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This study set out to measure the extent and perceived impact of service user involvement
(SUI) in mental health services and to explore different forms of SUI, both collective and individual.
The focus was on service users’ (SUs') interactions with managers and other key decision-makers in
the UK NHS and social care. The theoretical frameworks used were organisational theory and new social
movement theory.

To explore the impact of service user involvement in mental health on shaping policy agendas
and delivery specifically in terms of their impact on key decision-makers.

A mixed-methods design was used.
The study took place in three NHS foundation trusts (FTs): two metropolitan and one rural.
The methods included surveys, interviews, ethnographies, case studies and focus groups.

In the first phase of the study, which took the form of surveys, it was found that ‘ordinary’ SUs
had a relatively high level of involvement in at least one service domain and that where they were involved
they believed this had produced a positive impact on service development and delivery. Likewise a majority
of front-line staff encouraged SUI and thought this had a positive impact although social workers were
more likely to have directly participated in SUI initiatives than nurses. In the second phase of the study,
which used qualitative methods, an ethnography of user-led organisations (ULOs) was conducted, which
showed that ULOs were being forced to adapt in an organisational climate of change and complexity, and
that decision-makers no longer claimed the high moral ground for working with ULOs, but expected them
to work within a system of institutional behavioural norms. This posed many challenges for the ULOs.

In phase 2 of the research we also examined the role of SU governors in NHS FTs. We posed the question
of whether or not SU governors represented a shift away from more collective forms of organisation to a
more individual form. It was found that SU governors, too, had to work within a system of norms deriving
from the organisational structure and culture of the NHS, and this impacted on how far they were able to
exercise influence. There was also evidence that user governors were beginning to organise collectively.

In respect of individual forms of involvement we also attempted to run focus groups of people in receipt
of personal budgets but concluded that, as yet, they are not embedded in mental health services.
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ABSTRACT

Conclusions: It was concluded that SUs and managers are working in a climate of dynamic and complex
organisational change, of which user involvement is an integral part, and that this has impacted on the
nature of SUI as a new social movement. Managers need to attend to this in their interactions with SUs

and their organisations.

Funding: The National Institute for Health Research Health Services and Delivery Research programme.
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Plain English summary

U ser involvement in mental health services was established before involvement in most other medical
specialties and could be said to have taken the form of a ‘new social movement'. Early literature
suggested that, when it came to involvement in the UK NHS and social care, service users (SUs) and their
organisations struggled to have a real impact on decision-making at either individual or strategic levels.
The aim of the present study was to find out how user involvement is faring currently. We discovered
that ‘ordinary’ SUs do have some involvement in service planning and delivery; they regard this as

having a positive impact; and they are supported by both front-line and senior staff. In studying user-led
organisations, we found that they are working in a climate of organisational change and complexity that
has forced them to adapt and change, such that ‘traditional’ styles of confrontation and campaigning
have given way to the adoption of more corporate and professional modes. However, this posed many
challenges for the organisations we studied. In addition, new opportunities and forums have opened up
for user involvement, including the possibilities of becoming members and governors of NHS foundation
trusts. When we looked at these, similar issues of appropriate styles of behaviour and negotiation arose.
Personalisation is another way in which SUs may control their own care, but we found little evidence that
this is happening. We therefore recommend that more research be carried out on the applicability of
personalisation to the field of mental health.
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Scientific summary

Background

The background to this report is the increasing policy emphasis on user involvement in health service
planning and delivery, specifically in mental health, and theoretical frameworks concerned with
organisational change and new social movements. The study comprises primary research following on
from literature reviews conducted by two members of the research team. It has strong patient and
public involvement.

Objectives
The following research questions were asked:

1. What have been the impacts of user involvement in mental health in terms of service development,
delivery, commissioning and personal benefit to users? We have the same research question for
front-line staff.

2. How do managers and other key decision-makers respond when user-led organisations (ULOs)
approach them, seeking change?

3. Moving to a more individual level of user involvement, what is the role played by user governors on
trust boards and how do key decision-makers on the boards respond to them?

4. What are the implications of the move to ‘personalisation’ in both health and social care, specifically in
terms of the role of ULOs in brokerage and care planning?

5. What are the underlying assumptions, beliefs and values held by senior managers about the benefits
and drawbacks of user involvement in mental health, and how do they individually and collectively
respond to, facilitate or impede this?

Methods

The study took place in three UK NHS foundation trusts, two metropolitan and one rural. Quantitative
methods, in the form of surveys of service users (SUs) and front-line staff, were used to answer research
guestion 1. Service users were recruited from outpatient clinics and day centres, and front-line staff

were sent an electronic survey via their human resources department. As part of this study of impact,
semistructured interviews were also conducted with 24 senior members of staff. Research question 2

was approached using ethnographic and case study methods. We worked with six ULOs. They were asked
to identify a goal that would involve them in interactions with managers and these interactions were
observed, as were the meetings of the organisations themselves. Two members of each ULO kept reflective
diaries. The ethnography lasted, on average, for 1 year. For research question 3, Council of Governor
meetings were observed and, in one case, subcommittees of the Council were also observed. Focus groups
were conducted with user governors and the chairperson of the Council of Governors (CofG) was
interviewed. The aim was to find out how much influence the user governors had and whether or not this
development represents a shift from more collective to more individual forms of involvement. For research
guestion 4, we held focus groups with SUs who were in receipt of personal budgets, with the aim of
finding out about their experience of the assessment process, how they spent money allocated and
whether they did this at a collective (‘pooled’) or individual level. For research question 5, we convened a
deliberative workshop of the senior staff interviewed in phase 1 and presented our main findings to them.
The aim of the workshop was for them to help us interpret our findings from the perspective of key
decision-makers.
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The survey of SUs showed that ‘ordinary’ users of mental health services did have some involvement in
service planning and delivery. This marks a change from 20 years ago. Where SUs were involved, they
overwhelmingly thought that this had a positive impact. Staff were also found to encourage service user
involvement (SUI) in the planning and delivery of care. Younger staff, and those with a social work
background, as opposed to a nursing professional background, were more likely to believe that
involvement is having a positive impact. In free-text responses, both SUs and staff mentioned having

a voice and shaping services, as well as empowerment, as positive benefits of user involvement.
Disadvantages included tokenism and stress for both groups.

For all the qualitative work, which delved more deeply into user involvement activities, a major finding was
the scale of change and complexity in organisations in which SUs and their organisations were trying to
effect change. This impacted on staff, both front-line and senior, as well. The ULOs had to adapt to the
changing and dynamic organisational context and this posed many challenges. One of the groups, which
prized its autonomy and its campaigning stance, actually failed during the time of the ethnography and this
seemed to be because it could neither comply with the behavioural norms of the current negotiating
context nor ally itself with other user-focused organisations in a way that both commissioners and providers
expected. Other ULOs adopted the strategy of both specialising — for example concentrating on one group
of mental health SUs, focusing on creative activities or on evaluation and research — and complying much
more with the corporate demands of behaviour, professionalism and language of key decision-makers and
the mental health system. However, such success as they achieved was often partial or bought at a price.
Thus, a research group had to function in the context of other stakeholders who valued grant income and
publications over user involvement in their research, and the group representing an underserved population
had to relinquish some control to a much larger voluntary organisation. A group that did try to intervene on
a county-wide basis in the rural trust found itself struggling for representation in a provider forum as well as
in conflict with the local Patient Advice and Liaison Service. This was not an isolated case. The group also
experienced a considerable stretching of its resources.

The observations of, and focus groups with, user governors also showed the impact of organisational
complexity and the demands of operating within the contemporary NHS. User governors had to adopt the
language and behaviour of formal meetings otherwise they were deemed ‘inappropriate’. There were
variations between the trusts. One metropolitan trust had set up a complex series of subcommittees, one
of which was chaired by a user governor, and here the institutional rules and norms were more relaxed.
The participants in the focus group for this trust were positive about the influence they were able to exert.
In the other metropolitan trust the participants were negative to the point of being angry and said that
they were unclear about their roles and responsibilities. The research team had great difficulty gaining
access to this CofG and to the user governors themselves, and it seemed that the trust had some distance
to travel before user governors could become a real and effective part of the landscape. In the rural trust
there was also some disquiet but also, towards the end of the observation period, some evidence that the
user governors wanted to meet together and exert some collective influence. A further issue was that of
representation, something that has beset SUI in mental health service planning and delivery since the
outset and appears here in a new guise as a ‘democratic’ concept of representation rather than one based
on typicality. Finally, we found that informal networking opportunities were just as important as formal
meetings with respect to SU governors having an impact.

Personalisation and individual commissioning are government policy. Our intention had been to run two
focus groups with people in receipt of personal budgets in each trust. This proved impossible. Recruitment
was very difficult because it was hard to find anyone who was indeed in receipt of a personal budget.
Those who came forward often were receiving other welfare benefits or even wanted to attend the focus
group as a route to getting a personal budget. We were able to run only one focus group per trust and
the discussions centred on the assessment process, how complex it is, and how the Fair Access to Care
assessment is inappropriate to those with mental health needs. We held one group in an arts venue,
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where individuals were pooling their budgets to ‘buy’ an arts class. Our research question included the
place of ULOs as brokers for personal budgets, in place when we wrote our protocol, but these were not
in evidence.

The deliberative workshop for senior staff generated three main issues. One was to do with the
reconfiguration of mental health trusts, the provision of services outside the geographical area and the
consequent rupture between service provision and locality-based user involvement activities. Second, it was
noted that our focus on normative language was perhaps misplaced because ‘management speak’ is
empty. At least, this has to be refined as there are contexts in which the voices of experience, or SUs’
stories, are valued. Staff training is a case in point where it is helpful to hear about living with a mental
health condition and the experience of receiving treatments and services. Finally, some senior staff were of
the view that how user involvement is conducted should be left to SUs themselves and their organisations.
It was pointed out that our findings concerning institutional rules and norms and organisational complexity
mean that there is a context that defines what can and cannot be done, which is not in the control of
either SUs or staff.

Conclusions

We conclude that the organisational change and complexity that has characterised the NHS and social care
in recent decades, and which was heightened at the time of our research, has shifted what mental health
SUs and their organisations are able to achieve. At the same time, SUI has become an integral part of the
system. Old-style ULOs find it difficult to survive in this climate and, so, groups have adapted and mental
health SUs have taken up new roles, for example as user governors. Our hypothesis that we are witnessing
a shift from more collective to more individual forms of involvement needs to be refined, and is rendered
more complex owing to evidence that mental health SUs are unwilling to give up a collective voice.
However, this new social movement has certainly changed in the last 30 years. It has become an
established part of the landscape but in the process has had to adapt. Managers and decision-makers
need to attend to this new configuration in their interactions with SUs and their organisations.

Our main implication for health-care concerns personalisation and individual commissioning. This is hailed
as a major transfer of power from state to citizen. However, what we found was confusion, bewilderment
and fear that welfare benefits would be lost at the same time as valued services such as day centres were
cut. We did, of course, look only at mental health SUs, and personalisation has been drawn in the image of
support for people with physical and sensory impairments. More research in this area is urgently required.

Funding
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Chapter 1 Introduction

Policy

It is nearly 25 years since the Griffiths Report of 1989 ushered in the National Health Service and
Community Care Act 1990," which first enjoined local authorities to consult with their local publics on
their community care plans. At that point, not all long-stay institutions for those with mental health
conditions had been closed and for that population community care was in its infancy. At the same time
the previous decade had seen a burgeoning of local and national organisations of mental health service
users (SUs), arguably made possible by the closing of the long-stay institutions which left ex-residents free
to organise. These organisations were often vocal and sometimes angry. We will revisit them later in

this report.

The 1990 Act also introduced the purchaser/provider split so positioning the public as ‘consumers’ in a
market. In effect, this was a quasi-market, as providers had a monopoly and there was little freedom to
choose. This was particularly the case for some mental health SUs who receive services under compulsion
and, therefore, cannot walk away from services or turn to an alternative provider. Unlike the situation in a
full or even a quasi-market, they have no right of ‘exit’ and, so, the expression of their needs and wishes
must rely on ‘voice’. In the chapter concerning user-led organisations (ULOs) we will consider what this
means in organisational terms. It can also be noted here that very recent legislative change, in the form of
the Health and Social Care Act 2012, increases the market in health care, but it remains unclear what this
will entail for users of mental health services, particularly those regarded as in need of high-intensity care.

In terms of user involvement, the 1990 Act proved a watershed, as successive administrations incrementally
put an emphasis on user and carer involvement in health service design and delivery, including in mental
health. In 1995, the Health and Social Care Advisory Service (HASCAS) evaluated the National Institute for
Mental Health in England (NIMHE) and recommended strengthening its user involvement strategies.

The conservative administration of the late 1980s and 1990s convened a Mental Health Task Force, and
included a SU group that wrote its own ‘Charter of Demands’. The New Labour government appeared to
continue these developments with the 1999 National Service Framework for Mental Health,? declaring user
involvement as one of its core principles, and including SUs on the Internal Reference Group that compiled
the document. However, the momentum was not without its critics. In July 1998, the then-Secretary of
State for Health, Frank Dobson, declared that ‘community care has failed’, leaving vulnerable patients at risk
of harm to themselves and others. This presaged a continuing ambivalence around those with a mental
health condition — the imperative of choice faced with a concern about risk — that permeated its 1999
policy document Modernising Mental Health Services: Safe, Sound and Supportive.?

Further, the Mental Health Task Force was abolished by New Labour and, with it, the national user group.
The NHS Plan* promised "patient-centred care’ across the whole NHS and this, perhaps, was the seedbed
for something more individual to replace collective involvement, something we shall consider presently.
Equally, the move to foundation trusts (FTs), with member and governor status open to constituencies,
which included patients/SUs, enabled individuals to hold power without representing specific ULOs,
although they were not prevented from making the link if they so wished. Finally, on this note, a further
policy change likely to impact on user involvement is ‘personalisation’, first mooted by the government

in 2007° and then firmed up by proposals for transferring finances from service providers to SUs.®
Personalisation emphasises individual choice and commissioning, whereas previous initiatives have sought
to enable mental health SUs to impact on commissioning and service delivery collectively. The focus on
individual commissioning is despite the fact that the Department of Health stipulated that local authorities
should have a ULO working with them to implement the policy. In the evaluation of the first pilot sites,” this
did not always work well and now it seems to have been quietly put aside.
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As a result of national policy change, the 1990s and early 2000s saw community health councils abolished
at a local level and replaced, first with patient and public involvement (PPI) fora and then by local
involvement networks (LINKkS), the role of which was to advise commissioners on local health needs and
also have powers to make visits to local health providers. LINKS themselves are due to give way to
Healthwatch organisations. The rapid turnover for mechanisms of involvement at a local level indicates
some problems. However, traditionally, the mental health voice has been strong in the local involvement
arena and it is perhaps here that collective involvement has been most successful.

