this
should not detract from the implicit value of involvement and should also high-
light a healthy suspicion towards attempts at incorporation or lip service.

A big challenge is the clash between a standing culture that privileges academic
knowledge and expertise over and above outsider knowledge, for example service
users or carers. Factors such as language, occupational closure, vanity and arro-
gance, narrow professional identity and mystique of science can work on different
levels to exclude lay people from participation. Obviously, this can be a matter of
degree, and it is possible that the newer universities are less hung up in this re-
gard. If we consider this in terms of access to research participation, however, at
all stages of the research process, up to and including user led research, there is
clearly a long road to travel. Despite various funding councils stating a commit-
ment to user involvement in research and bids being rated for how they address
this, the same high ranked universities still garner most of the available funding.

In some instances, a perceived ‘split’ between academics and service user/carers
may be blurred at the personal level. This may be because of shared personal ex-
periences of service use, history of resistance in services in a previous life as prac-
titioner, or academics may hold various political allegiances or values which can
lead them to be internal ‘activists’ for institutional change. Integration at a strate-
gic level is much greater now than when we started but still could be improved.
Strategic influence at the top table is still limited, however, suggesting efforts to-
wards culture change need to continue.

The structures we have developed within Comensus are effective and appreci-
ated, but there is still a need to get more individual academics thoroughly engaged
and inputting with time and effort. We also need to think about external links as
much as internal — for example, local community and wider communities of inter-
est and practice. These include connections with initiatives in other universities,
supportive networks such as DUCIE (Developers of User and Carer Involvement
in Education) and mhhe (Mental Health in Higher Education), but also the wider
service user movement, trade unions and international links.

Roles, Identities and Rewards

Some academics who have been involved from the start have seen their role
change to become more closely engaged in supporting service user and carer in-
volvement. Institutional pressures mean that these commitments are not always
fully acknowledged as an appropriate use of time, but academic roles can be suf-
ficiently flexible to accommodate these changes. Other academics with heavier
teaching commitments are not so fortunate. There are many pressures on contem-
porary academics, and the willing horses can tend to be flogged. Various factors
are complicit in diminishing the autonomy of academics to dictate how their work
is best organised (research and teaching quality assessment, governmental policies
for involvement, need for grant capture, project management, targets, individual
appraisal, etc.). Worsening conditions for students in the economy arguably lead
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to increasing demands for pastoral support too, and can increase the load of emo-
tional labour. Conversely, for academics, being closely involved in service user
and carer initiatives can be a key factor in job fulfilment and having a positive
disposition towards work.

Our very identity can be at stake amidst the work of involvement: how people
see themselves and how they are seen by others is open to transformation. Au-
thentic engagement can afford practitioner educators an opportunity to re-connect
with some of the values and motivations important in bringing them into the job
in the first place. This positive sense of self as a practitioner can be threatened by
various forms of alienation found in services which arise from conflict-laden re-
lationships with service users; contradicting a sense of how staff may wish to see
themselves as caring and kind individuals. Our experiences suggest that alliances
with service users and carers offer the potential to achieve redemption from this
sorry state of affairs, and university classrooms and research projects are uniquely
situated to bring this about, to the benefit of all.

Academic staff involved with Comensus, and with many other engagement
schemes from a range of countries, report becoming better at relationships with
participants and behaving more inclusively in meetings and other scholarly ac-
tivity such as research and writing. For those academics most closely involved,
they inescapably experience, alongside people, emotions connected to work in the
university and their lives away from the university: aspirations, frustrations, ir-
ritations, anger, sadness, anxiety and, of course, receive kindnesses and warmth
from people too, sharing their happiness and satisfaction at jobs well done. Some
of this was brought into stark relief by the death in a car accident of our first coor-
dinator, Eileen, relatively early on in the project, and two recent deaths of valued
members of the CIT, Les Collier and Lillian Hughes. The impact of these sad and
tragic events has worked to strengthen solidarity and relationships in the group.
We are all agreed that the quality of relationships between participants is one of
the real strengths of Comensus.

Some of the teaching sessions delivered by service users have been without a
doubt a privilege to be part of. These have involved truly profound connections
between sensitive personal disclosure and the learning needs of students. There
has also been the odd ‘epiphany’ moment, where individuals have become acutely
aware of the profundity of their contribution, appreciated the impact of this on the
respective audience, or begun to feel the shift in power towards a more valued
identity or self-image. Invariably, all of this is personally affirming and gratifying
in terms of knowledge that one has contributed to supporting this to happen; usu-
ally this is implicit but quite often direct compliments and thanks are expressed
and reciprocated — all of these things keep us going.

