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1 Introduction

The focus of this paper is the emergence of new understandings and paradigms of care and
support and their implications for mainstream policies, services and professions. These have
major implications for social work, which is a profession particularly concerned with issues of
care and support. What distinguishes these new approaches is that they come from people
with direct experience of such care and support. They are associated with the new movements
of service users which over the last 20 to 30 years have developed internationally, in both the
west and the majority world. These movements and their organisations - of disabled people,
older people, mental health service users/survivors, people with learning difficulties and
others - have developed in different ways and at varying paces in different countries and
settings. However, what they have in common, is that their discourses and critiques are
crucially informed by their lived experience on the receiving end of such policies and
provision and their shared identities as ‘service users’. In some countries, including the UK,
they have begun to have an impact on legislation, policy, politics and even popular culture. It
is the new ideas from service users, the experiential knowledge which they are based upon
and the issues these have raised and the ramifications they have, which this article explores.

The emergence and engagement of these ‘service user’ perspectives represents a major
departure from the development of care and support services historically, where other
perspectives and sources of knowledge and ‘expertise’ have traditionally been prioritised. The
discussion here is concerned with the implications of this involvement of service users for the
economics, planning, policy, and practice of care and support. But it focuses particularly on
the ramifications of the experiential knowledge of service users and service user research for
the conceptualisation, theory-building, knowledge base, research and evaluation of care and
support. This has particular relevance to social work where work on the involvement of
service users — in policy, practice, learning and research is especially advanced and has gained
considerable international interest.

2 The emergence of ‘user’ movements

The modern mobilization of health, welfare and social care service user movements is a
relatively recent development. Its emergence can largely be traced to the last quarter of the
twentieth century. Yet, as has been said, while it would be wrong to overstate its impact, it
has been significant. It has led to major changes in ideas, culture, practice, policy, processes
and legislation on a global scale. Groups that had previously often been hidden, have gained a
greater individual, as well as political and cultural presence in societies. In countries like the
UK, their viewpoints have begun to permeate the mainstream, just as they have made major
steps along the long road to inclusion and equal rights (Office for Disability Issues, 2008). It
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is also an international development, finding various expression in North America, Europe
and the majority world (Aspis, 1997; Campbell and Oliver, 1996, Morris,1996; Oliver, 1996;
1993; Priestley, 1999; Coleridge, 1993; Charlton, 1998).

The earliest instance of such movements is probably the disabled people’s movement. In the
UK, for example, this had its origins in the 1960s and the efforts of disabled people both to
escape their own institutionalization and to highlight the broader possibilities of alternatives
for disabled people more generally (Campbell and Oliver, 1996). In due course, other service
user movements also emerged, including movements of psychiatric system survivors, people
with learning difficulties, older people, young people in state care and people living with
HIV/AIDS. All have placed an emphasis on people’s right to live on equal terms in
mainstream society, to speak for themselves; on challenging discrimination and ensuring
appropriate and adequate support over which they are able to exert greater choice and control
(Carter and Beresford, 2000; Campbell and Oliver, 1996; Campbell, 1996).

Each of these movements has particular history, character, culture and traditions. However,
they also seem to have some important things in common. All highlight the importance they
attach to:

e Service users speaking and acting for themselves;

e  Working together to achieve change;

e Having more say over their lives and the support that they receive;
e (Challenging stigma and discrimination;

e Having access to alternatives to prevailing medicalised interventions and
understandings;

e The value of user controlled organisations, support and services;

e A focus on people’s human and civil rights and their citizenship. This has emerged
later, but is increasingly evident of the survivors’ movement;

® Being part of mainstream life and communities, able to take on responsibilities as well
as securing entitlements (Beresford and Harding, 1993; Campbell, 1996; Beresford,
1999; Campbell and Oliver, 1996).