The last policy document on mental health issued by the last Labour administration was entitled ‘New
Horizons'.# An innovation that was to be picked up by the new coalition government was an emphasis on
the well-being of the whole population and not just better services for those with poor mental health,
although these were promised too. There was also a move to the language of responsibility for one’s own
well-being, as well as choice (despite the fact that mental health SUs were the one group denied choice of
providers). The other important document produced by the last Labour administration was Lord Darzi's
High Quality Care for All,° which continued the modernisation agenda but with a very strong emphasis on
quality and patient choice. Including the first NHS constitution, the report also for the first time put the
spotlight on the patient experience. This focus on the patient experience represents a subtle shift from
service user involvement (SUI) as traditionally understood, as we shall see later. There was also no attempt
by Lord Darzi to extend NHS Choices to those receiving mental health services.

Most of the changes wrought by the current administration do not need to be rehearsed here.'® Suffice to
say that any user involvement in commissioning must now look quite different to when primary care trusts
(PCTs) were the key commissioning bodies. There is promised patient and public involvement in Clinical
Commissioning Groups (CCGs), although how ‘involvement’ is to be defined and practised rests with local
decision-makers as befits the new ‘localism’ of current policy. MIND has counselled a ‘coproduction’
model. At the same time, a report from the NHS Futures Forum,'" which commented on the document
Equity and Excellence: Liberating the NHS,"* counselled both shared decision-making in clinical care and
public accountability through patient and public involvement in governance. The report also called for a
better definition of patient involvement, indicating that this is a perennial problem. The extent to which
the Health and Social Care Act 2012 incorporated these recommendations is unclear but would seem to
focus on the former rather than the latter. In this context, it is interesting that Perestelo-Perez et al.’® argue
that mental health is a particularly challenging area for shared decision-making.

Healthwatch, both locally and nationally, would seem to be the most appropriate body for ensuring
patient and public involvement at the levels of governance and accountability, but we must await their
proper formation as these bodies are being set up as we prepare this report. The National User and
Survivor Network (NSUN) is making strenuous efforts to include a mental health SU voice on Healthwatch.
The emphasis on the patient experience as opposed to more collective involvement is one option in the
new configuration of the NHS and we will take this up further in later chapters. However, the coalition
has produced a white paper specifically on mental health and this warrants comment.

No Health Without Mental Health'* and its Implementation Framework'® seek parity between physical and
mental health, true choice of provider for those with a mental health problem and an end to discrimination
on mental health grounds. There is an emphasis on recovery and the coalition has continued with the policy
of personalisation. It first promised that personalisation would be rolled out to all in receipt of social care
soon after it was elected, but had to revise this to 70% in light of practical difficulties. Personalisation of
health budgets is being trialled and there is also a promise that these will eventually be universal. However,
there is now no mention of a role for ULOs. We shall see in this report that, although personalisation is a
key policy for the current government, it is difficult still to identify people who are in receipt of personal or
individual budgets in the mental health domain.

Patient and public involvement in mental health services has a long history, as we have seen. We have
briefly traced how it has been developed and reconfigured in the last decades. Our report spans the
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first 2 years of the current coalition government and in it we take an in-depth look at how user
involvement in mental health is faring, from the perspective of both SUs and managers/providers, in the
dynamic and changing climate in which we find ourselves now.

Theoretical frameworks

A new social movement?

It has been argued that the emergence of mental health activist groups, at both national and local levels,
constitutes a new social movement in the image of black and women’s movements. Although patients from
other medical specialties may have organised for improvements in their care and for mutual support,'®
mental health SU organisations sought wholesale change in services and in their conditions of living.
Crossley'” traces this back to the beginnings of charitable organisations for the mentally ill between the
World Wars and uses social network theory to map the various configurations of the movement as it
developed. He gives a pivotal role to the antipsychiatry movement in England, with iconic figures such as
Ronald Laing and David Cooper seen as key. It is argued that mental health SUs represent a group ready to
form a new social movement because the practices of psychiatry (diagnostic and therapeutic), as well as its
coercive possibilities, mark its users off from other medical patients as disempowered or even oppressed.
Other health groups have, of course, organised in the past but usually about a cure for their condition
rather than their overall situation. An example is the struggle between young men infected with human
immunodeficiency virus (HIV) or with acquired immunodeficiency syndrome (AIDS) and pharmaceutical
companies and regulatory authorities.’® Nevertheless, this was situated in a gay and lesbian discourse

and so could also be seen as embedded in a new social movement.

As far as mental health SUs are concerned, it is also notable that they have organised outside and before
‘official” involvement initiatives, with user groups emerging in the 1970s and a burgeoning of activity in
the 1980s at national level, well before legislation in support of user involvement was first enacted.
Lindow'® and Beeforth,?° from a SU perspective, make attempts to educate decision-makers in what is
entailed in user involvement. Barnes and Bowl,?" writing as academics, considered the development both of
autonomous action by SUs and the way in which officially sponsored initiatives interacted with this and, in
some cases, led to tensions between ‘official’ involvement initiatives and grassroots activity. Bowl,?%% for
example, found that consultation mechanisms designed to give mental health SUs a say in service planning
and delivery in accordance with the 1990 provisions were little more than rubber-stamping exercises.
Others have also explored the importance of collective action to enable those often regarded as
incompetent to contribute to debate about services to have their say.**

To return to Crossley,'” his argument has not gone uncontested even while the image of the
disempowered psychiatric patient has been augmented and the idea of a new social movement
consolidated. Rather his conceptualisations have been criticised from ‘within’ the movement. The Survivor
History Group?® sees more a grassroots movement, with ex-patients organising for themselves and by
themselves. They are suspicious of the role both of the antipsychiatry movement and the large national
charities, such as MIND and especially the National Schizophrenia Fellowship (still its registered name but
known now as Rethink). The Survivor History Group takes the view that neither of these developments put
patients at the centre of their activities and indeed that they sidelined the rapidly growing user movement
in the 1980s and 1990s, although MIND extended help to Survivors Speak Out when it was forming.

This was not without criticism from within the organisation.?®

By the early 2000s, perhaps as a result of the demise of initiatives such as the Mental Health Task Force
User Group, national organisations, including Survivors Speak Out and the United Kingdom Advocacy
Network, were on the wane. The Sainsbury Centre for Mental Health?” undertook a large survey of the user
movement in England and found a very large number of local user groups but a dearth of national activity.
The local groups tended to be small in membership, poorly resourced and dependent on the will and
energy of one or two individuals. However, they were involved with statutory authorities, who sometimes
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provided funding and other resources in a consultative capacity or furnishing other information. These
groups also provided mutual support for their members and a common activity was training mental health
staff. Campaigning activities were infrequent, which marks this period off from the decade before it.
There is an academic literature that has examined these user groups, their activities and their relationships
to commissioners and providers, and we will look at this in Chapter 3 (see User-led organisations) and

in Chapter 4.

As part of the work of the Sainsbury Centre for Mental Health, one of the current authors (DR)
interviewed all but one of the SUs who were part of the National Service Framework Internal Reference
Group. We have already noted that this document declared user involvement to be a core principle. This
did not seem to work in the formulation of the Framework itself. With one exception, the SU members
said they would never do national involvement work again and four resigned before the work of the
Internal Reference Group (IRG) was complete. In particular, SUs from black and minority ethnic (BME)
communities stated that they faced racism from white SUs and patronising attitudes from professionals
from their own communities. It was not surprising then that the Sainsbury Centre for Mental Health survey
found the SU/survivor movement to be made up almost exclusively of small local groups at that point in
time. This localism may extend to mental health SUI in more generic groups, such as LINKS. The exception
was radical new understandings relating to certain experiences, such as hearing voices or self-harm.

Wallcraft et al.?” concluded their report with the recommendation that a new national user group should
be established. This now has the form of NSUN, which became an independent charity, with core funding,
in 2012. NSUN works together with the larger mental health charities and also provides advice and
assistance to local user groups especially on how to gain charitable status. They have the ear of
government, having decided that being a critical friend is better than being out in the cold. This does not
commend them to all who identify as mental health SUs and survivors. However, they are now a
recognised part of the landscape and it seems they can speak the corporate language that the IRG SU
members eschewed, something that is both critical to the success of the user movement and difficult to
accomplish as we shall see.

Organisational culture has been identified as key to understanding the responses to, and impacts of,

user involvement in the NHS and social care. Organisational culture encompasses the attitudes, beliefs and
behaviour of managers, both individually and in groups, when they interact with groups and individuals
outside their organisation.?®2° Although user involvement is government policy and, thus, the policy of every
trust and other health organisations such as PCTs and now CCGs, this does not tell us how organisations
actually behave or how structures may or may not be permeable to new ideas. Barnes and Prior®® explore
different ways in which both front-line workers and SUs may resist and frustrate policy objectives. Rose

et al.' concluded that open hierarchies and weak power structures were most conducive to successful user
involvement. Parkes®? identified both organisational and professional strategies of resistance to the voices

of services users that suggested it was less a question of overt power being exercised, but rather ‘hidden,
almost tentative’ dissent (p. 181). A particular difficulty in mental health is that both front-line staff and
managers may dilute the impacts of user involvement activity by ‘pathologising’ the individuals involved and
indicating that certain expressions of emotion are a sign of relapse of mental iliness.?®* There would appear
to be certain contexts in which ‘authentic experience’ is prized by organisations, and others where it is
considered inappropriate to institutional and behavioural rules and norms. The significance of the latter is the
focus of work on the relevance of new institutional theory to new forms of participative policy-making and
service development in a range of policy contexts.>*

In this context, the argument by Harrison et al.?® is pertinent. From interviews with managers, they found
that user groups had apparently been accepted as stakeholders but this acceptance may be qualified, for
example, by criticisms of their ‘unrepresentativeness’ or ‘chaotic organisational style’. Harrison et al.®
argue that managers emphasise their acceptance of user groups’ positions when the groups endorse their
decisions and emphasise their qualification of this acceptance when there are disagreements either
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between managers and user groups or between different managers. They describe this as ‘playing the user
card’. This work is now 15 years old and in this report we will consider whether such moves still hold sway
or whether they have given way to other organisational strategies for dealing with ULOs including, for
example, bringing user involvement ‘in house’.

Rose et al.®" also discuss how far lles and Sutherland’s®” model of external factors in organisational change
can apply to mental health SUs. The importance of the autonomous user group has been recognised, but
at the same time it is difficult to see SUs as ‘external’ stakeholders because they are so embedded in the
mental health system. This is even more the case with the advent of Community Treatment Orders (CTOs)
in 2007, with large numbers of people now ‘living in the community’ but under very strict restrictions from
mental health services. It must also be considered that some mental health SUs, including those under
CTOs, have no chance of ‘exit’ (just walking away from services) as a means of expressing their views as
they are using services under compulsion. Thus, ‘voice’ is of particular importance, as we have said. And the
power to exercise voice can be considerably enhanced by opportunities to share experiences with others,
and to receive support and validation from others with similar experiences of mental health difficulties.

It is all too easy to see this group as mere bearers of pathology, a view that immediately undermines a
partnership approach to service change. More pragmatically, most people with long-term conditions belong
to older age groups but people with enduring mental health problems tend to be younger and, therefore,
require a range of different services to live independently in the community. People with mental health
problems then constitute a ‘limit case’ for NHS and social care managers. Successful user involvement for
this group is important in itself but also has lessons for other users of public services.

In terms of the traditional model for organisational change, which focuses on external stakeholders, a
further issue is that many trusts have now brought user involvement ‘in house’, starting with the Patient
Advice and Liaison Service (PALS) and then appointing PPI leads, whose role is to monitor the ‘patient
experience’. Often there is an uneasy relation between such roles and existing autonomous groups,

as we shall see throughout this report.

The emphasis on cultural change, and promoting democracy and representation, however, mirrors other
work?*** in relation to the National Health Service and Community Care Act 1990. lles and Sutherland®’
stress that not all members of a culture need to be compliant with proposed changes for them to come
about. The problem we have is that currently organisational culture in the NHS and social care is changing
so rapidly that it is difficult for SUs and their organisations to know where to intervene in order to optimise
beneficial change. Indeed, it is difficult for purchasers and providers as well, not all of whom are content
with the changing organisational climate. We explore this further in Chapter 4.

Although many have identified the problem of pathologising SU behaviour, or the dominance of
organisational norms that render it inappropriate, there remains an issue of involving people who
episodically cannot contribute. Indeed, not all of this is specific to mental health. Small organisations of
health and social care recipients often find the burden of work expected of them to outstrip their
resources, as those in positions of power in organisations do not seem to appreciate that some SUs are
involved in a voluntary capacity, may have jobs or other responsibilities, and must juggle their time to

fit in with organisational demands. Much of the burden often falls on the shoulders of a few committed
individuals who experience great pressure. In a mental health context, this can lead to people becoming
unwell for periods of time and we shall see in our work on user governors that this is not always planned
for. At the worst, if leaders experience an episode of poor mental health, an organisation can collapse.
Sustainability is a major issue. There is then a lesson for decision-makers that is quite complex. This is to
avoid undue pathologisation of behaviour that is an expression of grassroots experience while at the same
time to put in place structures to deal with the possibility of people being out of action for periods.
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The current investigation has its origins in a clinical research group funded by the Mental Health

Research Network (MHRN), which met in 2009-10. It builds on two literature reviews funded by the
Service Delivery Organisation (SDO) programme.?’*® Rose et al. reviewed the literature on user involvement
in change management in a mental health context and Crawford et al.'® did this generically. The study
reported here represents primary research that builds on the findings of the literature reviews and takes
account of developments in user involvement in service delivery that has occurred since we wrote them.
Our focus in this study is on user involvement in mental health services, highlighting, in particular,
changing patterns and mechanisms for involvement that have come about as a result both of acceptance
of involvement as official policy within the NHS, and changing models of service delivery. We conducted
the study in three NHS FTs: two metropolitan and one rural that also had a small urban population.

A major finding of the literature reviews was a lack of investigation of outcomes. The majority of papers
were about process and offered little evidence on specific outcomes or impacts. So, following from the
literature review, Rose et al.** conducted an empirical pilot study of user involvement in changing mental
health services in two London boroughs. Respondents thought user involvement did have some impact and
there was no difference in this study between the perceptions of the impact as between ‘activists’ (defined
as participants in user groups) and ‘non-activists’, showing that user involvement could be important for
‘ordinary’ SUs. Unusually, Pilgrim and Waldron*° did study whether or not a user group had achieved its
goals. However, they did not study process and our argument is that outcomes and process must be
studied in tandem. The first task of this study then was an investigation of the impact of user involvement
on service development from the perspectives of SUs themselves and also front-line staff. This took the form
of a survey and is reported in Chapter 3 (see Phase 1. impact of user involvement — survey results).

We also sought to look in detail at the functioning of traditional ULOs in a modern context. With immense
organisational change, how do traditional ULOs fare? In particular, are they effective in achieving their
own goals and in effecting change in a direction set by them? To answer these gquestions we conducted
an ethnography over an average of a 1-year period with six ULOs — two from each site. Much has been
written about ULOs in the 1990s and 2000s, but what does the current organisational climate mean for
their internal dynamics and interactions with purchasers and providers? The ethnography is a topic of
Chapter 3 (see User-led organisations).