Securing the Future

There is a powerful case to be made for service user and carer involvement in
higher education, and for the need to avoid tokenism and to strive for authenticity.
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Authenticity and action comprise an interesting couple: authenticity begets action
and, in action, authenticity can be realised. We hope this book has emphasised
the need for a systematic and integrated approach to involvement as opposed to
piecemeal developments. As our text indicates, there is dissonance at a number of
levels between the rhetoric of engagement, and the reality of resistance to the con-
sequences of power-sharing, and of loss of expert status amongst professionals,
both staff and students. As Chapters 8 and 10 illustrated explicitly, ‘service users
and carers’ did not offer one homogenous party line on the range of problems and
challenges implicit in engagement processes. This was also true of health and so-
cial care professionals, and of education staff. There were a wide range of interests,
beliefs, conflicts and disagreements within and between individuals and groups in
the engagement arena. This was a positive factor that generated creativity and the
potential for unexpected emergence. It should be nurtured and not suppressed by
a simplifying movement towards assigning people to a ‘service user’ position, or
to a ‘healthcare staff’ position.

Throughout the book, we have noted numerous barriers to effective and authen-
tic engagement. These included the terminology that was used; the accessibility of
universities to service users; payment issues; and the problem of sustaining en-
gagement projects that are set up with short-term funding. We have also identi-
fied factors for success in this endeavour. These included clear and agreed defini-
tions for success, and regular and appropriate assessment of movement towards
these goals; planning, horizon scanning and being open to emergence; and keep-
ing faith with the ideology of engagement, by looking beyond fashionable policy
and towards a shared vision of what is best in the long run. Ultimately, we strongly
believe that this can be achieved most naturally if those working towards engage-
ment are authentically motivated towards the achievement of optimum well-being
for all of those involved. This requires shared values, courage, trust and cultural
humility.

The involvement agenda for universities concerned with the education of
future generations of practitioners and associated research mirrors similar im-
peratives within services themselves and the wider fora of policy formulation,
governance and government. We contend that there are differences in effecting
change within a university as opposed to the clinical practice arena. Both are a
challenge, but arguably it can be easier in a university because those of us from
practitioner backgrounds are not held responsible by our service user and carer
colleagues for experiences of failings in care (rightly or wrongly). This creates
the space for trust to develop through shared endeavour towards common goals,
sustaining alliances and boosting solidarity between participants, whatever their
personal background. If we are to be successful we have to work in alliance,
have a shared value base and be committed to drive the process forward, even
(or especially) when this seems to be in the face of organizational or individual
resistance.

The altruistic bringing forward of personal experiences as a contribution to
teaching and learning is a real gift to universities and the students within them. It
is the task of all of us to support this as much as benefit from it.
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Appendix 1: Research
and Evaluation Planning
Worksheet

Research or Evaluation Team: Which teachers, service users, carers, learners and
community members have a special interest in our project? Who should we recruit
to ensure that all groups with an interest in this work are represented?

Research Question: Choose a topic and question that is important to ed-
ucators, service users, carers, learners and/or others who care about your
programme

Domains to Study or Evaluate:
Choose the domains that apply to this project and write a brief description of
which aspects the project will study or evaluate.

Process evaluation (Did we accomplish what we set out to do?):

Satisfaction and other responses of participants:

Impact of patients and families on the learners:

Impact of involvement in health professional education on the service
users, carers and other faculty:

Impact of service users” and carers’” involvement in health professional
education on healthcare:

Impact on communities through patients and families, faculty, advocacy
groups and learners:
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Research or Evaluation Design: The design that best fits our question is
Audit or process evaluation
Descriptive study with qualitative data
Descriptive study with quantitative data
Descriptive study with both qualitative and quantitative data
Study to test an intervention with qualitative data
Study to test an intervention with quantitative data
Study to test an intervention with both qualitative and quantitative data

Data Collection:
How can we best work together as a team to design and implement data collection
strategies?

How can we build valid observation tools, interview and focus group guides, or
other data collection tools?
Review the literature. What kind of literature?

Consult experts. Who?

Involve different members of our study team. Who will do what? How
will we decide?

What method(s) of data collection would best help answer our question? What
could be done specifically within our context/limitations/institution?

Observation (Watch people in the setting where the things we want to
study happen.)

Interviews (Ask questions of one or two people at a time, by phone or in
person.)

Focus groups (Ask questions of groups of 4-10 people, with opportunity
for conversation in the group.)

Document analysis (Review study reports, archives, minutes of meet-
ings, diaries and other written records.)

Paper- or computer-based questionnaires or surveys

Other ways of gathering data:

Data Management:
What data will we collect?

What system can be put in place to keep track of data and make it easy to analyse?

What should be done to ensure that future replication of data collection and anal-
ysis is possible?
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Who will be responsible for collecting, managing, analysing data?

What resources do we need?

Team Management:
How will we determine how often to have meetings and who should attend in
order to have a smoothly functioning research team?

How will we address challenges?