Some of those writing from within these movements have seen them as ‘new social
movements’. (Oliver and Zarb, 1989; Davis, 1993) Others have seen them as liberatory
movements. Tom Shakespeare, for example, has distinguished between post-materialist and
liberation movements and argued that the disability movement belongs to the latter category.
(Oliver, 1996, p158; Shakespeare, 1993) Significantly in day to day discussion, members of
these movements, often identify with other new social movements, like the women’s, black
people’s and lesbian, gay, bisexual and transgender movements, while user movement
commentators and theoreticians identify relations and links with these earlier movements
(Morris, 1996; Campbell and Oliver, 1996)
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3 The service user challenge to traditional approaches: an historical case study

The efforts of service users, their organisations and movements to influence thinking and get
involved in developing, reconceiving and changing policy and practice, however, have met
resistance. They have not only encountered this in specific areas like social work, social care
and anti-poverty and regeneration work. It can be seen to operate more generally in social
policy. An important instance of this is provided by well documented discussions which took
place early in the history of the UK disabled people’s movement between a traditional
organisation set up for disabled people and a founding organisation of disabled people, where
control lay formally and explicitly with disabled people. An agreed account of these
discussions was published (UPIAS/Disability Alliance, 1976). The disability organisation was
the Disability Alliance and the disabled people’s organisation was UPIAS, the Union of the
Physically Impaired Against Segregation. Significantly Disability Alliance was mainly
represented by its co-founder, Peter Townsend, a key figure in modern academic social policy
and social policy reform and a major writer on both poverty and disability issues. The UPIAS
spokespersons include founders of the UK disabled people’s movement including Vic
Finkelstein and Paul Hunt.

The agreed aim of the meeting between the two organisations, subject to their ‘prior
agreement’ to a set of ‘fundamental principles of disability’ identified by UPIAS, was to
explore how disabled people ‘could become more active in the disability field’ and consider a
‘long-term programme of action’ to make that possible (UPIAS/Disability Alliance, 1976, p3)
These ‘fundamental principles’ were that:

disability is a situation, caused by social conditions, which requires for its elimination:
(a) that no one aspect such as incomes, mobility or institutions is treated in isolation;

(b) that disabled people should, with the advice and help of others, assume control over their
own lives;

(c) that professionals, experts and others who seek to help must be committed to promoting
such control by disabled people (op cit p3).

Although both organisations said they had signed up to these principles, UPIAS was not
convinced that the Disability Alliance and Peter Townsend actually had, instead seeing them

as:
¢ Pursuing the income issue in isolation — ‘it is only one aspect of [disabled people’s]
oppression’;

® Maintaining an approach with ‘a small number of [non-disabled] experts’ having the
central role and most disabled people left ‘largely passive’;

e Seeking to educate the public through ‘expert’ information, with a ‘narrow
concentration on parliamentary pressure’ (p4) rather than working for the ‘mass
participation of disabled people’ which UPIAS saw as crucial;

¢ Not making serious efforts to involve disabled people (op cit, p4).
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UPIAS interpreted Peter Townsend’s and the Disability Alliance’s focus on a comprehensive
state income for disabled people, as maintaining their social and economic dependence. It
regarded the Alliance’s reliance on a medically based model of assessing disability — what
people ‘couldn’t do’, rather than a social model — providing the support they needed to live
independently - as keeping control with social administrators and taking it from disabled
people. UPIAS were critical of what they saw as ‘the willingness of the incomes ‘experts’ to
use disabled people to give authority to their own social interests’ (op cit pl6). Peter
Townsend, on the other hand genuinely seemed unable to understand why UPIAS held so
determinedly to its own processes and values, wondering why they were ‘making such heavy
weather of them’ (op cit, p8) and saying that the failure to ensure large scale involvement of
disabled people in the Disability Alliance was no more than ‘a problem of time and
organisation’ (op cit, p6).