We suggested above that there may be a move taking place from collective forms of SUI (of which ULOs
are one) to more individual forms. One such is the possibility, with the development of FTs, for SUs to be
members and governors of FTs. This is a ‘top-down’ development. Nowhere can we find evidence that SUs
asked for this. However, this does not mean it is unwelcome or cannot benefit both user governors
themselves and their organisations. In our three sites, we observed Council of Governor meetings with
user governors present, observed subcommittees, ran focus groups with user governors and interviewed
each council chairperson. We wanted to know how much ‘voice’ the user governors had in organisational
change in the trusts, as well as how they saw themselves in terms of ‘representation’ of a constituency

or mandate to a local group. This part of the work is covered in Chapter 3 (see Service user governors)

of the report.

Having patients or SUs on a FT board represents potential influence at a high organisational level. At the
other end of the scale is influence over one’s own care. This is not new. In 1995 the government'’s
Building Bridges*' stated that SUs should have influence over their own Care Programme Approach,
especially drawing up care plans and arranging reviews. The evidence is that this was not happening
then,** and, even with a review of Care Programme Approach in 2008, is not happening now.** However,
as we saw above, something much more radical is now being proposed and that is that SUs should be
given their own budgets, for both health and social care, so they can personally commission the care of
their choice. In our proposal for this study, we said we would examine personalisation through focus
groups with people who held personal budgets. There are certainly things to be said about this

NIHR Journals Library



DOI: 10.3310/hsdr02100 HEALTH SERVICES AND DELIVERY RESEARCH 2014 VOL. 2 NO. 10

development, which will be taken up in Chapter 3 (see Personalisation). However, we can alert the reader
now to the fact that people in receipt of personal budgets in our three sites were extremely difficult to
find. This was not for want of effort and we conclude that, in mental health at least, this innovation
bewilders staff and SUs alike.

When we planned this study we were acutely aware that we would be working in a complex, dynamic
and constantly changing environment. It is safe to say that the changes we observed and in which our
participants had to conduct their involvement activities, or respond to these, was even more complex than
anticipated. We have therefore devoted a section of the Discussion to considering this context and how it
impacted on mental health SUs, their organisations and decision-makers during the course of the work.

In the last analysis, this report is for managers as much as it is for SUs and front-line staff. We accessed
the views of senior managers in two ways. At the beginning of the study, we held interviews with eight
senior staff in each trust (and including some involved in the emergent CCGs) to find out their opinions on
SUI, the forms that it took and had taken historically in their trust, and especially what they thought the
impacts had been, both positive and negative. Second, we held a deliberative workshop at the end of
the study for the same managers we had interviewed at the start. Here we presented them with our
main findings and asked for their views. This was more than a dissemination event as we were asking
them actively to help us interpret the information we had collected. We changed some of our own
interpretations as a result. The interviews are detailed in Chapter 3 (see Managers’, commissioners’ and
clinicians views on user involvement) and are drawn on in other sections of the report, as are the
interpretations offered in the workshop.

Patient and public involvement

Patient and public involvement has been central to this research project from inception, to execution,

to dissemination. The clinical research group from which it arose, and which designed it, comprised SU
researchers, social science academics, clinical academics and service providers. Thus, it was collaborative
and the role of SU researchers was strong from the beginning. In addition, a penultimate draft of the
protocol was sent to five SUs with different experiences of research to make sure that the study would
capture what is important about SUI in service planning and delivery from the perspective of those
involved. This commitment to PPl in research has been continued in the project itself. The chief investigator
is a SU researcher who additionally has long experience in the SU movement in mental health as well as
the wider disability movement. There is SU representation among the research assistants, including again,
experience in the wider disability movement. There is also a SU researcher on the steering group, who
also brings a wider cross-disability perspective. This perspective has been very important for the work on
personalisation. However, as specifically mental health SUs, team members know at first hand that the
discourse and practice of psychiatry can be problematic in terms of diagnosis and therapeutics, and also
that mental health services can be coercive. As such, there is much ‘insider knowledge’ that allows us

to frame questions in a way that is most relevant to our participants. In terms of data collection and
interpretation, there is, of course, an issue about whether or not this makes any difference so as to
augment the quality and relevance of the work. The literature is ambivalent about whether or not SU
researchers obtain different data to conventional mental health researchers for quantitative methods
(Rose et al.** suggesting that they do, but Rose et al.** suggesting no difference). However, for qualitative
methods there is evidence that SU researchers both collect and interpret data differently from conventional
researchers, and in a way that is more in tune with the priorities of SUs themselves.*> The bulk of this
study uses qualitative methods and this implies that we were able to elucidate the dimensions of user
involvement in mental health that are important to our participants. Earlier in this chapter we saw that the
mental health SU movement in earlier days often counted some academics as ‘allies’. These allies are
represented on the team, as their work is represented in our project. They have conceptualised the
position of mental health SUs in the changing landscape of the last 30 years, as well as conducting
empirical work. So this study does not just involve patients and the public in minor roles in the research
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INTRODUCTION

team, or even just as steering group members, as is often the case. PPl is central to its empirical work and
also its theoretical contribution. In terms of PPl in research this study is collaborative and could indeed be
said to be SU researcher led.

Aims and objectives

The overall aim of this project is to examine how managers and key decision-makers have responded to
user involvement activities in mental health and to identify how they facilitate or impede effective patient
and public involvement. This is a novel aim, as there is a great paucity of literature on what the impacts
of user involvement activities have been, especially in terms of the responses of key decision-makers.

Our secondary main aim is to look at the changing face of user involvement in mental health where more
‘traditional’ models may be giving way to more of a focus on individual involvement, for example in the
area of personalisation. We have linked this overall research question with the following objectives and
specific research questions:

1. What have been the impacts of user involvement in mental health in terms of service development,
delivery, commissioning and personal benefit to users? We have the same research question for
front-line staff.

2. How do managers and other key decision-makers respond when ULOs approach them seeking change?

3. Moving to a more individual level of user involvement, what is the role played by user governors on
trust boards and how do key decision-makers on the boards respond to them?

4. What are the implications of the move to ‘personalisation’ in both health and social care, specifically in
terms of the role of ULOs in brokerage and care planning?

5. What are the underlying assumptions, beliefs and values held by senior managers about the benefits
and drawbacks of user involvement in mental health and how do they individually and collectively
respond to, facilitate or impede this?

NIHR Journals Library www.journalslibrary.nihr.ac.uk



DOI: 10.3310/hsdr02100 HEALTH SERVICES AND DELIVERY RESEARCH 2014 VOL. 2 NO. 10

Chapter 2 Methods

he study uses mixed methods, this approach having been argued as most pertinent to the study of

organisational dynamics and change.*®**’ Ferlie?® argues that research methods in organisational
studies have undergone a ‘paradigm shift’ in recent years moving from the more positivist to the more
interpretivist. He argues that it is possible to deploy a range of methods within a single study, each being
appropriate to the research question. We used surveys, in-depth qualitative interviews, ethography, focus
groups, case study designs and deliberative workshops as appropropriate to the phase of the research.

Sample and setting

Different sampling strategies were used for different phases of the research, as will become clear below. In
terms of settings, the study took place in three NHS FTs. Two of these were metropolitan (trusts A and B)
and one was rural with a small urban population (trust C). All are FTs. They cover an area with over

9 million residents, of whom > 220,000 are estimated to be in contact with mental health services.

The two metropolitan trusts service a population that is younger, more ethnically diverse and with greater
mental health needs than other parts of the UK.*® The sampling of the two metropolitan trusts is
conceptual. Trust B is paying close attention to lay representation on the trust board, the object of our
investigation in phase 2 — stage 2. Trust A is undergoing reconfiguration. As these two sites are urban,

we selected a more rural site, as rurality may impact on the nature and outcomes of user involvement.

Phase 1: the impact of user involvement - survey

A cross-sectional survey of SUs and providers was conducted in the three mental health trusts. The targets
of the study were people who use mental health services and front-line mental health professionals who
work in these services. Fieldwork for the survey began in July 2011 and was completed in April 2012.

A guestionnaire with closed and open-ended questions was used to collect the responses of both SUs
and front-line professionals. SUs were interviewed in person by members of the research team, and
professionals were invited to participate using a self-completion online questionnaire.

The survey addressed the respondents’ experiences of participating in user involvement initiatives, as well
as their views about the impact of various forms of user involvement activity. During the initial phase of
the interview respondents were screened for eligibility and verbal consent was sought before proceeding
with the survey questions. Following informed consent, SU participants were provided with written
information about the project and were encouraged to express themselves freely and independently when
completing the questionnaire. Professionals were contacted by e-mail 1 week prior to the distribution

of the electronic survey, giving them the opportunity to review the informational material and opt out of
receiving the electronic questionnaire. Basic demographic information was collected, but no respondent
could be identified.

Sample

We aimed to collect responses from 100 SUs and 42 front-line professionals [21 community psychiatric
nurses (CPNs) and 21 social workers] per trust. Potential participants for the survey of SUs’ views were
identified by attending Community Mental Health Teams (CMHTSs), outpatient clinics and local day centres.
It was hoped that by identifying SUs through ordinary clinical contexts, such as waiting rooms and
outpatient clinics, it would be possible to obtain the views of a representative sample of SUs.

The sampling frame for the survey of front-line mental health professionals was drawn up using data from
the human resources departments of each trust. E-mails were sent to a random sample of mental health
nurses and social workers asking them to complete an on-line survey. This was supplemented by visits to
CMHTs in all three trusts. Social workers and community mental heath nurses were approached in person
and asked to complete a paper version of the questionnaire.
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The numbers of front-line professionals interviewed were hypothesis driven and based on a power
calculation. We predicted that social workers would be more influenced by SUI activities than nurses, and
more likely to have directly participated in user involvement initiatives. There is support in the literature for
this*® and user involvement is a mandatory part of social work education. The sample size was based on
the ability to test the hypothesis of a difference in mean outcome scores between two independent
groups: social workers and CPNs. We therefore estimate the sample size to be able to detect a
standardised effect size of 0.5, considered a medium effect size. To be able to detect at least this
magnitude of a difference with 80% power at the 5% level of significance (two sided) we needed

63 participants in each group and this corresponds with 21 in each group per trust as given above.

Questionnaire design

The survey gquestionnaire was based on a core set of questions derived from reviews of literature
conducted by Rose et al.*' and Crawford et al.*® The survey design also built on the findings generated
from the Rose et al.’s* user-led study investigating the perceptions of activist and non-activist SUs on the
outcomes of user involvement.

Section 1 of the questionnaire contained a series of examples of user involvement activities and SUs

were asked to identify forms of involvement, if any, in which they had participated. Based on a modified
template of the SU questionnaire, section 1 of the professional survey also included a comprehensive list of
user involvement activities. Professionals were asked to identify areas where they had direct experience

of involving SUs.

Section 2 of the questionnaire consisted of a series of questions asking SUs and professionals about the
impact of user involvement on various areas of service delivery. We used a six-point Likert scale to measure
SU and staff perceptions about the level of impact SUI had within particular contexts of mental health
service delivery.

Section 2 of the questionnaire also included a series of open-ended questions. Participants were asked to
identify examples of both the positive and negative impact of user involvement activities, and could enter
their responses by writing in the open-ended text box sections of the survey. Some respondents gave
verbal responses, with a researcher writing down the answers in the relevant section of the questionnaire.
In the concluding question of section 2 of the questionnaire, SU participants were asked whether or not
they felt user involvement was beneficial to them personally. Professionals were asked if SUl was beneficial
to SUs in general. The question listed three response options (yes, no, my views are mixed), followed by an
open-ended section asking both sets of participants to further elaborate on their answers.

In section 3 of the questionnaire, SU participants were asked to provide additional details, including their
age (in age bands), ethnicity and gender. SUs were asked additional information about their diagnosis and
length of time that they had been in contact with mental health services. Mental health professionals were
also asked about their professional background (social work, CPN) and length of employment within
mental health services.

Data analysis

The analysis of the quantitative data involved calculating the frequency and distribution of survey responses.
Levels of involvement in different activities were calculated. Descriptive statistics were also used to (1) assess
the extent of participation in different types of user involvement activities and (2) determine the total
proportion of SUs and staff who felt that involvement was having a positive impact. All quantitative data
analysis was conducted using SPSS version 20 (SPSS Inc., Chicago, IL, USA). We used a binary logistic
regression to examine factors associated with whether or not SUs and front-line professionals had been
involved in user involvement activities. Diagnosis categories were omitted from the list of predictor variables
owing to the low response rate associated with this question in the survey. The dichotomous dependent
variable was calculated as the response given by professionals and SUs, to the question of whether or not
they have had been involved in user involvement activity (yes/no). We used the ‘Enter’ method to perform a

NIHR Journals Library



DOI: 10.3310/hsdr02100 HEALTH SERVICES AND DELIVERY RESEARCH 2014 VOL. 2 NO. 10

standard regression analysis in which the relationship between explanatory variables and the main outcome
is adjusted for the impact of all other variables in the model.

Open-ended sections of the questionnaire were analysed using the qualitative data analysis programme
NVivo version 9 (QSR International, Warrington, UK). A thematic content analysis was used in the review
of the data.*® The primary researcher studied each of the participants’ responses and identified themes
emerging from the data. Following the completion of the initial thematic analysis all responses were
reviewed and reassessed to achieve consistency and avoid discrepancies.

Phase 1: impact 2 - senior staff interviews

Sample
In order to explore what senior staff thought about the current state of SUI and the impact it was
achieving, we undertook semistructured interviews with:

three chief executive officers (CEOs)

three consultant psychiatrists

six staff involved in commissioning and contracts

two senior managers with social care responsibilities and one lead on personalisation
two senior clinical managers and one occupational therapy lead;

five team leaders and one general manager for recovery teams.

The interviews were conducted in a place of the respondents’ choosing, usually their place of work.
The interviews were digitally recorded and transcribed.

Topic guide
The topic guide was based on previous work into SUI** informed by our knowledge of the configuration of
SUl'in the three trusts.

Analysis
In this analysis we considered the responses across the three trusts, highlighting any particular differences
that emerged, but we did not undertake a trust-by-trust comparison.

Analysis was conducted using NVivo software. A coding frame was developed, drawing on previous
research into user involvement and public participation (see Barnes et al.** and Appendix 7). This
framework included both descriptive and analytical codes. For example, methods for involving SUs
described by interviewees were coded descriptively (involvement in staff recruitment, user councils, etc.);
analytical codes were used to capture the discourses that framed the way in which respondents spoke
about user involvement — by reference to empowerment or consumerism, for example. Further codes were
added based on initial readings of interview transcripts.

Phase 2

Phase 2 falls into three stages, all of them deploying qualitative methods. Stage 1 is an ethnography of
ULOs. Stage 2 used qualitative methods to investigate user governors on FT boards and stage 3 took the
form of focus groups with people in receipt of personal budgets.

Phase 2: stage 1 — user-led organisations

Design
This stage, based on research question 2, used an exploratory, multiple case study design,®' with a specific
ethnographic framework. We aimed to look for both literal and theoretical replication.
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Sample
We aimed to examine two ULOs per trust: one traditional and one more specific.