Data Analysis/Interpretation:
Who will perform analysis/interpretation?

How can we improve the validity of the analysis?
Collect data from several sources?
Check back with learners, service users, carers or other faculty?
Build in a process for reflection?
Get expert help with statistics?
— Get expert help with qualitative analysis?
What specifically can we do to analyse our data?

Review, Interpret, Summarize and Present the Data:
Who will be on the data review and interpretation team?

Who will be responsible for writing about the educational evaluation or research
study?

How will the results be presented and to whom?

How will we evaluate the impact of our presentation on those we had hoped to
influence?

How will we take the results generated by the study and the impact of our presen-
tation and plan next steps?




Appendix 2: Terms of
Reference for Comensus
Advisory Group

As agreed at the inaugural meeting on 17 March 2004

Members of the Comensus Advisory Group will:

(i)

(ii)

(iii)

(iv)

v)
(vi)
(vii)
(viii)

Work to an ethos of cooperation and consensus to ensure that staff and stu-
dents of UCLan’s Faculty of Health fully engage with service users and car-
ers in the four aspects of the Faculty business (education, research, practice
and consultancy), in order to enhance skills, knowledge and employability.
Assure, by posing challenging questions, that the project aims and objec-
tives are clear and that the project itself remains meaningful, systematic,
comprehensive and sustainable whilst simultaneously keeping to timetable.
Advise on methods of engaging ‘harder to reach’ groups, action planning
processes and training requirements or provision of training for service
users.

Report on the Group’s activities to the Faculty Executive Team and to re-
ceive reports from this team.

Inform the project of relevant community activities and resources.
Consider matters relating to the project’s accessibility and cultural sensitiv-
ity.

Establish dispute and conflict management processes.

Ensure that the social firm adopts a progressive model of employment and
that any involvement of service users or carers during the development of
the project is not merely tokenistic.



Appendix 3: Year One
Issues and Solutions

Issues

Solutions

Representativeness

Discussion about the
relative contribution of
community organization
workers, individual
service users and carers
and professionals.

Payments

Rates for payment and
methods of accessing
expenses and payment,
especially for those on
state benefits.

Inclusion

Issues around inclusion,
such as the language used,
the presentation of
documents and minutes
(font size, pictures, style).

There would not be any expectation of representativeness from
individual members of the CIT. They would be free to bring
forward collective views, for example if they had affiliations to a
wider group, but this would not be insisted upon. Individual
experiences were to be valued. Workers from community
groups/statutory sector organizations expected to bring
institutional perspectives.

Service users: All individuals to be offered confidential welfare
rights advice prior to accepting monies from the project. All
out-of-pocket expenses (including travel, subsistence, substitute
carers, etc.) paid in full, typically in cash.

For CIT business: Monthly reimbursement of £ 35 unreceipted
expenses, reflecting the demands placed upon participants in the
project (cheques via university payroll). This amount can be paid
directly to a local community group if people wish, or individuals
can choose not to claim altogether. Discrete contributions over
and above routine CIT work (teaching sessions, research
consultancies) are agreed with particular budget holders.

Adpvisory Group (AG) members from voluntary sector receive
£50 per meeting attended in compensation for their time, paid to
the organization not the individuals. All other AG members are
not paid anything.

For launch event: supporters for service user attendees; post-it
notes for people (or their supporters) to write down things they
did not feel able to say; the use of cards that could be held up to
stop the conversation if someone wanted to say something. Flip
charts were left on walls.

Font for all documents: ariel 12pt, double spaced, use of pictures,
simple language
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Issues

Solutions

Redirection of resources

The redirection of
resources to the
community, for example
in terms of meeting
venues and provision of
refreshments.

Complementary expertise

The need to recognise
complementary expertise
between all the
participating individuals.

Management of meetings

Need to run meetings to
time, respect outside
commitments and allow
space for all to speak.

There is a commitment to share meetings between community
venues and university rooms. When meetings are in the
community local groups provide the catering. Big events,
Summer Fairs for instance, are held in the community and any
monies raised are redistributed back to the community. Relevant
training for the CIT was to be purchased from appropriate
community sources.

Participants from all backgrounds have different starting levels
of confidence and different talents and expertise. Support,
training and capacity building will be provided. Resources to this
effect within the AG were mobilised by the construction of a
skills database identifying individuals and groups associated
with specific forms of expertise.

Chair of meeting gradually taken over by Advisory Group (and
later CIT) members. Agenda agreed by all in advance. System of
yellow and red cards used to indicate when people wanted to
speak. Agreement about the need to balance everyone’s
opportunity to speak with the need to finish on time.