Adam Lent, In his examination of British social movements, concluded:

The meeting was supposedly designed to see whether UPIAS could join the Alliance and
whether Alliance members would be allowed to affiliate to UPIAS. In effect, however, it
simply emphasized the irreconcilability of the old moderate approach and the new, self-
organised radicalism’ (Lent, 2002, p107-8)

This dialogue also highlighted the distance between traditional Fabian approaches to social
policy and new participatory ones. Such Fabian approaches have traditionally been based on
outside ‘experts’ defining issues, offering their own analyses and solutions to them and then
leading reform through parliamentary processes and a model of ‘public education’ (Beresford,
2010). New participatory approaches, where groups on the receiving end of social policy
challenged the right of others to speak for them, developed their own collectivities, ideas and
theories, rejecting traditional ‘expertise’ and emphasizing the expertise that came from direct
or lived experience. Not only were the process, aims, and the understandings of the two far
apart from each other, but this distance was exacerbated by the apparent inability of either
party to understand the other.

There are also further insights to be gained from this case study. Peter Townsend, was not
only a key figure in mainstream disability developments. He was also a major contributor to
anti-poverty discourse in the UK and internationally, as well as being an active and
longstanding anti-poverty campaigner. He was central in the development of a relative model
of poverty in the 1960s and 1970s (Townsend, 1979). In the UK this was strongly attacked by
the prime minister of the emergent new political right, Mrs. Thatcher, who argued that there
was no poverty in the UK, that this was a problem of the ‘developing” world and that the issue
in the UK was one of inequality rather than poverty and that there was nothing wrong with
inequality (Alcock, 1997). In the UK, while there have been organisations of unemployed
people and some groups of people experiencing poverty, campaigns and organisations
concerned with poverty historically have tended not to be controlled by people with direct
experience of poverty, but by others campaigning on their behalf — people like Peter
Townsend. Traditionally pressure groups and voluntary organisations were not controlled by
people who identified as having experience of poverty. People with direct experience of
poverty had also been marginal in the UK in discussions about poverty (Lister and Beresford,
1991; Beresford, 1996; Beresford and Croft, 1995). When the first in-depth study of what
people with direct experience of poverty had to say about poverty, its analysis and their
experience of it was published, major gaps emerged between prevailing anti-poverty critiques
and theirs. Thus they were much more likely to understand poverty in terms of a subsistence
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model than a relative model (Beresford et al, 1999). What seems likely from that is that the
anti-poverty campaigning during the years of Mrs. Thatcher, which led to such resistance
from her governments and harsh policies in relation to poverty will have had limited popular
support from people living in poverty. Ironically they seemed to be marginalized by
campaigning and movements which were meant to be advancing their interests, reflecting and
reinforcing the exclusions imposed by public policy. Any efforts they might make to be
actively and equally involved in anti-poverty campaigning at this time tended to be limited by
the dominance of professional, third sector and academic campaign leaders. In countries like
the UK, where this tradition significantly continues, there has been little evidence of effective
grassroots movements developing around the issue of poverty, although interest in involving
people with direct experience of poverty has significantly increased (Lister, 2004).

4 A service user critique of ‘care’

A key concept in human services and health, welfare and social care policy has been ‘care’.
The service user movements, particularly the disabled people’s movement have tended to be
critical of the concept of ‘care’. Some feminists have seen this as devaluing ‘care’, through a
narrow preoccupation with individual autonomy. Barnes, for instance, refers to the
‘downplaying’ of care in favour of independence, rights and empowerment’ (Barnes, 2007,
p71). Service user movements, however, have developed a coherent critique of care, linked
with a much broader set of values, theories, ways of working and goals. While the
development of ideas in these movements has been continuous and is not monolithic, there
have been some continuing strands in thought. The disabled people’s movement has
challenged traditional concepts of care, but in search of a more egalitarian idea and practice.
This has been linked with a move to more social understandings and more inclusive forms of
collective action which have called into question traditional distinctions between self-help,
mutual aid and campaigning.

5 Care and disabled people

Jenny Morris, the disabled feminist commentator has argued that for many disabled people,
the term ‘care’ assumes dependence and has meant other people controlling service users,
restricting their autonomy. For her, regardless of whether it refers to people providing paid or
unpaid help:

It does not mean to ‘care about’ someone, in the sense of loving them. Rather it means to
‘care for’ someone, in the sense of taking responsibility, taking charge of them...We need to
reclaim the words ‘care’ and ‘caring’ to mean ‘love’ to mean ‘caring about’ someone rather
than ‘caring for’, with its custodial overtones (Morris, 1993, p150, 174).