Data collection

We studied the ULOs ‘in action” as they interacted both among themselves and with purchasers and
providers. We asked each group to identify a key goal that the research might study. This might relate

to an ongoing issue that the group is pursuing or involved in (e.g. service commissioning) or it may be a
specific time-limited project (e.g. developing SU-led audit process). The aim was to focus on a live issue on
which the group was engaged during the study period in order to follow through the process of action
and dialogue as it happens, and to identify how change takes place and what is achieved during this
period. Given the focus of the study, we encouraged the groups to identify goals that involved interaction
with key decision-makers. We asked two group members to keep reflective diaries and record key events,
who was involved, what their expectations and responses to specific events and interactions were,
providing ‘thick descriptions’ which would enable analysis not only of what happened, but also of what
factors were facilitating or acting as barriers to impact.®> Meetings with decision-makers during which
critical events/issues were being negotiatied were observed by a researcher. Internal meetings of the
groups themselves, as they discussed their goals and the outcomes of meetings with decision-makers,
were also observed. Towards the end of the ethnography, researchers undertook follow-up interviews with
key informants. These interviews were digitally recorded and transcribed. We aimed for a 12-month period
for the entire exercise, calculating that this should be enough time to identify outcomes and relations
between users and managers. In this stage, we also asked group members how being part of a user group
may have impacted on them personally, for example by developing new skills, confidence or widening
their social network (although the opposite may be true if a disproportionate amount of work falls on the
shoulders of key individuals). Using observation, fieldwork notes, reflective diaries and interviews allowed
the triangulation of data and also ensured that the data were grounded in the experiences, reflections

and perceptions of the participants.

Data analysis

The interviews were analysed adopting a thematic approach® supported by the qualitative software NVivo.
We aimed to identify those moments when progress on the achievement of the identified goals moved
forward or was impeded and what accounted for that. Interpretations of meetings relied on field notes
which were analysed using ethnographic principles of ‘thick description’ and interpretation®*** made
possible by the combination of data collection methods described above. The analysis was inductive
although it drew on what is already known about ULOs and the advantages and disadvantages of this
form of organisation in mental health service development and delivery.

Phase 2: stage 2 — user governors on foundation trusts
With this phase, based on research question 3, we move towards a more ‘individual” level of user
involvement in mental health looking at mental health SUs as lay members of the three trust boards.

Sample

All three trusts are FTs and so are obliged to have both user members and user governors. Trust B had a
complex system of subcommittees and trust C a rather weaker one. As trust B had developed its system of
lay governance to a much greater extent than the other trusts, descriptive comparisons can be made.

Data collection

Data collection was by observation, focus groups and interview. Researchers observed the board of
governors, which is the main meeting of all governors and took fieldwork notes. In trust B, subcommittees
were observed in the same way and in trust C one pre-meeting of user governors was also observed.
Additionally, a focus group of user governors was convened in each trust, focusing on what influence they
believed they were able to exert, and this was digitally recorded and transcribed. Finally, the chairperson of
the board of governors was interviewed and this interview too was recorded and transcribed.

NIHR Journals Library



DOI: 10.3310/hsdr02100 HEALTH SERVICES AND DELIVERY RESEARCH 2014 VOL. 2 NO. 10

Analysis

The analysis of this qualitative data was essentially the same as for stage 1. However, little is known about
the influence user governors have on FTs, if any, and so this analysis was essentially inductive, although it
did draw on the same analytic framework used in the interpretation of the senior staff interviews.

Phase 2: stage 3 — personalisation

We have seen in Chapter 1 that government policy is that support for people with disabilities should move
to a model of individual commissioning and this is known as personalisation. The aim of this stage was to
see how this is proceeding from the point of view of recipients themselves.

Sample

Personalisation at the time of this research was mostly by means of individual budgets administered by
local authorities. There are four local authorities in trust A, five in trust B and three in trust C. We aimed to
carry out focus groups with people in receipt of individual budgets in at least two of the local authorities
in each trust. Participants were accessed via gatekeepers, often staff who had participated in the senior
staff interviews.

Data collection

Data collection was by means of focus groups, which highlighted assessment criteria [Fair Access to Care
Services (FACS)], the amount of money allocated and what people spent it on, including restrictions on
what they were permitted to spend it on. We were also interested to examine personalisation as a move
to more individualised service provision and, so, included questions in the topic guide to see whether or
not recipients ever ‘pooled’ their budgets in a form of collective provision.

Data analysis

As with SU governors, little is known about the perspectives of people receiving this kind of support,
although we do know both that uptake is modest among mental health SUs and yet that when mental
health SUs do access this form of provision it seems to have a beneficial impact on quality of life.” We took
this into account in the thematic analysis.* It is also known that local authorities utilise FACS differently
and, so, this was be part of the analysis.

Phase 3: deliberative workshop with senior staff

Aim

We sought to enlist the help of senior staff in the interpretation of our findings. The deliberative workshop
was more than a dissemination event, as we wished active involvement in the interpretation of the whole
study. This is consistent with a main audience for the project being the community of NHS managers.

Sample
All senior staff who had participated in the qualitative interviews in phase 1 were invited to the half-day
workshop, which was held on 1 March 2013 in the headquarters of trust B — this being a central location.

Data collection
The following presentations were made:

Survey Results — Service Users and Front-line Staff.
User-led Organisations.

Complexity and Change.

Barriers and Facilitators to Effective User Involvement.

This was followed by an open discussion, which was digitally recorded and transcribed.
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Analysis

These data were not subject to systematic analysis but used to illuminate findings from throughout the
study. This is consistent with the format of the workshop. User involvement is government policy, as we
have seen, and hence it is the policy of all trusts. The issue is what happens at a more behavioural,
attitudinal and organisational cultural level, and this is what the deliberative workshops aimed to
uncover.”® We sought to understand the ‘subtext’ of managers’ discourse around user involvement in
mental health while also making their own concerns central. We focused in particular on the kinds of

issues raised by SUs in previous phases of the research, and investigated the way that senior managers
conceptualised and responded to them.

NIHR Journals Library www.journalslibrary.nihr.ac.uk



DOI: 10.3310/hsdr02100 HEALTH SERVICES AND DELIVERY RESEARCH 2014 VOL. 2 NO. 10

Chapter 3 Results

Phase 1: impact of user involvement - survey results

Mental health user involvement has received increased emphasis since the National Health Service and
Community Care Act 1990. Since its implementation, successive administrations have increased the
emphasis of user involvement in service delivery and design. As a result of a series of policy initiatives,
patients across all medical specialties are increasingly able to exercise choice and influence the services
they receive. SUl in mental health services has become an integral aspect of service delivery and has
developed across several areas including training, service development, management and research.'3%
Despite widespread promotion of a range of different approaches to incorporating the views of SUs in
the development of health services, questions remain about the effectiveness of these different methods.
In response to the relative lack of research on the impact of user involvement, Rose et al.*'*° highlighted
the need for a further exploration of the outcomes of user involvement, instead of the ongoing focus

on research examining user involvement processes and mechanisms. Rose et al.’s*® research on user
perceptions on the impact of user involvement initiatives looked at the views of ‘activist’ and ‘non-activist’
SUs. The research concluded that both groups of SUs, regardless of their level of engagement, felt that
user involvement was having an important impact on services. The present study builds on the findings
emerging from this research by looking at the views of a wider sample of SUs, as well as offering a
more comprehensive analysis by including the perspectives of front-line mental health professionals.

Aims and setting

The overall aim of the survey was to ascertain the views of SU and front-line mental health professionals
about the impact of SUI in various areas of service delivery. In addition, the survey was designed to
examine SUI and provider awareness of different forms of user involvement and the extent to which SUs
and professionals have been involved in these activities.

Results

Of 630 SUs who were asked to participate in the survey 302 (48%) agreed. Most participants (n =201,
66.4%) were recruited from community mental health and recovery clinics (66.6%), with 86 (28.5%)
recruited from day centres and 14 (4.6%) from community-based substance misuse services. A total

of 438 professionals were invited to participate in the online survey, of whom 95 (21%) submitted a
completed questionnaire. A further 48 members of staff were approached directly by a member of the
research team and completed a paper version of the questionnaire.

Overall, 45.5% of the sample fell within the age group 35-49 years (n = 132). In terms of ethnicity,

64% of the respondents (n=191) were from a white ethnic background, with 35.9% (n=107) from BME
backgrounds (including black British, Asian and other ethnic groups). In terms of contact with services,
nearly half (n=142) had been in contact for > 10 years. The full demographic figures, including
frequencies means and percentages for the sampled population of SUs and professionals, are presented
in Table 1.

Data on the number and proportion of SUs and staff who had been involved in one or more user
involvement activity are presented in Table 2a. Table 2b shows the portion of patients and staff who had
been involved in specific activities and had reported a positive impact of the area of user involvement they
had experienced.
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TABLE 1 Descriptive statistics of the study sample: SUs and professionals

SUs

Age groups (years)

Gender

Ethnicity

Length of time in contact with
mental health services (years)

Professionals

Age group (years)

Gender

Ethnicity

Length of time working in mental
health services (years)

Professional background

<34
35-49
>50
Male
Female
White
BME
0-5
6-10
>10

<34
35-49
>50

Male
Female
White
Non-white
0-5

6-10

>10
Social worker

CPN

13
50
33
69
30
45
55
12
29
54

24
13
18
28
32
13

13
28
23
23

135
52.1
34.4
69.7
30.3
45

55

126
30.5
56.8

19.6
52.2
283
39.1
60.9
71.1
289
10.9
283
60.9
50.0
50.0

33
38
28
65
34
54
45
30
23
46

31

20
27
26
17

16
26
24
25

333
38.4
283
65.7
343
545
455
30.3
232
46.5

14.9
66.0
19.1
42.6
57.4
60.5
395
10.6
34.0
553
49.0
51.0

21
44
30
43
57
92

33
22
42

26
17
10
37
42

13
32
24
24

221
46.3
31.6
43.0
57.0
92.9

7.1
34.0
22.7
433

85
553
36.2
213
78.7
91.3

8.7

43
27.7
68.1
50.0
50.0

67
132
91
177
121
192
108
75
74
142

20
81
39
48
92
100
34
12
42
86
71
72

23.1
455
31.4
59.4
40.6
64.1
359
258
254
48.8

143
57.9
27.9
343
65.7
74.6
25.4

8.6
30.0
61.4
49.7
503

Results broken down by NHS trust.

NIHR Journals Library www.journalslibrary.nihr.ac.uk



HEALTH SERVICES AND DELIVERY RESEARCH 2014 VOL. 2 NO. 10

DOI: 10.3310/hsdr02100

‘9|qedijdde jou ‘e/u

901 8-
L11016°0
6'lCorEE
LLOYg L=
9l 0y -
60 Y'Y
€0l Oy 9[-

1’90} €€e-

7’6 01 99—
9'lE 018V
8'CColee-
L€l OYEG
7'EL019¢E-
OLL oYY L=
€0L 016" L—

D %S6
9% ddUIBHIQ

L85
ey
8'€¢C
9'LY
98¢
L'1lS
L9¢€
Ll
LCE
€/9
099
0°5€
£9C
L'19
Ll

%

LE
9¢
Sl
0€
3l
LE
44

81l
LE
6€
L
9l

paAjoAul 30N

8ty 13
295 Sy
ly €€
8'€C 6l
0'S€ 8¢
8'89 S5
0's¢ 0¢
29 S

€0¢ 9l
L6l €9
99 €9
8'€E LT
8'8¢ €C
095 144
9l €l

u
PaAjoAu|

(EVL =N) Hers

9'1¢ 0198
G801 G-
L'Vl 018l
7’80} |/~
9'q 01 9'G—
8€LOIL¢C
7’80} |'G—
6l 01yl
L'Vl 0190
601 €8~
601l e~
10l 0} 8'%—
€901 -

D %S6
% 9duaiayld

Svy
IS4
(a4
9y
9€C
8'lE
Sy
§'89
LYy
€69
¥4
(414
9'¢CC

%

€L
€S
8€
0L
LE
0§
[
Ll
L
68
0§
0L
519

u

paAjoAul 10N

sjeuoissajoid pue sns 4o uonendod pajdwes ay3 Jo sdsiels aAlRdidsSaq ez 319V

e/u

e/u
€0¢ 8¢
L Ve Ly
LSy €9
L'€ES [44
9'LC LE
L8l 14
ly 95
8'8% 08
8'GE 514
v9 88
¥7'0€ 374
6'Sy 29
L'EC 43

u
paAjoAu]

(zoe=N) NS

NdD
13310M |e120S
B

4d

\4

oL <
0L-9
sieak G—0
JNg
SHUM
dewsa
3[eIN
05<
67-G€
veES>

dnolb |euoissajoid

1Sn.]

(s1eak) ¢sadInIBS Yum
BUINIOMADEIUOD Ul SWI |

Anpluyp3

19puUsD

(s1e3k) sdnoub aby

© Queen’s Printer and Controller of HMSO 2014. This work was produced by Rose et al. under the terms of a commissioning contract issued by the Secretary of State for Health.

17

This issue may be freely reproduced for the purposes of private research and study and extracts (or indeed, the full report) may be included in professional journals provided that

suitable acknowledgement is made and the reproduction is not associated with any form of advertising. Applications for commercial reproduction should be addressed to: NIHR
Journals Library, National Institute for Health Research, Evaluation, Trials and Studies Coordinating Centre, Alpha House, University of Southampton Science Park, Southampton

SO16 7NS, UK.



RESULTS

*AJIA1DB JUSWSAI0AUL J3sSN JO 9dA} SIUL Ul paAjoAul Bulaq papodas oym Jaquinu ayi i sebeiusdiad asay} bunendjed 1o} Jojeuluousq e

0°0¢
€76
098
0'sL
L6
'S8
69
005
688

Joedwi aanisod
bunuodai 9,

l €9 S 0'0L
Zl €91 €l 2’89
LE 095 974 L'v9

€ 0'S v €18
8¢ €19 3% 9L
€C 8€E Lz 8'LL

6 €91 €l 09,

4 0'S 14 8'€6

8 €l 6 7'98

pedwi aanisod PAAJOAUL %, POA|OAUL "ON Joedwi aanisod
Hfunpuodai ‘oN Bfunuodai o,

Hes

L
Sl
3%
€l
9l
vl
6l
Sl
LS

pedwi aanisod
Bfunaodas "oN

L

6'Gl
v'ov
9Ll
sl
0€l
1’8l
9Ll

pedwi aA13Isod 40 sy10dal pue JUSWIA|OAUL JO Sealy gz I19V.L

ol
[44
9
9l
¥4
8l
14
9l
65

S92IAI9S BUIUOISSILIWO D
S9DINIBS BulydIeasay
S3DIMBS Bunenjeay

S92IMI3S Buibeue|p|

Hels buluies

}JB1S JO JUBWINNIDDY

spiem juaiedur buibuey>
S9DIAIDS [elrUSpISal buideys
s901M9s Aep Buideys

JUSWBA|

18

NIHR Journals Library www.journalslibrary.nihr.ac.uk



HEALTH SERVICES AND DELIVERY RESEARCH 2014 VOL. 2 NO. 10

DOI: 10.3310/hsdr02100

Figure 1 shows the overall percentage of staff and SUs who had taken part in various forms of activity,

with the overall levels of reported positive impact in each area. The statistics are presented as percentages
of the total sample of SUs and staff, including those who had not taken part in the various forms of user
involvement activity. Results about, and levels of, reported positive impact of user involvement differed
across the three trusts. SU participants in the metropolitan trusts (trusts A and B) were more likely to report
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FIGURE 1 Levels of participation in user involvement and percentage of respondents reporting positive impact.