Adapted from Downe et al., 2007: 398.
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Reference for CIT

The Community Involvement Team (CIT) is at the centre of the Comensus project.
It is the primary focus of user and carer involvement within the Comensus project
and has primacy over other groups and meetings that arise in Comensus. The CIT
is supported by the Comensus Advisory Group (name may change) but is free to
accept or reject any such advice or support that is offered.

Our Community Involvement Team aims to influence training, research and de-
velopment within the Faculty of Health by presenting our views and experiences
and perspectives in ways that reflect, inform, share, champion and focus on pro-
moting excellence in health and social care services.

We aim to do this in mutually supportive and respective relationships and part-
nerships.

The Community Involvement Team exists to:

Influence strategic decision making in the Faculty of Health.
Inform debate about best practice in involving users and carers in education, be
directly involved in specific teaching and learning initiatives, and to promote
and facilitate wider user and carer involvement. This to include face-to-face
teaching, development of courses and learning materials, and involvement in
all aspects of learning support and organization, such as validation and accred-
itation processes, marking and moderation, and so on.

¢ Inform debate about best practice in involving users and carers in research,
be directly involved in specific research projects, and to promote and facilitate
wider user and carer involvement. This to include involvement at all stages of
the research process.

® Respond to requests from faculty staff or teams for specific examples of in-
volvement (i.e. to either identify who might fulfil a contribution from within
the CIT or wider groups affiliated to the project).

e Provide a link between the university and the community of Preston.
Promote reciprocal practices and services between the community of Preston
and the university — promoting goodwill and involvement at all levels.

We are committed to:

Supporting each other.
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Addressing our own training and support needs.
Extending our influence beyond this university into other centres of learning
locally, nationally and internationally.

® Adopting such campaigns as are relevant to our aims but which do not detract
from our main purpose.

® Informing ourselves of current practice within the university in order to iden-
tify gaps in learning and to develop a model for learning that is enhanced by
user and carer experience and expertise.

® Question the basis of all work within the Faculty. To come up with new starting
points, new conclusions.

® Developing the idea of the social firm to take forward the expertise of service
users and carers in packages of training and consultancy to meet the needs of
the Faculty of Health and other organizations.

Decision Making in the CIT

We expect most decisions to be taken after inclusive discussions between mem-
bers. Ideally the work of the CIT will proceed on the basis of consensus decision
making. When this is not possible a vote will take place and decisions will be
made on the basis of simple majority. A quorum of 40% of eligible CIT members
(eight individuals) will be necessary for meetings. UCLan personnel and Advisory
Group representatives do not count for purposes of reaching quorum.

Care will be taken in discussions to make sure that:

All views and contributions are respected and valued.

Where there are different viewpoints brought forward from particular stand-
points or, for example, between user and carer perspectives, efforts will be
made to include the diversity of views in any CIT advice or report.

CIT Sub-groups

Work to inform discussions and decision making may be undertaken in the first
instance by smaller groups of members in sub-groups.

The CIT may reserve decision making authority to the full CIT meetings, or
delegate decision making to the most appropriate sub-group. To allow for all CIT
members to be able to contribute to important decisions, in the first instance it will
be taken that decision making is usually reserved to the full CIT. All sub-groups
will report back to full CIT meetings. Devolution of decision making to sub-groups
will only occur if it proves too difficult to take action or make progress between
full CIT meetings.
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Links to Comensus Advisory Group

The Advisory Group is made up of various representatives of key stakeholder or-
ganizations in the voluntary and statutory sector. It exists to support the Comen-
sus project and helped in setting up the CIT.

Two members of the Advisory Group attend CIT meetings.

Advisory Group members can also be invited to assist CIT members with sub-
group activities.

There is the facility to establish ad hoc groups which bring together Advisory
Group and CIT membership.

Frequency of Meetings

The CIT aims to meet eleven times per year (with no meeting in August).
Alternate meetings are:

(a) Full CIT meetings.
(b) Meetings which are mostly taken up with activity in the sub-groups with ev-
eryone coming together as full CIT before and after the sub-group work.

Membership

The overall membership of the CIT will always attempt to be as inclusive as pos-
sible of a diverse range of user and carer perspectives and the range of user and
carer perspectives covered by the work of the Faculty of Health.

Membership is for a fixed-term period of four years with an option to apply for
one- or two-year extensions up to a maximum of six years in total. On a three-year
cycle, one-third of the CIT membership will be renewed annually. This process
will commence at the time when all of the initial CIT have completed four years
in membership. From there on in new members will be eligible for renewal after
four years in membership.

Recruitment of new members and replacement of members who leave will al-
ways be done in a way that seeks to achieve a balance of experienced members
and new members in the CIT.

Membership of the CIT is by application only. Future application to the CIT will
be managed by a specially constituted selection panel, which will be a combined
sub-group of both Advisory Group and CIT.
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Relationship with the Faculty Executive Team (FET)

The Faculty Executive Team is the management group in the Faculty of Health.
It includes senior managers such as the heads of department and the Dean of the
Faculty. It was this group that made the decision to allocate funds to provide for
the Comensus project.