It is not the ideas and values of mutuality, commitment and affection that service users reject
in ‘care’, but what in practice they see as the inherent inequality underpinning it. They believe
this is true of both paid and informal caring. They are also critical of the way in which
historically the views of those looking after them, rather than their views, have been
prioritised.

It has often been suggested that disabled people and service user movements have been
polarised against informal carers, that is, people who provide ‘care’ as family members and
friends. They argue instead that it is the social construction of informal carers of which they
are critical, because of the way in which it reframes relationships between parent and child,
partners and siblings in unequal terms of carer/cared for. Reliance on family members for
support limits the autonomy of both the service user and the carer. It may diminish personal
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relationships, rather than be a positive expression of them. Writers like Jenny Morris also
make clear the reciprocity that exists within relationships between disabled people and family
members and highlight how many disabled people also have caring responsibilities both as
parents and with other adults. They make clear the way in which the care system can both
reinforce the over-protectiveness of family members and create barriers in the way of them
advocating for the independence of service users.

6 An alternative framework for understanding

The disabled people’s movement developed two different interrelated ideas, which have
gained broader support from service users more generally. These provide the basis for an
alternative concept to ‘care’. They are first the social model of disability and second, the
philosophy of independent living. Both are concerned with humanising social policy
(Priestley, 1999; Oliver, 1996). Both seek to make it more responsive to service users and to
the role of society in relation to them. They are concerned with equalising the relationship
between the service user and the support they receive. This is conceived of as a process of
‘co-production’, rather than one of dependence.

7 Social model approaches

The social model of disability draws a distinction between an individual’s perceived
impairment; physical, sensory or intellectual and disability, meaning the negative societal
reaction to such impairment. Developing discussion has explored the interactions between
impairment and disability and the barriers disabled people experience from society, including
attitudinal, physical and communication barriers. Such ‘barrier based’ approaches to
understanding are now being related to a widening range of social care service users (Thomas,
2007).

8 Independent living
The philosophy of independent living follows from the social model of disability. It is based
on:

¢ Ensuring people the support that they need under their control to be able to live their
lives as fully as they can, on as equal terms as possible, with non-disabled people;

e Equalising their access to mainstream policy and services, like housing, health,
education, employment.

The philosophy of independent living turns traditional notions of independence on their head.
It is not preoccupied with the individual or narrow ideas of personal autonomy. It does not
mean ‘standing on your own two feet or managing on your own. Instead of seeing the service
user as having a defect or deficiency requiring care, it highlights the need to ensure them the
support that they need to be autonomous and live their lives as fully as possible, on equal
terms and interdependently with others. This support is not expected to come from family
members required to be informal carers. It rejects the concept of care and replaces it with the
idea of support. In England, a governmental Independent Living Strategy with cross
departmental support has signed up to these values (ODI, 2008).

Independent living does not mean living your life ‘the same as others’. Rather it means being
in a position to have control and choices like others to live as fully as possible. In this it
differs from philosophies like ‘normalisation’ or ‘social role valorisation’, which have tended
to be associated with dominant values (Wolfensberger, 1972; Race 1999). The idea of
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independent living takes account of issues of equality and diversity, as part of a broader
philosophy based on valuing human and civil rights, citizenship and equality (Morris, 1993
and 1996).

The disabled people’s and service user movements thus frame their objectives in terms of
rights, not needs, requiring support and change, rather than care and welfare. They are
concerned with the achievement of both their civil and human rights, collective as well as
individual rights. To achieve these goals and values service user movements have developed
new approaches to collective working. These place an emphasis on self-organisation —
developing their own ‘user controlled’ organisations — as well as on participation and people
‘speaking for themselves’. But they also take account of people’s feelings and needs for
support in the process. To make this possible they have increasingly highlighted ideas of
inclusion and empowerment (Campbell and Oliver, 1996; Campbell, 1996).