Percentages of total sample of respondents: (a) SUs; and (b) professionals.
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an overall positive impact of user involvement than participants in the rural trust (trust C). Their perceptions
on the overall impact of user involvement across the three trusts are shown in Figure 2.

The results of the logistic regression examining factors which predict professional and SU participation in
user involvement are shown in Table 3. The model shows the professionals in the age group 34 years and
under are more likely than other age groups to be involved in SUI. White professionals were associated with
a higher likelihood of being involved in user involvement activity. In terms of professional background,
social work professionals were more likely to be involved in user involvement than CPNs. Increasing length
of employment was a further predictor associated with SUI. Among SU participants, increasing length of
contact with services and gender were associated with a higher likelihood of participating in involvement
initiatives, with men being more likely to have experienced user involvement activities than women. In terms
of ethnicity, SUs from BME backgrounds were more likely to be involved in user involvement initiatives than
white SUs.
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FIGURE 2 Service user perceptions of the overall impact of user involvement across the three NHS trusts. (a) Trust A;
(b) trust B; and (c) trust C. Denominator for calculating these percentages is the number of respondents who reported
being involved in this type of user involvement activity.
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TABLE 3 Odds ratios associated with predictors of being involved in SUI

Age (years) Age (years)
<34 1.00 <34 1.00
35-49 0.90 0.47 1.73 35-49 0.15 0.03 0.66
50-64 0.80 0.38 1.72 50-64 0.10 0.20 0.59
Gender Gender
Female 1.00 Female 1.00
Male 1.55 0.94 2.55 Male 0.79 0.36 1.7
Ethnicity Ethnicity
White 1.00 White 1.00
BME 1.95 1.18 3.21 BME 0.55 0.24 1.29
Time in contact (years) Length employed (years)
0-5 1.00 0-5 1.00
6-10 2.09 1.04 4.19 6-10 3.25 0.59 17.8
>10 2.48 1.28 4.81 >10 1.1 1.77 69.9
Professional group Professional group
n/a n/a n/a CPN 1.0
Social worker 1.91 0.90 4.06

n/a, not applicable.

Benefits and disadvantages of service user involvement reported by

service users and staff (qualitative analysis)

Table 4 shows advantages and disadvantages of SUI as reported by SUs and staff. The responses are from
the open-ended sections of the questionnaire which elicited people’s insights and views on the positive
impacts of user involvement. As a part of the analysis, responses were qualitatively evaluated and
categorised according to themes. In addition, the answers given by the survey participants were studied in
order to identify core differences and similarities between the views of professionals and SU participants.

Having a say and being included

Professionals and SUs were generally in agreement about the benefits of user involvement. Both groups of
respondents identified ‘having a say and being included in decision making’ as an important positive
outcome; however, professionals seemed to frame this particular benefit in terms of empowerment and
the ability to exercise choice and control. As two professional respondents noted:

A client on my caseload became actively involved as a service-user representative for our monthly
team meeting. She found this to be empowering and confidence building. She felt that being able to
put forward concerns raised at a separate service-user involvement meeting allowed herself and
fellow users to be heard.

Feeling that they are being listened to, acknowledgement that they bring expertise, feeling more
equal partners, feeling they may have been able to affect positive change.
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TABLE 4a Benefits of user involvement reported by SUs and staff

Having a say, being included in decision-making 35 SUs having a say, empowerment 26
Improvement in service design/delivery 25 Benefit to SU: therapeutic self-esteem recovery 16
Feeling listened to/opportunity to give opinion 20 Improvement in quality and type of services 15
Personal benefit: therapeutic, self-esteem, recovery 13 SUs feel listened to or valued 8
Opportunities for social interactions 11 SUs as source of knowledge expertise
Access to information about services/treatment, etc. 9 Access to information about treatment 3
Getting involved in groups and activities 7 Opportunities for professional development 3
Improvement in clinician—user relationship 7 Positive use of time, making a contribution 3
Opportunities for professional/skills development 5 Other 4
Other 4
TABLE 4b Disadvantages of user involvement reported by SUs and staff
Involvement tokenistic/does not lead to changes 11 SUs too negative, unconstructive criticism 12
Users not being able to participate owing to health 8 May be detrimental to mental health 9
SU input not seen as important 6 Those involved not representative 8
May be detrimental to person’s mental health 5 SU input not seen as important 6
Other 3 Involvement tokenistic/does not lead to changes 6
Unrealistic demands made by SUs 4
Other 2

One professional made a particularly powerful statement about the importance of user involvement in the
area of empowering people who use services:

It's empowering but more than that it's about tailoring services to the needs of those using them.
Having a voice for those who have traditionally had none. Acknowledging the wholeness of someone.
Just because someone has had difficulties in one aspect of their life does not make them less able to
suggest improvements and increase understanding.

Unlike the professional respondents references to empowerment were rarely made in the answers given by
SUs. The ability to exercise control and choice was articulated in more general terms as seen in the

following responses:

I have a chance to say my piece. It affects the service | get. I'm glad they started using service users to
impact services. | feel very involved in my treatment.

People were able to give opinion about day services and influence the trust in making decisions.

On a primary level | can have a say on how services are. It allows me to give my views on services.
It allows me to have a say.
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Overall, 35 SUs and 26 professionals identified ‘having a say’ as the important outcome and this was the
response most frequently highlighted as a positive benefit of user involvement.

Improving services

A considerable number of SUs and professionals (n = 25; n= 15, respectively) described improvement to
services as a significant positive outcome of user involvement initiatives. Professional respondents often
referred to user involvement as a way making services more responsive to SU needs. SUs seemed to place
a smaller emphasis on this, highlighting general service improvement and positive changes to the way
services are delivered. Overall, the comments of SUs and staff about the role of user involvement in
improving services were very similar, as seen in the examples below:

Involvement of service users in policy making helps to fill any gaps in the way services are delivered.
There are still things that could be improved.
SU respondent

Service user involvement resulted in good changes in mental health services.
SU respondent

Service users have been involved in improving the service greatly through their feedback on the service
and helping staff to acknowledge their needs in a more positive way.
Professional respondent

They have supported the team to better able to reflect with service users about the gaps between

what services that they want and what services we provide.
Professional respondent

Services being more responsive to their needs. Services being provided for the benefit of service users
rather than to suit staff. Being able to turn what could be a negative experience into a more positive

one, particularly if things change as a result.
Professional respondent

User involvement as therapy

Professionals frequently identified therapeutic benefits associated with user involvement, as well as the
positive impact of engagement activity on self-esteem and overall recovery (n = 6). Although less frequently
than professionals, SUs identified similar personal benefits of user engagement (n=13).

The responses given by professionals and SUs about the therapeutic benefits of user involvement were
very similar, as seen in the following examples:

The whole experience of being involved and respected has helped me trust service providers and is

good for my self-image and thus contributes positively to my recovery.
SU respondent

I have been a volunteer at (location) day centre for a year now (.. .) and this has had a huge influence
on my confidence and a marked improvement in my mental well-being. A very good way to improve

your well-being.
SU respondent

I have one person who has been volunteering at a day service cleaning this has given her structure to
her day and given her purpose whilst she is recovering. This has also boosted her self-esteem.
Professional respondent
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Having a work role is very important to someone’s self esteem and confidence. | also believe that
structure Is very important when you are recovering. It is rewarding and therapeutic to be able to
share lived experiences.

Feeling listened to

A significant number of SUs (n = 20) identified feeling listened to and respected as an important outcome
of user involvement. As seen in the examples below, participants who highlighted this particular benefit
seemed to recognise the value of being acknowledged and respected by service providers:

It’s empowering and beneficial to self-esteem and recovery to be listened to and respected. It helps
us and service providers if they are aware of our insights and needs. Service users often know what
best (despite their mental condition) is just from experience.

[l was] Able to say what | felt and happy they listened.

Professional respondents (n = 8) also highlighted the importance of giving SUs a sense of feeling listened
to as an important effect of user involvement and gave similar descriptions as SU participants when
describing it:

It gives them the idea of being listened and adhered to by the service/organisation.

Feeling that they are being listened to, acknowledgement that they bring expertise, feeling more
equal partners, feeling they may have been able to affect positive change.

They feel listened to and part of the ‘system’ that is supporting them.

Opportunities for social interaction

In their comments on the benefits of user involvement, 11 SUs highlighted opportunities for social
interaction as a positive aspect of user involvement. Only two professionals shared this belief. Examples of
some of the SU responses are presented below:

It gives me the opportunity to talk to other people.

Access to housing, walking groups and activities such as cooking and interacting with friends.

Negative impact of user involvement

Both SU and professional respondents generated fewer ideas about the negative impact of user
involvement. SUs most frequently referred to tokenism and failure of involvement initiatives to influence
change as the main disadvantage of user involvement initiatives (n = 11). Comments on this subject
included the following statements:

Users involved in order to ‘rubber-stamp’ decisions, i.e. paying lip service to user involvement.

I don’t know what happens when | give my opinions. | give my opinions about the service and things
don’t change very much.

Very little is implemented. You tend to go with the flow.
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In their comments on the negative impacts of user involvement, eight SUs observed that mental health
issues may prevent people from taking part in user engagement activity. As demonstrated in the following
examples, respondents highlighted the difficult challenge of managing a mental health condition while
balancing commitments associated with user involvement tasks:

Because of your mental state you are not able to catch up with the work speed.

Mixed wards, not able to feed back about this, but opportunity was there. Would have wanted to
give feedback but unable at the time due to illness.

A number of SUs (n =6) commented on the relatively low status of SU input within mental health service.
As one SU observes:

In my experience both here and other places service users opinions don’t really matter. It's all about
what the staff wants or think is right.

Service users also highlighted the negative impact of user involvement on the health of those of those who
become involved (n =5). There was a general recognition among these respondents that commitment to
user engagement initiatives can be associated with significant pressure and stress:

Consultation process re. future of day services led to stress and possible hospital stay.

For some people the experience might be too much and the experience might result it them going
back to hospital.

The uncertainty that the suggestion of changes brings can be quite destabilising to people with
mental health issues.

Not being listened to and no positive constructive changes made which affect me in a negative way.

Professionals highlighted the issue of overly negative and unconstructive criticism from campaigners as a
negative an outcome of user engagement initiatives, with 12 respondents highlighting this as a problem:

Generalised criticism of all social workers in a training session not dealt with in a reflective way but as
an opportunity to have a go.

On one occasion it was quite disruptive as the service-user was extremely negative . . .
Sometimes at events with clients it can be a challenge for clients to voice appropriate opinions.
Used to be quite an aggressive aspect to service user involvement . . .

Similarly to SUs, professionals highlighted the issue of the negative impact user involvement may have on
the health and self-esteem of those who become involved (n =9):

Patient dropped out of peer support volunteer scheme which resulted in a negative impact on
his self-esteem.

One needs to be selective when involving service users. Some service users thrive and embrace
experience, whereas for some it is more stressful and can have a negative impact on their self esteem.
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Professionals (n = 8) also identified the issue of ‘representativeness’ of individual SUs who become involved
in shaping services. They questioned the rationale of identifying people to represent the wider population
of SUs. Comments included:

Service user campaigns regarding services delivered may sometimes represent only a small service
user demographic, i.e. those currently well, articulate, empowered, and perhaps those from a long
background of MH care which doesn’t necessarily reflect the views of today’s newer service users.

There are often the same SUs some of whom have not been known to services for many years.
Sometimes service users champion their own cause and things become too focused on them.

Tokenistic practices and involvement initiatives that do not lead to change were identified by six
professionals as a significant disadvantage of SUI. Comments included:

Service user involvement is often tokenistic, particularly when service users are consulted in making
decisions about changes. More often than not consultations take place after important decisions
about restructuring and reorganisation have already been made. Service users are asked about their
opinion regarding these changes however they have little power to veto or change any decisions.

In this current financial climate decisions are made quickly and ‘consultations’ are often rushed

and retrospective.

As mentioned above | am not sure the users involved in the changes felt that they had any influence
and that it was just a fait accompli.

When it's tokenistic and service users are given questionnaires and/or asked for their opinions on the
service but receive no feedback and/or action plan relating to this.

Professional respondents also noted that user involvement may not be seen as important within mental
health services (n =6):

I can think of times when they have been asked about closing inpatient beds and | think their input
has been ignored.

I cannot think of any input a service user has given that management have either listened to or
acted on. Management and those involved with commissioning do not in my experience listen to
service users.

Four professionals felt that user involvement initiatives may give a platform to SUs who make unrealistic
and unreasonable demands that are unlikely to be satisfied.

The only negative impact | have experienced within my current service, is service users who (. . .)
criticise from a point of view of unrealistic sense of entitlement to health and social care.

Demands made of service that is unrealistic.

Of the 302 surveyed SUs, 138 (46%) reported having been involved in some form of user involvement
work. Participation levels among professionals were similarly high with 55% of the 143 mental health
workers reporting experience in at least one form of user engagement activity.

Participants who had taken part in user involvement work were likely to report a positive impact of the

type of user involvement activity they had experienced. With a significant proportion of the sample
recruited from community day centres, SU participants were most likely to report a positive impact of user
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involvement in running day services. SUs were also likely to have participated in service evaluation and
providing feedback about mental health services. This is not a surprise. As highlighted by Beresford,>® SUI
in this area has become ‘significant and widespread’ within health and social care, with funding providers
and service commissioners emphasising the need for evidence that includes SU perspectives. However, this
involvement has not been documented before.

Mental health workers were most likely to have direct experience of user involvement in training, a finding
which is reflected in other studies highlighting the mainstream position of user involvement in professional
education and training.>>*"7° A significant number of professionals had experience in involving SUs in
service evaluation, although they were more likely than SUs to report a positive impact of this form of
engagement. This is not surprising, as the results of evaluation initiatives — such as the national patient
survey — are rarely fed back to patients, and professionals may be more aware of the outcomes of service
improvement initiatives. Both SUs and professionals were least likely to have experience in the area of
commissioning services.

The results of the our survey mirror the findings of Kent and Read,*® which showed that most mental
health professionals viewed SUI positively. Kent and Read’s study highlighted that professionals from
psychosocial backgrounds were more likely to predict and associate benefits with user involvement than
professionals with a more biological/medical background. Our analysis has shown that both groups of
professionals were highly positive about SUI; however, social workers were more likely to have direct
experience of user involvement activity (see Table 3).

An important strength of the current study lies in its broad perspectives on SUI and the diverse

range of user involvement mechanisms covered in the study. The structure of the questionnaire allowed
for a measurement of the levels of participation in user involvement, as well as an overview of people’s
perceptions on the extent to which various initiatives were having a positive impact. Furthermore,
participants were able to elaborate on their positive and negative experiences associated with user
involvement. The inclusion of professionals, including social work and psychiatric nursing practitioners,
added further depth to the study by encompassing multiple viewpoints on the subject, ensuring greater
confidence in conclusions drawn from each group of respondents. A further strength of the study was the
sampling method. SUs were recruited from ordinary clinical contexts, including community mental health
clinics, day centres and community-based substance misuse services. All participants were recruited and
interviewed in person by a member of the research team, with the focus being to collate a representative
sample of SUs from individuals attending mental health services.