The CIT will develop communications and links with the FET:

e Comensus project coordinator will be briefed to carry business to the FET
meetings.

® A delegate from the CIT will attend FET meetings as routine, and will be
supported by the project coordinator.
FET takes CIT business as standing item.
CIT produces regular reports for FET (with assistance of project coordinator).
FET delegate attends CIT meetings and is accountable for taking forward CIT
initiated business in FET meetings.
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Quality Assurance Work Plan

AIM: To provide evidence of the value of our work to commissioners of Comensus
and commit to continuous quality improvement.

Objective By Whom How Timescale
To identify a sample ~ Project ® Annual focus group for Advisory Annually
of members from coordinator Group

both CIT and ®  Quality circles twice a year for CIT ~ Every six
Advisory Groups to ® Use ladder of involvement, track months
undertake changes

consultation exercise
re the quality of our

service
To ask service users Project ® Project coordinator will meet with Ongoing
individually for their ~ coordinator new CIT members as part of
views induction process

® Project coordinator will gain

feedback as part of ongoing work
® Project coordinator will interview
each CIT member annually

To gather third party =~ Project ® Send out questionnaire to third Ongoing
feedback wherever coordinator party when appropriate
possible, that is, ® Evaluate all training delivered
from academics,
professionals
To ensure service Project ® Report to the associated groups, Every three
user feedback is coordinator every three months months
given to the Advisory ®  Write regular reports for
Advisory Group, Group/CIT presentation at Faculty Executive
working group, liaison repre- group
Faculty Executive sentatives ® Act on feedback where appropriate
Team ® Have CIT representation in

management meetings
® Improve lines of communication
with higher management
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Marketing Work Plan

AIM: To identify where our services are most needed and how we can raise our
profile in these areas.

Objective By Whom How Timescale
To further develop ~ Project ® Conduct a mail shot to End December 2009
appreciation coordinator and individuals/local groups
amongst CIT members including Introductory
academics, letter and information pack.
students and ® Conduct minimum of three December 2009
professionals we road shows on involving
work with about service users and carers in
our role and what education to various
is understood by academics. If successful
the terms ‘service exercise, roll out across the
user involvement’ area and with other groups,
and Comensus for example National
Health Service Trusts.
® Raise profile of project with December 2009
students via student liaison
office.
® Produce series of articles December 2009
for publication including
Involve and UCLan
newsletters (PULSE and
PLUTO) as well as
academic journals.
®  Build links with Primary
Care Trusts and local
hospitals
To research Project ® Update mapping exercise ~ Ongoing
demand for service  coordinator and to identify gaps in current
user involvement Faculty Lead for provision.
within the Faculty service userand ® Market and promote our
of Health carer service to academics we are
involvement not currently reaching.
® Ensure activity is planned
and that demand does not
exceed resources
Raise profile of Project ® Liaise with local service Ongoing
Comensus with coordinator, CIT user and community
local service users and Advisory groups.
and the wider Groups ® Devise strategy for raising

community

profile with service users
and community
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Objective By Whom How Timescale
Use proactive Project ® Market and promote the Ongoing
approach to coordinator and project brand, apply for
develop Comensus  CIT team awards.
within the Faculty ® Raise profile by introducing
of Health the project to academic
staff, department heads.
® Target academics who do
not use the project
currently, identify gaps.
® Introduce project to
university as a whole
Ensure the project Project ® Ensure all literature is Ongoing
is accessible coordinator, and produced in large fonts
working group. using easy words and
Advisory Group pictures.
® Ensure all venues are
accessible.
® Ensure we are aware of
individuals support needs.
® Update and promote Web
site, add links.
® CIT members to mentor
new members.
® Continue to address car
parking
Produce service CIT and ® Liaise with Marketing December 2009
user led DVD on community department and media
experiences of facilitated by studies over facilities
health and social coordinator available.
care ® Recruit people to be
involved.
® Identify independent
funding if needed.
Put on Web site
Produce first draft Book steering Collaborative book March 2009
of Book group, Soo reflecting on the experience
Downe, Mick of developing the project.
McKeownand @ Identify possible funding
project
coordinator
Celebrate the CIT members, ® Host awareness raising December 2009
successful staff, advisory event of Comensus.
formation of the group ® Raise profile at various
CIT with the community events.
community and ® Invite vice chancellor to
Faculty CIT meeting.
®  Apply for national awards.
°

Display movable boards
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Develop Core Work