Many service users face significant barriers to participation, for example, they may
communicate differently, have learning difficulties, be unable to go out, live in residential
services, have pain, limited strength or energy and need personal assistance. Service users
have placed an emphasis on ensuring access, which can include physical, communication and
cultural access, to enable broadbased involvement in their activities. They have developed
imaginative ways of working together to achieve this. (Campbell and Oliver, 1996) Service
user organisations make clear that they see working together in their own organisations not
only as an effective way of making broader social and political change, but also crucial for
increasing service users’ confidence, self-esteem, skills and experience. Collective working
thus plays a key part in capacity, as well as in making wider change. The idea of
empowerment is valued by these movements because it unifies the need for individual and
social change; personal and political development (Charlton, 1998). This is reflected in the
wide range of groups and organisations developed by service users, which challenge
traditional distinctions between self-help, mutual aid and campaigning. There is particular
recognition and support for people’s emotional needs and feelings.

9 Experiential knowledge

The ideas and developments that have come from service users and their movements has been
based on their particular knowledge. As has been said, what distinguishes service user
knowledge (or knowledges) and what is unique about it, is that it is based on direct
experience. Unlike other stakeholders in the policy process, like, for example, policymakers,
managers, practitioners, researchers or educators, what distinguishes their perspective is that it
rests on their role as end users of policy and practice. They ‘know’ through lived experience.
This is the basis and starting point for their views, ideas and proposals. Only they can truly be
said to ‘know’ what policy and provision are like, rather than what its aims, intentions and
rationale are, since they live it. As Alison Faulkner and Phil Thomas, have suggested, for
example, of mental health service users, the voice of experience is breaking through
longstanding barriers of enforced silence, incarceration and compulsion (Faulkner and
Thomas, 2002). As Diana Rose has asserted:

Increasingly mental health service users and survivors are coming to be called ‘experts by
experience’. The National Institute for Mental Health England [NIMHE] even has [had] an
‘experts by experience’ group (Rose, 2009, p38).

Service users are not suggesting that experiential knowledge is the only knowledge that
should be valued or that it should be prioritised. What they have repeatedly expressed
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concerns about is the way that it has long been systematically excluded from social policy
discussions and developments and from social research (Sweeney et al, 2009). In this they do
not deviate from views like those expressed by Norbert Elias, that a balance is required and
the full spectrum of research approaches should be considered for inclusion (Elias, 1987).

The helpful role that user knowledge can play in both the construction and analysis of social
work practice is now also beginning to emerge. A recent empirical study of specialist
palliative care social work, for example, highlighted two inter-related issues. First, service
users particularly valued this branch of social work practice and second, they felt that it took
serious account of and built on their views and experience (Beresford, Adshead and Croft,
2007). A subsequent national study of ‘person-centred support or ‘personalisation’ in social
work and social care, which focused on the perspectives of service users and face to face
practitioners, also highlighted the significant consensus in their views of what constituted
such practice, the barriers it faced and how these might be overcome (Beresford et al, 2011).
Such findings have given rise to a growing sense, at least in the UK where these ideas seem to
be especially developed, that an alliance between service users and professional social
workers is likely to be the most effective way forward for securing the interests of both
(Beresford and Croft, 2004).

This has had an impact in the UK on policy and practice, although a big gulf remains between
rhetoric and reality; between the adoption of such principles as policy and their meaningful
translation into day to day practice for disabled people and other service users. It is becoming
clear that it is one thing for policymakers and others to adopt the language of empowerment,
involvement and independent living, but it may be another for the practices to be
implemented. In the UK, funding limits and narrowing eligibility criteria, rather than criteria
of independent living still largely determine what if any social care support people receive.
There is still far from adequate or secure funding provided for service users’ organisations,
despite increasing government commitments to it. For example, what has been developed as a
democratising and liberatory approach to supporting service users through them being in
control of their own ‘package of support’ has tended to be reconceived by policymakers in
consumerist terms as the equivalent of them being an individual customer simply purchasing
a service. This has seriously undermined and limited the gains achieved so far by these radical
new ways of thinking (Boxall, et al, 2009).