The survey has some important limitations. Although SUs were asked about their experience of SUI in the
various areas of user involvement activity, the survey did not address the level of experience of SUs. There
was a high degree of variation in the interpretation given by SUs about the areas of user involvement
covered in the survey. For example, many, although not all, of those who reported experience of user
involvement in running day services had not participated in the management of high-level decision-making
within such services but had contributed in other ways, such as volunteering or had participated in
organising groups and activities. Similarly, many of those who reported being involved in service evaluation
had simply filled in a questionnaire or submitted a feedback form. However, regardless of the level of

SUI, SUs were optimistic about the positive impact of their engagement in user involvement activity.
Nevertheless, it must be stressed that our results are of SUs' perceptions of impact. In the chapters to
follow we look at impact in practice.

Another limitation of the study is the possible response bias of participants, who may have been
compelled to give ‘'morally right’ responses to questions about user involvement. A further limitation
relates to the fact that those responding to the survey were self-selecting and may have had previous
engagement with the subject. People with an interest in service use involvement or those with a positive
experience of involvement may have been both more likely to participate and more likely to express
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positive views than those with limited experience or interest in the subject. Despite these possible
limitations, efforts were made by the research team to include comments (both positive and negative) from
those who had not been involved in SU engagement activities.

The poor response rate to the online survey targeting mental health professionals was a further limitation,
as we did not know if those who responded to the survey were representative of those who did not.
Nonetheless, their views about factors that promote and hinder user involvement provide valuable insights
into the experiences of front-line staff working in NHS mental health services.

Conclusions

This part of our study set out to determine the overall levels of SUI among professionals and SUs and
ascertain their views on the impact of SU engagement in various areas of service delivery. The findings
have shown that there is a high level of participation in SUI activity and a general endorsement that
involvement has a positive impact. The percentage of SUs and professionals who reported positive
outcomes from activities they have been involved with was high, regardless of the type of activity they had
experienced and their level of engagement in user involvement work. These findings provide an important
context for the more in-depth qualitative work that constituted the next phases of the investigation.

Managers’, team leaders’, commissioners’ and clinicians’ views
on user involvement

Introduction

As we explore later (see Impact, below) the context in which the interviews took place impacted on the
way interviewees were thinking about user involvement and its place within mental health services.

There was considerable uncertainty about the changing environment for mental health services. Early shifts
towards CCGs were starting to happen, although there was little direct experience of how this would
work in practice. Similarly, the introduction of personal budgets in relation to social care and, to a lesser
extent, health care was anticipated to affect at least some SUs. Payment by Results was starting to have an
impact, while the recovery agenda was quite well established in some places and was clearly shaping
thinking. There was a general view that user involvement was an established part of the landscape in a
way that it had not been 20 years before. However, the impact of financial cuts was a source of
considerable uncertainty about the future.

Talking about service users

Service user involvement reflects a shift in the nature of the relationship between those working

within mental health services and those with lived experience of mental illness. So we considered how
interviewees spoke about SUs and what that suggested about the nature of this relationship. One team
leader noted that it was ‘them and us’ when they first started work as a mental health nurse. Has this
changed? We did not ask people directly how they viewed SUs, but rather coded responses in which they
talked about SUs generally or through specific examples.

Two people resisted the term ‘SUs’, emphasising the importance of talking about ‘people’, and in
one case people who could be ‘you’ and ‘I'. This ‘normalising’ perspective was also evident in the
enthusiastic discussion by three interviewees (two from trust C, one from trust B) of the impact of the
recovery approach:

Early on in my training that was the central kind of philosophy . .. recovery philosophy, that people

could do their own thing given resources and materials.
Team leader
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It was also evident in others’ discussions of opportunities for SUs to become employees, and the
recognition that some employees of mental heath services also used services. One talked of taking an
approach based in fostering independence in order to make yourself ‘redundant’. There was a recognition
that some SUs became very expert about their own symptoms and come to their interactions with service
providers having done research into potential treatments.

But comments that located SUs as ‘patients’, as people whose lives were disrupted and difficult, and/or by
reference to their diagnosis and stage within their illness were more frequent. Such comments identified:

® The difficulties that those who are currently inpatients can find in expressing negative views about the
way they are treated.

® The difficulties staff can experience in accessing people as ‘patients’ rather than as members of
user groups.

® The reluctance of some clinicians to recognise patients as people who should be involved in decisions.
The reluctance that may be felt by those experiencing disruption in their lives resulting from their iliness
to face anxieties associated with involvement in service change.
A lack of capacity of those who are excluded and disempowered for ongoing involvement.
Stresses associated with managing personal budgets.
The need to recognise that enabling someone to take part in decision-making requires an ongoing
relationship and a preparedness to take time.
The impact of involving people with different diagnoses on the dynamics of group activities.

® The likelihood that those who are ‘high functioning’ will have less time for user involvement
than others.

® Providers' fears about SUs’ access to senior managers when their ideas and responses may be bizarre.

In addition to ways of speaking about SUs in general, interviewees also talked about those who might be
considered ‘activists’ and others who have taken part in involvement initiatives. This reflected different
assumptions and understandings of how SUI can be experienced and developed. It is also a factor influencing
the likelihood of impact — assessments that those taking part are ‘unrepresentative’ or ‘unreliable’ can act to
limit the seriousness with which users’ contributions are received.

Some interviewees highlighted the significance of an emotional engagement motivating involvement,
and the emotions that can be generated within involvement contexts. Some addressed this in terms of a
perceived need to ‘manage’ emotions, either by training people not to express anger or by recognising
that such involvement can generate anxiety by exposing people to decisions such as cutting budgets.
They suggested that there is a need to explore rationales together and work to sustain relationships in
order to reduce anger. One person emphasised the need for providers to look at the way they work and
the mistakes they make in order to make it easier for SUs to remain involved.

Related comments suggested that it is experiences of bad treatment that often motivate involvement and
that users of mental health services may be angrier than users of other health services — in part, as we
have suggested, because of the potential and actual experience of compulsory detention. This could be
framed as being ‘passionate about a cause’ or as having an ‘axe to grind’. For example:

| don’t mean to sound critical but there are times where you have to be very mindful that an
individual doesn’t hijack the forum for their agenda which has quite often been the case and they are
there promoting their own individual agenda which isn’t necessarily the more lateral experience of
other people.

Team leader
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And this was linked to what are considered acceptable and unacceptable forms of behaviour in the
context of the institutional norms that are often assumed to determine appropriateness:

I think somebody who is very passionate about their own experience and still feeling emotional about
it, you can have an understanding of it. There is always a time and a place, and as | say sometimes
my experience has been that the timing isn’t always appropriate for that person to raise those issues.

Emotional responses defined as bad behaviour were also explained in terms of symptoms of mental illness
and by frustration with the process of involvement. Responses included suggesting that ‘opinions need to
be left at the door’ of involvement initiatives; service managers needed to pick people to take part who
were comfortable dealing with opposing views; and, rather differently, there was a need for providers to
learn from the emotional inputs of SUs.

In contrast with the suggestion that anger motivated participation, there was also a view that some users
were unable to contemplate service changes because they had become too attached to existing ways of
doing things. Here it was attachment rather than opposition to services that was considered to produce
unhelpful resistance to discussions about change.

The need for support and training for users who become involved was discussed by some interviewees.
This reflected a variety of perspectives. There was a common view that it was not helpful to expect
individuals to be able to speak on behalf of users in general and to be effective as a ‘lone voice’ in the
context of a large organisation. Thus, these interviewees spoke of ‘support’ in terms of the value of
working with groups who could both bounce ideas around and offer a collective perspective, rather than
‘training’ for individual users to be more effective in taking part. There was recognition that some user
groups can offer support to other users and some have systems to ‘cover’ when people may be unwell.
Offering support to new or more ‘fragile’ groups to enable them to operate in this way can thus be useful.

Others did talk about training to enable users to be more effective in taking part in official forums. This
was linked both to the need for ‘specialist’ or ‘technical’ knowledge, and to prevent what was referred to
as a 'destructive’ ‘unleashing’ of anger. Specialist training — relating to recruitment processes, research,
commissioning and technical treatment issues — was identified. And for the following interviewee this was
a means by which to ensure greater equality between SUs and workers:

... but actually you want someone that has the skills and training to do it, and if they haven't then
thinking what mechanisms as an organisation do we need to put in place to make sure people are
skilled up . .. you want people who have skills, so when they come in they come in based as equals
into that relationship, they are actually coming in with skills but they just so happen to use services in
some way . ..

The context for involvement was seen to affect whether involved users should be both drawing on and
recounting their own experiences, or reflecting a broader user perspective. Involvement in commissioning
was seen as requiring a capacity to go beyond personal issues relating to a specific diagnosis. In contrast,
SUs contributing to student training about the Mental Health Act were seen to have much to offer
through recounting personal experiences of being sectioned. In this instance, support for those telling
what can be difficult stories was considered important.

One person linked a capacity to contribute with the stage and severity of illness. This team leader
suggested that ‘former’ SUs may be a more reliable source of input than that coming from those on
current case loads who were going through crisis. The contribution of people who have been discharged
who are prepared to come back to take part in user councils on hospital wards was also valued.
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Other comments emphasised the commitment and expertise of involved SUs. Specific examples were
offered, such as one person who had taken a lead in a successful campaign to provide a crisis house with
strong SUI in its running. Many interviewees recognised that there are core groups of committed people
who put in a lot of work and are very knowledgeable. Often this is unpaid and can put a considerable
strain on them.

Commitment was sometimes linked with expertise — that related not only to experience in service use

and in living with mental iliness, but experience in the process of being involved. And a distinction was
made between established user groups that one person suggested should take considerable responsibility
for preparing their members to take part effectively, and those that are less experienced. A degree of
‘crossness’ on the part of those who were less experienced was tolerated in the way that it would not with
‘experienced’ users. Although there was a general sense that becoming better informed was helpful in
terms of user involvement, a clinician thought it could be difficult if people ‘self-diagnose’ on the basis of
reading online literature, and a commissioning perspective that it was unhelpful to hear primarily negative
experiences of services.

The issue of representation’ is an enduring one in the context of SUI. As is often the case, interviewees
used two different meanings of representation, not always being explicit about the difference: they talked
both about active participants as ‘representatives’ of other users, and about whether or not they were,
collectively or statistically, representative of all users. One aspect of this related to diagnosis — it was
suggested that it was harder to get people with a diagnosis of psychosis involved and that there were
splits between people with personality disorder and other types of disorder.

Interviewees saw increasing the range of people who become actively involved as a continuing challenge.
Commissioners were not good at reaching out to a wide range of people, particularly those experiencing
difficulties in their own lives, which made it hard for them to get involved. There was recognition that it is
impossible for one person to act as a representative for users collectively and that a single representative
can become marginalised. One person highlighted a tension in the way in which experienced users can
become part of a ‘groupthink model’ and find it difficult to retain the perspective of those who are not
involved. Another way of expressing this referred to ‘professional users who take on the values of the
organisation they are working with.” Another issue identified was that future SUs may be very different
from current users, and basing new services on the experience of those whose formative experiences were
in ‘old school hospitals’. It is interesting to contrast this with the view that ‘former’ users might provide
more helpful input than current users.

There was some discussion of working with user groups in order to recruit people who could act as
representatives of others, but also of the difficulty of identifying people who could speak to the ‘common
good’ rather than base their input on their own experience. One person talked about the value of
elections as a basis on which to formally represent, but also the need to facilitate those who might be
good at listening to others, but less good at speaking out with a ‘loud voice’ on their behalf. Some
interviewees acknowledged that there are people who tend to ‘dominate’ in all settings — including among
clinicians. Learning to work with strong and different views is part of the process of working with SUs.

The concept of ‘professional user’ is one that has attracted considerable distaste among active users.

It was only referred to explicitly once in these interviews in the context of users who take on the value of
the organisation with which they are working. But there were also comments that users who behave
‘professionally’ are more likely to be welcomed to take part in all kinds of decision-making and a
suggestion that if users were paid to turn up to business meetings more could be expected of them.

Yet ‘professional’ behaviour could also be linked to educated, middle class SUs with the skills to present
views but who were considered to represent only a very narrow range of views.
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From the early days of user involvement in public services in general and mental health services in particular,
it has been evident that people mean and assume rather different things by this. These ideas are based in
very different assumptions about the relationships between SUs, providers and public officials, the purposes
to be achieved through involvement and the political significance of such shifts in ways of making decisions.
The following analysis draws on a study of public participation across a range of policy areas (including
health and social care)** that identified four different discourses within official policies shaping public
participation initiatives: empowered public, consuming public, stakeholder public and responsible public
discourses. We considered evidence for these in the way interviewees talked about user involvement in
mental health and also identified other discursive constructions of what user involvement is.

Although the term ‘consumer’ was not used directly by interviewees, the dominant discourse within these
interviews derived from notions of consumerism. The ‘publics’ (or in this case ‘users’) to be involved are
those that are defined as active consumers of services, with consumer rights and interests in the crafting of
more responsive services. This is reflected in the mechanisms for involvement that are described, in the
values that are expressed in the way user involvement was talked about, and in the purposes it was seen
to achieve (or be intended to achieve).

For some, this has come to be a ‘taken for granted’ position — user feedback is an obvious and integral
part of the way they do business. Comparisons are drawn with restaurants and others who need to
become closer to their customers and ensure that their products are acceptable:

....and you know it’s very basic, if you come into any retail, and I’'m not saying this is retail, but if
you go into retail or a restaurant and you have a bad experience you’re not going to want to go
back are you?

In some cases the purpose of user involvement was thus seen to be (at least in part) to enable the
organisation to become increasingly competitive and be seen as a ‘modern, outward looking organisation’.
This was linked with becoming a FT and becoming ‘more business like':

One of the biggest change for the foundation trust is the sort of need to operate more along business
lines . .. I think, you know, to survive as a business, customers who use the service have to be
satisfied with the service otherwise . .. they’ll feed back to commissioners that they are not happy . . .

From this perspective, involving users in shaping services should mean that users are happier. Responses
that evidence consumer dissatisfactions were cited and one respondent suggested that the SU movement
had made people more aware of their customers. For one person developing a more consumerist
approach was related both to a broadening of user involvement and to the development of regulatory
procedures. Another linked this with PALS, complaints and customer relations.

Some saw self-directed support (SDS) in this context and there was mention of the need for flexible
market development to enable the consumer benefits of SDS to be realised. But one person suggested this
was creating ‘microcommissioners’ rather than consumers, whereas another expressed concern about the
uncertain effect of a move to individual purchasing of services in terms of how feedback can get back

to commissioners.