AIM: To ensure our core work is carried out efficiently

Objective By Whom How Timescale
Support the CIT Project ® Ensure regular minutes and agendas Ongoing
group and its coordinator, are produced.
associated Mick ® Ensure the power of the project lies
sub-groups McKeown with the CIT.
and project ® Service the meetings.
administrator ~ ®  Act on decisions taken.
® Report and give feedback to CIT
group.
® Ensure good communication between
CIT and Advisory Group.
® Pay expenses.
® Ensure all members supported.
® Ensure members offered welfare
rights appointments.
® Provide training for CIT members.
® Explore with university what the CIT
can be offered for involvement other
then monetary gain.
® Develop the skills of CIT members so
they will independently run and
manage their own sub-group
meetings.
Support the Project ® Ensure regular minutes and agendas Ongoing
Advisory Group  coordinator, are produced.
Mick ® Service the meetings.
McKeown ® Acton decisions taken.
and project ® Report and give feedback to Advisory
administrator Group.
® Ensure good communication between
CIT and Advisory Group, hold joint
meeting.
Liaise and Project ® Participate with and support research Ongoing
support research  coordinator, activities.
endeavour Mick ® Maintain good channels of
attached to McKeown communication between all project
project and research partners.
group ® Support research papers sub-group
reflecting on the messages we wish to
put out to the wider audience.
® Ensure those academics who have no
funds for involvement contribute to
writing papers, and so on.
)

Support Three Keys for Mental Health
user-led bid
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Objective By Whom How Timescale
Ensure policies Project ® Review UCLan’s policies Ongoing
and procedures coordinator ensuring the following are
are adhered to and working developed by the project if
and project group required.
specific policies ® Equal opportunities.
developed and ® Recruitment and selection.
reviewed ® Training.
regularly ® Volunteer Policy.
® Confidentiality.
®  Access to information.
® Build into quality assurance
system
Ensure all Project ® Review paperwork regularly. Ongoing
paperwork coordinator,
reflects university ~ CIT members
standards
Become a central CIT and ® Market and promote Comensus. ~ Ongoing
resource for working group ®  Support and develop service December 2009
service user user activity across the Faculty.
activity across the ® Develop a Faculty wide service
Faculty of Health user involvement strategy and
payment strategy.
® Write good practice guidelines
for service user/carer
involvement.
® Attract new members for new
Advisory Group
Meet regularly Project ® Build in review of service every =~ Ongoing
with coordinator three to six months
commissioners Project Team
and other Management
stakeholders to Group
review the service
Continue to grow  Everyone ® Market, promote and use all Ongoing
involvement opportunities to develop and
opportunities increase our place as an
important part of the Faculty
® Ensure involvement is
systematic and integrated
Identify and Comensus ® Consolidate Faculty funding. Ongoing
consolidate team ® Apply for independent funding

project funding

for project.




224

Service User & Carer Involvement in Education for Health & Social Care

Research

AIM: To evaluate the process and outcomes of the project, and to contribute to its
development through the action research project.

Objective By Whom How Timescale
To ensure that Project Regular group and individual Ongoing
participants views coordinator interviews
are fed into the
development of the
project
To ensure that Project Discussion at Advisory and CIT At least at
project participants  coordinator groups every other
contribute to CIT/Advisory
research design Group meeting
To map service user  Project Regular mapping exercises. Ongoing
involvement in the  coordinator Update School of Nursing Good
Faculty of Health Practice Guidelines
To ensure that the Project Read widely and keep up to date Ongoing
project is up to date  coordinator with new initiatives
with relevant
existing and newly
emerging literature
Within the Research Sub-studies of various designs as Depends on
available budgetto  coordinator. appropriate sub-study
pursue additional Project
lines of enquiry as coordinator
they arise
To support project Research ® By ensuring that interest in During every
participants where  coordinator. undertaking research is regularly ~ CIT meeting.
they wish to engage  Project sought When interest
in research activity ~ coordinator ® By allocating a member of the is expressed
project team to any
individual/group who wants to
help with research work
To report on Research ® Feedback at working group, Ongoing.
progress regularly coordinator. advisory and CIT meetings Annually by
Project ® Interim report for relevant heads  January each
coordinator of school and Dean year
To disseminate the =~ Research ®  Articles for local press Ongoing
findings of the coordinators @ Journal articles
project Project ® Conference presentations
coordinator ® Feedback on Web site
CIT ® Maximise CIT contributions to

published output
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Attract outside funding and develop a body of work.
Objective By Whom How Timescale
Complete innovation  CIT and Project ® Hold a number of focus January 2009
in participation coordinator groups and develop
lesson plans lesson plans
collaboratively with
service users and carers
Sandbox — action Mick McKeown ® Hold a number of focus December 2009
research to develop and Sandbox staff groups with interactive
peer-to-peer support  and community technology to develop
within service user members support mechanisms
and carer groups collaboratively with
service users and carers
Bradton —developa  Bradford ® Develop a virtual Ongoing
Web-based virtual university, Mick community based on
community McKeown and real-life experiences
community including a virtual
members voluntary sector
Develop Skills for Comensus ® Develop a strategic forum  March 2009
Care Strategic Forum  Coordinator for Skills for Care
Hold a number of focus
groups
Set up systems for
involvement
Develop and host the  CIT and staff ® Develop a planning November 2009
second Authenticity committee
to Action Conference ® Invite people to present
their work
® Obtain sponsorship
® Invite participants
® Hold the conference
® Review event
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Support SUCAG and social work activities