While service users and their movements have had an international impact on broader
thinking, policy and practice, it should also not be assumed that this has gone uncontested.
The reality is that their standpoint is not necessarily treated. with the same regard as other
more traditional viewpoints involved in the political and policy process. This is a key issue
and it is important to examine it more closely. For example, in the UK official methods of
grading and synthesising evidence used to develop the evidence base for health care
interventions, rank the views of service users as the lowest value evidence. (for instance, DH,
1999, p.6). Yet this approach has been criticised (see, for example, Cohen et al., 2004) on
three main grounds: Randomised controlled trials (RCTs) and meta-analysis have not been
shown to more reliable than other approaches; they can only answer limited questions; and
they do not include other non-statistical forms of knowledge.

Figure 1: A hierarchy of evidence

Hierarchy Type of Evidence
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Type I At least one good systemic review, including at least one
randomised controlled trial

Type 11 At least one good randomised controlled trial

Type 111 At least one well designed intervention study without
randomisation

Type IV At least one well designed observational study

Type V Expert opinion, including the views of service users and
carers

10 Experiential knowledge and research

This raises major issues about prevailing perceptions of service users’ knowledge. As has
been discussed, they are seen to ‘know what they are talking about’ because they have
directly experienced it. However, this flies in the face of traditional research values of
‘neutrality’, ‘objectivity’ and ‘distance’. By these criteria, the ‘knowledge’ of service users
will automatically be seen to have less value, less credibility and legitimacy. Historically, we
know this is what has happened. Meanwhile the knowledge °‘claims’ of researchers,
academics and analysts without such direct experience have been attributed higher status.
This has some worrying implications, which so far have tended to be overlooked. Where
values associated with research and the development of knowledge about people and how
they live, prioritise being distant and separate from the subject under consideration, then
major concerns are raised for the people who are the subject of such research or about whom
knowledge is being sought.

If an individual has direct experience of problems like disability, poverty or using the mental
health system; if they have experience of oppression and discrimination, when such research
values are accepted, what they say will also be seen as having less legitimacy. This is because
as they will be seen as ‘close to the problem’ — since it directly affects them — then they
cannot claim that they are ‘neutral’, ‘objective’ or ‘distant’ from it. So in addition to any
discrimination and oppression they may already experience, they face an additional problem.
They are likely to be seen as a less reliable, less valid source of knowledge. It is possible to
see how this worked for a long time against women and children who were subjected to
domestic violence and sexual abuse. In male dominated societies, these were not placed high
on public, political or indeed research agendas and the knowledge and experience of women
and children who experienced such attacks were not listened to or valued. It is only in recent
years in western societies that issues like child sexual abuse, domestic violence and rape have
begun to be acknowledged publicly and formally as serious problems.

What this means effectively is that if someone has experience of discrimination and
oppression they can expect routinely to face further discrimination and be further
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marginalised by being seen as having less credibility and being a less reliable source of
knowledge. This is likely to have the effect of further invalidating people who are already
heavily disadvantaged.

This has led to the development of a service user hypothesis that counters traditional positivist
research values and posits that:

the shorter the distance there is between direct experience and its interpretation (as for
example can be offered by user involvement in research and particularly user controlled
research), then the less distorted, inaccurate and damaging resulting knowledge is likely to be
(Beresford, 2005).

Of course a traditional positivist understanding of user knowledge rests, as Diana Rose has
said, on a:

certain view of knowledge production. It is held that scientific knowledge is generated in an
unbiased and objective way, and the subjectivity of the scientist exerts no influence on the
knowledge that is produced (Rose, 2009, p40).

However, as she argues, mainstream research comes from a particular standpoint (that of
those who deliver and research services and treatments), no less than do service users.
Building on the work of feminist epistemologists like Sandra Harding, she argues for the
recognition of different standpoints and the challenging of traditional hierarchies of
credibility, validity and legitimacy (Harding, 1993, Rose, 2009, pp41-42).