There was some feeling that questionnaires were being over-used and one person recognised the
difficulty of providing negative consumer feedback while being a current in-patient.
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The empowered public discourse is one that recognises that some social groups are marginalised and
disadvantaged and that gaining a voice in decision-making about public services can be a route to
challenging unequal power relations. When mental health SU groups emerged during the late 1980s this
was the way they conceived of ‘empowerment’, and the term was also used in this way by some public
service workers committed to social justice.?’ But the term has lost much of its force in the context of
official involvement initiatives shaped by consumer discourse. Only one person explicitly talked about SUI
in terms of an opportunity for those whose voices are not often heard to have a say in the way money is
being spent, linking this to the importance of meeting the needs of excluded groups, and recognising that
such needs include matters such as housing as well as clinical treatment. This respondent located this
perspective in relation to the impact of cuts and also referred to the limits of individual purchasing in
comparison with more collective approaches. They also identified the discomfort that professionals can feel
at giving up control over services — recognising that empowering those with little power can mean that
those who were formerly all-powerful feel threatened.

For another respondent, SDS was a way of empowering individuals, whereas another linked the recovery
movement to greater control by SUs and a consequent reduction in professional voice/influence. In this
way of talking about empowerment, respondents were suggesting that particular models and professional
ways of working could lead to empowerment and that empowerment is something staff do to SUs: ‘We
need to empower people to take control.” Another said users had a ‘valuable contribution’ to play and
were ‘empowered to have a unique role’. Another cited an example of outspoken users having power to
access the CEO in ways not open to middle managers. Thus, the term ‘empowerment’ or ‘power’ was not
necessarily related to the transformative implications of the discourse as defined above. Indeed, one
person suggested the transformatory potential of user involvement could be limited by organisational
dynamics and history, and another acknowledged that equating board membership with empowerment
could not be justified.

The stakeholder public discourse identifies SUs as one among a number of groups having a stake in the
quality and good governance of services. Although not as prevalent as the consumerist discourse there
was evidence of this in the way some spoke about the importance of understanding how the system was
viewed from different perspectives within it, in acknowledging the value of including user expertise at
both strategic and operational levels in informing trust activities, and in including user perspectives in
performance review processes. This perspective was linked with methods of involvement enabling
collaborative ideas development following through to implementation, including making best use of
resources at a time of cuts. One respondent contrasted what was seen as a positive role played by some
user governors with others who were seen as having been elected to take an oppositional stance. Here
board membership was contrasted with membership of a ‘lobby group’. Implicit in this was the notion of
different stakeholders being prepared to work together to reach decisions, in contrast with an approach in
which SUs sought to pursue what was important to them.

The responsible public discourse emphasises the role of individuals and groups in owing duties to the state
and to other citizens and adjusting their conduct accordingly. In the context of public participation and
user involvement it refers to a preparedness to contribute directly or indirectly to the good governance of
communities and services. There is thus some overlap with the observations about the role of ‘cooperative’
governors in the previous section. Apart from this it was rarely evident in these interviews. One person
referred to ‘responsibilities as well as rights’ in relation to DNAs, whereas another referred to the jointly
owned enterprise — ‘what you do in order to help manage your condition’. A rather different comment
evidencing this discourse was from an interviewee who talked of the responsibility of user groups in
relation to their own organisation and sustainability.
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One team leader identified resistance from SUs to being put in a position where they were expected to
take responsibility for decisions:

Service users were . .. as an issue, bringing to the consultative meeting that we had between the
consultant, myself, another team member and the service users and it was something to do with
people perceiving that too much responsibility for a problem . .. the responsibility was being placed
back with them. But service users said but we have come here for help . ..

This reflects what are considered to be negative consequences of this discourse: that receipt of help is
contingent on being prepared to take an active role in decision-making.

Other ways of thinking and talking about user involvement were evident in these interviews. One particular
feature of user involvement in mental health has always been a view of this as ‘therapeutic’ — a view

often contrasted with involvement as empowerment. There was some evidence of this way of thinking in
the context of active users being seen as role models for others; the work of the ‘recovery college’ in
providing training, the development of self-coping strategies and the support available to people from
working collectively:

You know some of the reward might be because it actually makes you feel better and is good for
your well-being.

This notion of user involvement as therapeutic has links with the responsible public discourse — if you take
responsibility for your own and others’ problems this will make you feel better:

So I'm a big fan of helping people to move from a more passive to a more active stance in terms of
problem solving, problem management so [ think involving service users in thinking outside their own
specific and thinking in the broader . .. | think supports their own, you know, self-coping strategies.

The notion of user expertise was also evident, and there was also some discussion of user involvement as
‘work’ — a task to be done, something that people should be paid for. The concept of the ‘expert patient’
is one that has developed and been applied in many health settings since the 1990s, and there were
many observations about the ‘knowledge’ dimensions of SUI. These reflected the value of experiential
knowledge and of challenges to assumptions of ‘professionals know best. However, acknowledging the
significance of user involvement as an epistemological challenge to professionals is not the same as
suggesting that professional power to define the issues is undermined:

... you know the way care is planned . . . the professional still has too big a voice often.

... when mental health policy changes it's because the psychiatrists who are seen as the most
powerful group, the most qualified, the best paid, they have the strongest voice because they lobby
the government and then nurses, clinical psychologists, social workers, and OTs might also have a
voice and publish work but it’s a united voice, it's no-one’s personal point of view. It's formalised as a
professional, scientific, this is the right way to go about it, this is the medication that works.
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Personal positions regarding service user involvement

We also sought to understand how interviewees saw their own position, both in terms of their personal
responsibilities for enabling users to be involved and the extent to which they expressed personal
commitments to this. This is important because of the likely effect of attitudes and commitments on
the impact of involvement.

Some interviewees in all categories talked not only of their personal commitment, but also of responsibility
for creating a culture and ethos of SUI within the organisation as a whole, or that part of it for which they
had responsibilities. One spoke of her career being centred on SUI.

As the manager of a team | think you can set the tone of a team, the approach of a team and sort of
the prevailing attitude.
Team leader

Personal commitments could emerge from the benefits it was seen to produce. One CEO suggested

that the benefits of user involvement far outweigh the challenges. Another response suggested that
commitment to user involvement at an individual level was linked to improved compliance resulting from
involving users in treatment decisions. One commissioner suggested that SUI was implicated in their own
credibility, whereas another evidenced their commitment by referring to recruiting a consultant to advise
on developments in user involvement.

But not all of those who expressed a personal commitment considered that SUI, as currently practised, was
working. Some identified specific gaps, such as the involvement of people with psychosis, whereas others
spoke of the limited influence of SUs in comparison with other forces affecting decisions about service
design and delivery:

| just don’t think it happens. | think what happens is that decisions are taken elsewhere based on
other notions or financial reasons and that is ultimately what happens | think for major decisions
about things.

And some saw user involvement as ‘someone else’s job’. In two of the three trusts, psychiatrists indicated
that they thought user involvement is a responsibility for managers rather than clinicians, and that they
saw this as a lesser priority than other aspects of their work. One psychiatrist noted that in order to
progress SUI, anxieties about what this might involve and their professional roles needed to be addressed.
A team manager suggested that:

Sometimes a lot of staff seem to get a bit jaded on sorts of user involvement and see it as amore of a
hassle, or that’s extra and I still think there is a lot to be done and for people to appreciate it is the
core of what we do now.

User involvement in practice

One purpose of these interviews was to identify the range of user involvement mechanisms in use within
the three trusts. We did this by asking interviewees to talk about good examples of SUI — what worked
from their experience? Interviewees varied in the extent to which they professed knowledge about different
mechanisms and responses were often quite imprecise and uncertain. People cited examples of practices,
mechanisms and methods that they thought valuable in terms of their attitudes to user involvement and its
underlying purpose. For example, those adopting a consumer discourse talked positively about examples of
feedback mechanisms, including technology-based surveys, indicating that they considered user
involvement to be about understanding how a particular intervention is received. On the other hand, those
talking in terms of empowerment, positively identified mechanisms enabling involvement at different levels
within the organisation, particularly at early stages of service design/redesign.
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Dialogue and working together

Some interviewees identified the value of contexts in which SUs worked with providers and commissioners
and in which there was an opportunity for dialogue. These included mechanisms such as process mapping
and stakeholder events used by commissioners:

Our plan over the next year is that we have four key events with regard to engagement and that’s
not just service user engagement, that’s mixed, that’s stakeholder and service user engagement,
carers and so on. And those are your kind of . .. cornerstones so that as you develop, that is your
main group and then from that group there are people who are then interested in the different work
stream areas and they then work in those work stream areas as a collaborative group together.

However, this referred to a future plan and this commissioner reflected that the dominant mode in
practice was that of consultation, rather than these more deliberative approaches. And as a commissioner
acknowledged, the scope for any change of direction was limited:

... a key part of our work at the moment is around the decommissioning of services as a response to
the savings we are required to meet. And we ensure that service users are consulted . .. | say they are
‘consulted’, it's ‘consultation’ in its more basic form to be honest. It's about information sharing.
Because in terms of actually shaping the decommissioning process, | don’t think they have much of a
voice really in that.

In a context in which service change was often about service closure, there was some recognition that
effective communication, including being honest and transparent about the limits of influence, was
necessary to reduce SUs' anxiety. In relation to service redesign — particularly ward closure — respondents
noted that greater involvement of service users at early stages of decision-making reduced anxiety levels
and, therefore, likelihood of ‘noise’ (i.e. letters to members of parliament).

One context in which there is at least the potential for dialogue and collaborative working is through

user governors’ involvement on FT boards. However, few interviewees were familiar with this. One who
was, because of being a staff governor, was positive about a ‘partnership’ approach to developing quality
targets. Another interviewee spoke very positively about the ‘respectful dialogue’ that had developed in
this context, although also identified what was regarded as ‘outrageous’ behaviour by one user governor.
This person also talked of trying to develop a board with user input that would run particular services, such
as a hospital. This was framed in terms of ‘partnership’ but was not yet in operation. But there was also a
view that the introduction of formal governance mechanisms involving user governors can complicate
mechanisms developed locally within the trust. There was an uncertain relationship between user
governors and constituency-based members’ councils looking at issues such as quality and patient safety.

Opportunities for discussion in forums run by providers to explore intervention models were considered:

We recently had a forum where we wanted people to come in and talk to us about what group work
that we're doing. We had lots of ideas about groups that we could run . .. to fit the model of early
intervention . .. and it was quite interesting to get the feedback . .. they actually didn’t want groups
as such, they wanted something else, delivered differently, educational, more workshops.

This response is important in indicating that opportunities for discussion can enable SUs to question
providers' assumptions about preferred models of service delivery. In another example, a psychiatrist spoke
about being challenged about the value of medication following taking part in a debate at a research
network that aimed to encourage SUs to be involved in research. But another response also suggested
that the validity of the views expressed by current SUs in relation to the development of new service
models could be questioned. The particular context for this was the future of day centres where current

NIHR Journals Library



VOL. 2 NO. 10

users were seeking to maintain the services, but some respondents suggested that ‘newer users’ needs
and wishes were in conflict with those of ‘longer-term’ users. It was unclear whether or how user
involvement mechanisms were enabling differences between SUs to be debated and appropriate responses
agreed upon.

At an individual level, there were also examples cited of dialogue between clinicians and users about
medication and other treatment issues that were considered positively to reflect ‘a more collaborative
approach’ to practice. The different levels at which these more collaborative approaches were taking place
are obviously significant in determining the scope of influence that is possible.

Consumer feedback

There were frequent references to forms of ‘consumer feedback’ via questionnaires and postcards, as well
as more interactive forums in which feedback was invited. Although there was concern in some quarters
that SUs would feel constrained from criticising the services they need, for many user involvement was
primarily about finding out and learning from users’ experiences of services. One psychiatrist said
‘'Feedback on all the services we're offering should be obvious.’

The range of contexts in which feedback was considered relevant and useful was broad. This ranged from
the design and layout of waiting areas: ‘obvious stuff, just stupid environmental stuff’, to mechanisms to
collect users’ views, both quantitatively and qualitatively, to assess service quality and inform commissioning
decisions. Between these was the ‘day-to-day’ level of quality assessment that could involve both
questionnaires and meetings with individuals and groups of users during visits to services.

User feedback can not only be a means of accessing views about services, but also of directly involving
users: through user-focused monitoring and carrying out telephone surveys:

The users don’t just go out and collect patient or service user views. They then have a place and
authority to work with us on the action plan and then hold us to account for implementation . .. and
our very senior directors have to go and account to user panels as to why certain things have not
been done.

The importance of this link between feedback and action was reflected by a clinical manager, who had
talked positively about advocacy and user groups getting feedback from SUs, and how positive feedback
from users had led to the replication of the adoption of ‘associate mental health practitioners’ beyond the
original hospital in which these were introduced. But this person also spoke of the dangers of an excessive
use of questionnaires:

| think we're surveying people to death . .. | feel like sometimes we’re getting poor results and we
don’t like the results so we survey again. What are we doing — surveying until we get the results we
like? And we spend so much time surveying and we are not spending any time looking at what is
behind these results and why we are not doing so well.

They went on to suggest that feedback needed to relate to specific issues where there was an active
consideration of the possible need for change and where action would follow. A psychiatrist in another
trust also reported an experience of being ‘bombarded’ by the number of questionnaires that were in use
and was unconvinced about the value of these. And the following response from a team leader suggests
that SUs may themselves be unconvinced about the value of feedback mechanisms:

I've observed is a real challenge . .. despite inviting people, putting notices up and you know, in areas
of erm, community erm, reception areas you know how would you like to shape this service? How
would you like to give feedback? Post cards or whatever, would you like to, you know, participate in
a coffee morning forum to share your experience in what you’d like to see in this team, but nobody
ever turns up so it'’s a real disappointment.
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There was one view (from a senior manager) that obtaining ‘real-time’ feedback on the way individual
staff were treating people was important, but not something that existed to enable ‘weeding out’ those
who were not performing well. In contrast, another perspective was that it was only after people had

been discharged or had ended a period of treatment that they would be able to reflect and offer a view
unconstrained by the sense that ‘someone’s looking over your shoulder’. This commissioner suggested that
using postcards to obtain feedback on experiences of relationships with clinicians was indicative of a
failure to ensure that clinicians noticed when things were not right.

Peer support

In all three trusts involving SUs in peer support was viewed positively. Mechanisms such as mentoring,
support, training and a recovery college were recognised as of value both to the organisation and to SUs
(both those involved in giving and receiving support). The recovery college was seen as a good example of
coproduction in action and an initiative in which SUs had been involved from the start. One team leader
talked of how peer support could enable a move from ‘user involvement’ into paid work:

We've actually been fortunate enough to get one of our workers, one of our service users onto a
peer-working scheme and into a vocational position as a peer worker . . . this isn’t our invention,
we're just formalising things that probably should and could be happening . .. driven by the service
users’ agenda rather than our own . .. | think It's important to have it that way round and not think
that we’re great because we have achieved this.

However, there was also recognition that this way of working created challenges for teams seeking to
support peer support workers within teams, and ensure that they were not isolated within a team
comprising ‘a group of 25 plus professionals’. A psychiatrist suggested there was a need for realism in the
extent to which it was appropriate to expect services to be delivered by SUs and a note of caution about
peer support being used to facilitate cuts.