Objective By Whom How Timescale
Support SUCAG Project ® Ensure regular minutes and Ongoing
coordinator and agendas are produced
project ® Service the meetings
administrator ® Act on decisions taken
® Report and give feedback to Head
of Social Work.
® DPay expenses
® Ensure all members are supported
® Ensure members offered welfare
rights appointments
® Provide training for SUCAG
members
® Explore with university what
SUCAG can be offered for
involvement other then monetary
gain
® Develop the skills of SUCAG
members so they will
independently run and manage
their own group meetings
®  Write regular reports
® Monitor and review budget
regularly
® Support and supervise project
administrator
Support Project ® Liaise with academic staff re Ongoing
Congresses coordinator and development and running of
project Congresses
administrator ® Liaise with local community groups
re involvement
® Support community members to
run own workshops
® Develop all admin materials, for
example poster, door signs, signing
sheets, evaluations
® Support service users/carers to
plan opening address and closure
of the congresses
® Review evaluations and write
report
Liaise and Project ® Maintain good channels of Ongoing
support partner coordinator communication between all project
colleges partners

® Support partner colleges to engage
with service users and carers




Appendix 6: Year Three
Sub-Groups of

The Community
Involvement Team

Knowledge Support Sub-group

Set up to develop good practice guidelines for academics. Designed ‘involving ser-
vice users and carers’ and ‘involving service users and carers in research’ booklets.
Developed an internal skills directory outlining expertise of advisory group mem-
bers and a small database outlining Community Involvement Team (CIT) mem-
bers’ and other contacts” health and caring experiences.

Leaflets and Language Sub-group

Set up to ensure that documents developed by Comensus used accessible lan-
guage, easy words and pictures, and did not contain jargon. The group also helped
academics with their documents, so that items for community distribution were
prepared in simpler formats. Its members also helped develop and maintain the
Web site, a process for developing resources within the Faculty and information
for a mental health consultation event.

Research Sub-group

This Group looked at engaging with academic researchers on the development
of academic papers, conference presentations and future research activity. It also
focused on raising awareness of service user and carer involvement in research
with other academics. It worked closely in partnership with academics who acted
as mentors.
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Ethics Sub-group

This sub-group focused on current ethical issues and wider debate, examined the
complexities of health and social care and ensured this was on the agenda across
the faculty.

Strategy Sub-group

Set up to examine the progress, development and direction of service user and
carer involvement in the faculty; this group planned strategic activity and action.

Social Firm Sub-group

This group concentrated on developing an independent social firm to take forward
the work of Comensus. It carried out related marketing, planning and research
activity.



Appendix 7: Year 3 Issues
and Solutions

Issues Solutions
Communication ® (CIT developed good practice guidelines for involving service
barriers users and carers and accessible writing guide.
® Academics constantly reminded about the use of jargon and
acronyms. Chairs of all academic meetings asked to remind staff
before meeting starts not to use jargon.
® Standing representative assigned to some groups to support other
CIT members who were new to the group and act as mentor.
Tokenism ® Coordinator and CIT members actively promoted strategic
involvement as the way forward and planned activity accordingly.
®  Where teaching involvement only requested, promoted service
user and carer involvement across modules as good practice.
® Used academic champions to promote service user and carer
involvement in to a variety of arenas.
® Highlighted advantage of service user and carer involvement as
added ‘value’ to activities within faculty.
® Raised awareness of good practice within divisions.
Strain of ® Provided comprehensive package of training for all CIT members.
involvement ® Coordinator and other staff members supported CIT members on
an individual basis providing ‘coaching’ and support.
® (CIT and Advisory Group focused on the bigger picture — what we
were trying to achieve.
®  Group moved beyond functional and became one where people
supported each other, socialised and were kind to each other.
Representativeness ® At initial meetings the Advisory Group and CIT decided not to be

sidetracked by this debate as it detracts from their endeavours.
Members are recruited because they themselves have had
experience of health and social care or care for someone who does.
However, many of the CIT are members of other groups
themselves and can express wider views within specific contexts,
but there is no expectation that they must do so.
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Issues Solutions
® We accepted that any group could not represent all sectors of the
population and explain this clearly, however, when recruiting new
members we try to ensure the group is diverse as possible.
® We remind academics that they too are individuals who unless
have carried out extensive research or consultation cannot
possibly speak for their peers.
Culture ® DPreparation for service users and carers is vital so they don’t
experience ‘culture shock’.
® Service users and carer involvement is promoted across the
Faculty as being desirable and good practice by managers and
Comensus academic champions.
)

Service users and carers supported in meetings with a remit
agreed by all that asking questions does not make people ‘stupid’.