11 User involvement, diversity and inclusion

A longstanding criticism that has been made of user involvement generally and of user
involvement specifically in relation to research is that such involvement is ‘unrepresentative’
and can be exclusionary in nature, privileging some perspectives and leaving out others (Croft
and Beresford, 1990). This has repeatedly been called into question. Significantly while issues
of inclusion and representativeness have been raised in relation to service users, they have not
previously been raised in relation to traditional stakeholders and professionals (Beresford and
Campbell, 1994). The level of sophistication that has now been attained in ensuring
thoroughgoing and diverse involvement is exemplified by the work of Diana Rose and SURE
— Service User Research Enterprise, based at the UK Institute of Psychiatry. They have
carried out large scale international systematic reviews and randomised controlled trials
(RCTs). While RCTs have been seen as offering a research ‘gold standard’, service users have
questioned the assumed ‘neutrality’ of their measures on the basis that their outcome
measures are defined by clinicians and particularly researchers. Rose and her colleagues have
developed a different approach based primarily on service users’ views and experience. Here
the process is to:

e Bring together focus groups of diverse service users with relevant experience with
user facilitators

e Tape record and transcribe discussions and check frequency of issues identified for
discussion at follow up focus group meetings
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e (reate a mixed method questionnaire with open and closed questions to be discussed
and checked by ‘expert’ panels of services users with relevant experience, facilitated
by service users. Check accessibility of language and correct duplication of questions.

¢ Pilot the questionnaire through a feasibility study with 50 service users completing the
questionnaire, to gain their views and modify accordingly.

This process has now been employed in four studies, including one on acute mental health
wards and another on continuity of care (Rose et al 2008 and 2009).

12 A personal standpoint

It is also important to acknowledge this article’s own particular standpoint. I write as a service
user (a long term user of mental health services) and someone actively involved in the mental
health service user/survivor movement, as well as an academic, educator and researcher. As
this indicates, standpoints, reflecting our identities, can be plural and complex. Issues have
been raised about how far it is possible to represent the standpoint of others. For example,
women are diverse and heterogeneous in terms of age, ethnicity, class, culture, sexuality,
disability and so on. The same could be said of service users. Can a mental health service
user, for example, helpfully comment on, understand or appreciate the experience of those
who have been subject to compulsory treatment and constraint, if they themselves have nor?

Service user movements have been sensitive to such standpoint issues and have sought to
develop their collective as well as individual knowledge. This has significantly followed from
collective discussions and collective action. However, they have not only staked a claim to the
legitimacy of their own individual and collective knowledge — making their own ‘knowledge
claims’. They have also developed their own service user research to advance such knowledge
in structured and systematic ways. This has variously come to be called ‘user-controlled’,
‘survivor’ and ‘emancipatory disability research (Turner and Beresford, 2005).

13 Service user research

Interest in developing their own research began early among service users and began with
disabled people. it has now spread to other service user groups, including people with learning
difficulties, mental health service users and older people. (Oliver, 1992 and 1996; Barnes and
Mercer, 1997; Mercer, 2002; Lindow, 2001; Wallcraft, 1998; Taylor, et al, 2007) Interest in
undertaking their own research began with disabled people in the UK concluding that
mainstream research served and reinforced the assumptions and interests of dominant
structures of policy and provision, rather than being independent or supporting their rights and
needs. This was embodied in a famous case where a group of disabled people in residential
services invited researchers to explore their ability to live independently in the community.
The researchers concluded, however that this was unrealistic and that they were ‘unproductive
parasites’. The researchers, Eric Miller and Geraldine Gwynne discussed at length their
efforts to conduct neutral, ‘balanced’, ‘detached’ and ‘scientific’ research. (Miller and
Gwynne, 1972) Paul Hunt, one of the leaders of this group of disabled people and a key
founder of the UK disabled people’s movement, however, emphasised the study’s bias. He
criticised its failure to be ‘neutral’, demonstrating that it was entrenched in an
individualistic/medical interpretation of disability. (Hunt, 1999, 1972, 1981) Subsequently
research has confirmed the views of Hunt and other disabled people that with appropriate
support, disabled people can live independently outside such institutions.
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Such emancipatory disability research and other research that has developed since has
emphasised three overlapping concerns about research and evaluation. These are:

e  What research is for
e The process of research
e  Where control of research lies.

The central purpose of research is seen as supporting the empowerment of service users,
securing their rights and needs and the making of broader social change. In emancipatory
disability research this has also meant that research is based on a social model of disability
approach. The process of research is envisaged as one which prioritises the equalizing of
relations between researcher and research, changing the social relations of research
production. Finally it is seen as important that control of research lies with the constituencies
who are the subjects of research, if it is to serve their needs. Such control is related to the
whole range of research processes and activities, from the origination of research focus and
questions, control of research funding, data collection and analysis, to dissemination and
follow-up action.

Such service user research is thus explicitly political. It can be seen as an essentially political
activity, rather than a neutral ‘fact-finding mission’. It is concerned primarily with improving
people’s lives rather than solely with generating knowledge. We can expect fundamental
questions to be raised about the relation of emancipatory and user controlled research with
traditional positivist research values of ‘objectivity’ and ‘neutrality’, even though new
paradigm research has made its own challenge to these (Reason and Rowan, 1981; Reason
and Bradbury, 2006). Findings from such involvement will need to address the challenge that
they are partisan. There will be questions about the problems which user controlled research
raises because one sectional interest may be seen to be dominant - that of service users. There
will be concern to consider it in relation to criteria of ‘validity’ and ‘reliability’. There will be
questions to answer about who is a service user. There are also broader issues to be examined
around the validity of different knowledge standpoints and knowledge claims; the ownership
of knowledge and its interpretation; dominant hierarchies of credibility; the nature of the
relationship between knowledge and direct experience; the meaning of ‘evidence-based’ and
what counts as ‘evidence’.

Discussion about user controlled research thus focuses attention on a number of underpinning
issues for research more generally. However, while these issues tend to be associated with
such new paradigm research, they are truly ones which all research must address too. But they
must nonetheless be addressed by user research and user researchers. There is clearly a need
for the systematic and coherent evaluation of user controlled research to explore its strengths
and weaknesses, benefits and disadvantages. This needs to be a process of evaluation in which
service users, their organisations and user researchers are also involved in fully and equally.

There is also a further point to be made. While interest in user involvement in research more
generally is growing and it is increasingly required by government, research funders and
research organisations, so far there have been relatively few user controlled research projects.
Such research thus still faces major barriers in relation to funding, credibility, status,
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recognition and publication. Only a very small proportion of research funding budgets has as
yet gone towards it (Turner and Beresford, 2005). Yet it is important if user knowledge is to
be fully and equally included in the evidence base of policy that such user controlled research
is supported and also evaluated.

14 Conclusion

The development of service user ideas and thinking has been significantly underpinned by a
growing body of service users’ own research. For example, work on independent living, direct
payments, user led services and centres for independent living have all been well researched
by disabled people and other service users. All these have been valuable ideas and
developments which have improved policy understanding and people’s support. Enormous
progress has been made in spreading service user ideas about care and support and these now
have an unprecedented influence, particularly in countries where these developments are
relatively advanced, like the UK,. But they still tend to be outlier developments; discourses
which seek to challenge traditional dominant social policy approaches, rather than which have
succeeded them, or sit safely alongside them and they are still vulnerable to being subverted
by them. If we are to access and make the best use of the new ideas that service users and
their movements are developing based on direct experience, then greater equality in
supporting their research is likely to be needed. This will be key to advancing the evidence
base. This is likely to require both culture change in research and a reappraisal of research
funding priorities in order to support:

e The service user controlled organisations that are the most effective homes for taking
forward the development and sharing of experiential knowledge

e Service user research which can support the full development of an inclusive evidence
base that draws equally on user knowledge

In this way the gains from service user knowledge are likely to be most effectively and
speedily identified and most helpfully integrated into public policy and practice.
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