Appendix 8: Protocol for
the Development of
Learning Resources
Involving Service Users
and/or Carers
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Proposer has an idea for development of teaching resource and
explores options for resource using checklist

|

Proposer completes resource proposal checklist with module leader/team
resource lead identified

! |

Support given Support not given
Proposal withdrawn Resource lead and module team
undertakes further work using
A4

resource proposal

Resource lead discusses
proposal with course leader/
course management team > Support not given

Resource lead to obtain service user/
carer Information sheet template

!

Resources lead to submit:
i) Completed resource proposal checklist
ii) Completed information sheet template
to Faculty of Health Ethics Committee (FHEC)

. .

Ethical approval obtained Ethical approval not obtained and further work
l undertaken following guidelines from FHEC

Provide information sheet to service
user/carer giving them time to
consider details

.

Resources lead to obtain written consent from service user/carer. Two copies obtained,

one retained by participant and the other stored in locked cabinet in School of

Nursing administrative coordinator’s office, together with documentation submitted to
FHEC. Proceed to develop resource.

!

Module Leader to evaluate resource involving service user/carers where possible, using
Module Evaluation Questionnaire and ‘ladder of involvement’. Feedback to service users/
carers involved.




Appendix 9: Service
User/Carer/Public
Consent Form

.......................................................... where you live)

will allow the information I have shared about myself to be held by the Uni-
versity of Central Lancashire (the “University”) and used to make teaching
and learning resource(s) as below:

Photograph
Artwork
Video/DVD
Audio Recording

Text based Teaching and Learning Materials

I R o R N A W A

Other (Please specify)
(Please tick the box/es which apply)

I have read (or have had read to me) and understand the information sheet
about the teaching and learning materials.

I agree to this teaching and learning resource(s) being shared for education
and training purposes with the following audiences and venues:

e With students and staff in courses/workshops/conferences

offered by the University of Central Lancashire O
e In any health or social care education and training event to any

audience occurring regionally /nationally /internationally O
e In Problem Based/Open/Distance Learning Packages/DVD O

(Please tick the box/es above which apply)
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4. Tunderstand that access to computer based teaching and learning materials,
including video clips, used by staff and students are password protected.

5. T'understand that health care professionals within the School of Nursing are
guided by rules set by their professional organization (e.g. nurses — Nursing
and Midwifery Council).

6. I understand that the material I have made and its use means that I may be
recognised by staff and/or students.

7. I have been informed and agree that copyright and all other rights in the
teaching and learning resource(s) are and will remain owned by the Univer-
sity.

I have been told and agree that the teaching and learning materials pro-
duced will be owned by the University.

8. T understand that the resource made will be destroyed when it is no longer
needed.

9. I agree to be part of the making of the teaching and learning materials and
agree to undertake this role:

With payment (as agreed) O
Without payment O
(Please tick the box which applies)

10. I am aware and agree that I may withdraw my consent at any time until the
teaching and learning resource(s) has been fully developed (and I have been
given the opportunity to see it), after which time withdrawal of my consent
will not be possible. (Requests for withdrawal should be in writing and sent
to the School of Nursing, University of Central Lancashire, Preston PR1 2HE).

I'know and I am aware that I can change my mind at any time up until the
material has been finished (I have been given the opportunity to see it),
after which time I cannot change my mind. (To change my mind, I have
to write to the University.)

I'have read and understood the above information and terms, and give my agree-
ment and permission as described above.

I understand the information given to me and agree for the materials to be
made and used as described above.
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Additional Information (if any):

Participant’s signature. . ............... i
Name of Participant. .............cooiiiii i
Date........coooiiiiii

(An advocacy worker/carer/health professional/key worker should sign below if the Partic-
ipant is (due to inability to do so) unable to sign but has had the terms of this document
explained to him or her and has indicated his/her informed consent).

I have explained the meaning of this document to the Participant to the best of
my ability and in a way which I believe he/she has understood and I believe that
he/she wishes to proceed:

Advocacy worker/carer/health professional / key worker
Signature................ ...
FullName................... ...

Position ...
Date........cooooii

(Use the signature block below only where the participant is a service user/carer who is
representing an organization, e.g. NHS Trust or Charity, and its consent is required)

I confirm that.....ooooiiiii i e (name of
organization) consents to the participationof ...................................(hame
of individual) on the terms set out above.

Signature................. ...l

Fullname ................ ...

Position in the organization .. .................cooiiiii it
Date ...
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