Recruitment

Staff recruitment is a very specific context in which SUs are increasingly playing a part, but responses
indicated some ambivalence about the way this was happening and the extent to which it impacted
on decisions.

In some contexts respondents noted that user input had made a difference to the issues that were
explored in interviews:

I involved service users in interviewing the GPs and what was really interesting is erm, some of the
questions that they wanted to ask err, because it really picked out whether or not the GP had an
understanding of people with mental health difficulties.

But one psychiatrist expressed disappointment that the SU panel does not get a vote in deciding who
to appoint.

There were differences in terms of the point at which users were involved in the recruitment process, with
a team leader in one trust suggesting users were given the option about whether to have an informal
conversation with interviewees before the formal interview, or to sit on the panel. A team leader in
another trust talked about involvement at an earlier stage:

Sometimes in the recruitment processes in the past we have used service users in the interview
process, but we have brought them in at wrong part of the process in my view . . . they were not
involved in short listing which then becomes | think . .. a touch patronising, you need to kind of
encourage people from getting the job advert together . . . It is actually thinking about what questions
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they might want to ask and | have seen it all the time . . . there is always a question about services
user involvement the assumption that the service user only wants to ask about that, well actually they
might want to ask about risk . .. they might want to ask about anything else.

This person also suggested that it is important to recognise the diverse expertise people may have beyond
their experiences as SUs, and that these skills could usefully be drawn on in recruitment processes.

Collective action by service users

All the examples considered up to now involve service providers, managers or commissioners inviting SUs
to take part in different ways within consultation, feedback or decision processes at different places within
the mental health system. Our overall study was designed in part to answer questions about what is
happening to another form of SUI- collective action among SU groups, in the context of systemic and
service delivery changes. Here we consider what interviewees said about user groups and the role they
were playing in user involvement in the three trusts.

Some expressed frustration about not knowing which groups to approach, and also the differing views,
type of input and approach of disparate groups. Some groups were identified as having more of a
‘campaigning’ focus than others that were seen as more ‘collaborative’. From within both provider and
commissioning organisations there was a strong urge to create a context in which different groups could
come together to coordinate SU input, and to debate, if not resolve, any differences that there might be
between them.

Thus, in one trust the attempts to bring SUs together were described as ‘fraught’, but it was felt that
some headway was being made with a trust-wide involvement group. In the same area a commissioner
considered that it would be beneficial if there were more opportunities for different SU groups to debate
issues together in recognition of disparate views and approaches. Similarly, in another trust a manager
talked of difficulties working with SU groups separately from meetings with other stakeholders. This
person highlighted the benefits of individuals getting to know each other and build relationships.

One of the values of collective organisation among SUs was the important role this can play in enabling
the trust to make contact with and engage a wide pool of SUs. And related to this was a confidence
that the views expressed by activists were well grounded:

[The] service user network locally is fantastic, you know there are characters in there who have very
strong opinions but as a group you could go to them, or | could go to them and I think their
opinion would count for quite a lot . .. they’re thought through, they're sensible . .. they engage
in the process.

Trust and commissioner benefits from collective organisation was also identified in relation to their
potential to sell what might be unpopular messages:

... they have a relationship that we don’t have with service users and | think . . . it means that they
can sell a message that . . . a slightly monolithic organisation like ourselves would struggle to do.

The reverse direction of communication was also identified: the value of seeking feedback from SUs on
services received via user groups, as users were likely to give more meaningful responses than they might
to staff/clinicians. This was also considered relevant in relation to research. The role of user groups (and
voluntary organisations such as MIND) in enabling more open and honest communication and expression
of views was linked to a problematic issue of trust between providers and users in some responses.
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The benefits to the organisation of working with the same person who has an overview from many
perspectives was acknowledged, along with a recognition that individuals who lead SU groups can be
pulled in many directions and experience burnout as a result. Also relevant to this were the distinctions
drawn between embryonic and established groups with or without paid workers.

In somewhat of a contrast with the benefits of collective organisation as a means of accessing a broad
range of SUs, one team leader suggested that individuals within groups that are ‘strong and they're
independent and separate from those medical, professional perspectives’ would struggle to have an
opinion, whereas another thought that a minority of SUs would join a user group.

An assessment of impact is central to the aims of this study. Here we consider the types and levels of
impact that interviewees thought were evident. It is important to recognise that not all interviewees
expressed themselves as knowledgeable about the range of different types of involvement that were
happening and also that, as one remarked: ‘you can't delineate and say that thing you did on Tuesday
was SUl and it's separate from the rest of your working life and that had this particular outcome . . . it's so
hard isn't it to pin those things down?’

Level of influence

In part, because of their different roles and positions, interviewees focused on different levels at which

it was possible to identify user involvement impact. Thus, a clinical manager noted the benefits from user
involvement of improving relationships at ‘all levels of the organisation’, whereas a general practice
commissioner mentions involving SUs in managing provider contracts. One perspective from a
commissioner was that although SUs’ opinions had equal weighting to clinicians in assessing tenders,

it was the commissioning support department (e.g. finance) and the PCT board that had most influence
over commissioning decisions.

One perspective from within senior management was that staff lower down the hierarchy could be fearful
of the relationships between users and managers. A clinical manager noted ‘you wouldn't as a service
manager go and ask the chief executive’. But there was considerable uncertainty about the extent to
which the move to FT status with the creation of user governors had any noticeable impact. Some
suggested that boards of governors are effective at holding management to account, but another could
identify no change.

Other responses reflecting ‘high-level” or systemic impact included the overall impact of user focused
monitoring owing to the fact that SUs run meetings, give results and draw up action plans for change that
staff take on and report back on (e.g. improvement in crisis telephone lines). But one commissioner
suggested that users were not ‘comfortable thinking strategically’, which constrained the capacity to
impact at this level.

There were different views about the extent to which user involvement could be considered as systemic
across the organisation. Potentially, user involvement in recruitment processes could impact throughout
the organisation, but those who spoke about this thought it had limited impact in practice.

Changing relationships

Involving SUs in trust governance processes, service delivery, research, commissioning and treatment
decision-making creates a different kind of relationship from the traditional position in which ‘patients’ are
simply recipients of services determined by others. But in what ways did interviewees think these different
relationships could be understood?

One view was that working together with SUs breaks down barriers between staff and users allowing each

‘side’ to get to know people as individuals and that this enabled greater trust to develop. Relatedly, and
reflecting the point made above about increased treatment compliance, was that compliance was improved
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as a result of the development of mutual respect and rapport. One psychiatrist described this in terms of a
change in dynamic between clinicians and SUs towards partnership. Such shifts were considered to be the
result not only of changes of practice within the trust, but also the way in which the internet increased
information availability and initial self-diagnosis. This did not mean that they were necessarily happy about
moving out of: this comfort zone of seeing people as a doctor/patient relationship’ (psychiatrist), and thus
doctors may still avoid taking part in involvement forums. There was also a view that some staff/clinicians
can feel threatened by increased SUI, feeling their expertise is challenged. A rather different perspective
(from a CEO) on the nature of the relationship that emerged from collaborative ways of working was that
users’ relationships with mental health services were moving towards coproduction.

Ways of working

Interviewees identified a number of ways in which they thought both attitudes and ways of working had
shifted because of SUI. For some this was a result of becoming more aware of what living with a diagnosis
of mental illness can mean, and how this helped them focus on what was important, including recognising
‘the disadvantages and discrimination and stigma that service users do experience’ (team leader).

Shifts in professional attitudes and organisational culture were linked to:

a more routine approach to listening to what SUs are actually asking for

the involvement of SUs in recruitment processes

SUl in training for approved social workers, and in more general professional training

challenges presented by user governors in terms of balancing risk/safety with therapeutic care in
inpatient settings, and in questioning specific ideas, such as the use of the idea of ‘clusters’ related to
Payment by Results

® a generational change with younger staff assuming that this is how they should work, (although their
ambitions may be different to how the system ‘actually is’).

One manager suggested that there had been an evolutionary process through advocacy and user
involvement in general away from a ‘mental illness’ model in which professionals were the only experts.

A similar point was made by a psychiatrist who valued opportunities to meet with groups of SUs to reflect
on the practice models being used. And a team leader stated that staff readily embrace ideas that come
from SUs:

If I go into a team meeting and I’m able to say that this is something that we want to think about,
we need to consider and I've got an evidence-base that includes feedback from carers or service
users, that this is what they would like, people will always respond more positively and will be a lot
more willing to take on pieces of extra work if it has that as part of it.

Ongoing SUI was seen as a way of assessing whether or not practice changes translated into benefits for
SUs and this was also a source of sustained pressure to change because there are still ‘numbers of staff
who just don't get it . .." (team manager).

Service delivery

Interviewees identified a number of specific service changes resulting from SUI and some suggested that
small changes to practice could have a big impact. Thus, the following list suggests changes of different
orders of magnitude:

® the introduction of bags for medication collection
® increased demand for psychological therapies as result of increased SU awareness and pressure
® developments in home care and treatment outside of hospital
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developments in crisis and out-of-hours services, including a crisis house, crisis cards and access to a
crisis telephone service

support for associate practitioners in hospitals

maintenance of a day centre.

Other service changes related to the impact of SUI on the specific assessment tool being used which
impacted on the way in which service providers viewed users, and the development of user-defined quality
measures. The impact of personalisation was yet to be felt in any substantial way and there were
differences of opinion about the likely benefits, but there was a suggestion that this would highlight the
rather limited approach often taken by professionals.

Effects on service users

Service user involvement can impact on SUs as a result of service and attitudinal changes it produces,
but also directly through the recognition that users get for the knowledge and expertise they bring to
decision-making. Interviewees’ comments related primarily to the second of these sources of impact,
although the introduction of the recovery college, itself seen to result from SU influence, was considered
to have had positive impacts.

One commissioner noted ‘enormous personal benefits’ to users of being involved in conducting research.
This person noted that user focused monitoring is being used, but believes more involvement in conducting
formal research for SUs is desirable. A psychiatrist noted marked self development in a particularly active SU
who ‘pushed the agenda forward’ over a period of years, and another psychiatrist noted the positive impact
on a SU’s recovery from joining involvement processes. There were many comments about involvement
activity leading to paid employment.

But some interviewees also identified negative impacts of involvement. There was a reference to stresses
associated with user involvement: of someone being ‘pulled in every which way’; specific stresses associated
with the content of documents that needed to be read, and concern that expectations of influence may be
raised when in fact, in their opinion, there is only one course of action. In one case such concerns resulted
in thinking about how to have discussions with users at the start of involvement activity about how stresses
could be managed, with both staff and the SU taking responsibility should the person become unwell.

Barriers to impact

Clear threads of concern emerge around the potential threat that increased SUI poses to professionals.
One such relates to the notion of risk and professionals’ perception of their responsibility for managing this
within a culture that is risk-averse. A chief executive spoke of prioritising evidenced based practice and
adherence to National Institute for Health and Care Excellence (NICE) guidelines within the context of
balancing risk, safety and therapy. However, a Commissioner noted that they are observing change in
relation to this with the implementation of personalisation and puts this down to the involvement of third
parties who were referred to as ‘bridge builders’ who could challenge professionals’ perceptions of risk.

A second thread relates to professionals’ concerns that their expertise is challenged and/or devalued

as SUs become increasingly involved in service design and delivery. Peer support was one focus for these
reflections, and another was a committee related to drugs and therapy. It was in the latter context that
there was an emphasis on technical training before professionals would be comfortable for SUs to play a
part in decision-making. This was contrasted with user input to the physical design of services which was
not considered to require specialist knowledge.

Evidence of some continued sense of ‘threat’ to professionals was in contrast to the view of a commissioner
that times have changed: 'l think many years ago providers couldn’t understand even why you were talking
to people that were using services and felt affronted by the fact that people were trying to change services'.
A manager with an occupational health background identified the continuing dominance of the medical
model within mental health services, suggesting that some staff who work to a ‘diagnosis and cure’ model
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do not recognise users as experts. And another manager described a situation where someone who both
worked in and used mental health services was introduced to staff in terms of their ‘professional’ identity,
but when their identity as a SU was disclosed:

The perception changed really tangibly . . . well you're an expert because you are from the Centre of
Mental Health and you are a service user as well . . . so what we found in those reviews is the idea of
recovery, the idea of working alongside service users, people talk the talk but when you start to chip
away at what their ideology is it is very much around someone who couldn’t work or someone who
can’t engage in something because they are too ill.

Institutional rules and norms

When SUs interact with providers, clinicians and commissioners they are entering into territory that is
shaped by professionalised and official procedures, assumptions and ways of doing business. Here we
explore how institutional rules and the norms, that shape expectations about appropriate behaviour,
impact on the extent to which SUs can influence services, policies and procedures.

A clear message emerges from interviews that attitudes and practice related to SUI are heavily influenced

by the prevailing culture within trusts and the wider context of the NHS and local government. Interviewees
were very conscious of pressures associated with current changes, including the tight deadlines required

in relation to recommissioning and reconfiguration of services, meaning involving users is ‘relatively
tokenistic’ and unlikely to have real impact on ‘what we cut and what we retain and what we change’
(commissioner). Staff unhappiness with changes taking place were associated not only with low morale, but
also poor communication with SUs in the view of one psychiatrist. In a context in which commissioners and
providers are working out what their relationship can and should be, there was a recognition that involving
SUs in managing of contracts ‘fundamentally shifts’ the power balance between users and providers and
that this is very challenging to providers’ existing culture.

These negotiations about systemic and service changes were seen to create specific challenges on top of
what can be considered enduring issues that need to be negotiated in relation to SUI. Those identified were:

1. Managing other responsibilities, such as risk and safety, alongside commitments to user involvement.
One context for this was the implementation of the recovery model:

We need to empower people to take control and have choice over what they do in their life, then
that’s what we should do but as soon as there’s a serious incident, you can’t all of a sudden . ..
make a hundred recommendations on kind of risk management . . .

2. Staff anxieties about having SUs at business meetings in terms of concerns about what can and cannot
be discussed.

3. The importance of being open about what can and cannot be influenced. A view that there was a
need for ‘honesty’ about statutory obligations was related to learning from past experience of
not doing this, raising SUs’ expectations and causing frustration.

Some recognised the way in which norms about behaviours and ‘ways of doing things’ can make it hard
for SUs to play a full part. Others appeared to assume that the ways formal organisations usually operate is
the norm that users need to adapt to:

The sort of behaviour of an NHS meeting is that some of us know how to behave in a meeting.
| don’t think we have been very good at setting up what we want service users to do.
Manager
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Others also spoke about meeting conduct. For example, one psychiatrist noted a need for a strong
chairperson at meetings involving SUs, but then reflected that this is true in many meetings, while another
manager suggested that formal meetings are not the way to achieve effective involvement. A commissioner
recognised the conflicting cultures of the NHS and ULOs and that power differences means it is the NHS
ways of doing things that dominates in relation to how meetings are run, and what information is made
public. This person spoke of the ‘deadening bureaucratic infrastructure of the NHS and the [local authority]’
that made user involvement a poor experience.

It was suggested that there was a need for a variety of ways of ensuring different SUs can be involved,

and that those with psychosis are harder to involve in traditional ways. However, this manager spoke of
adjusting meetings rather than exploring alternative types of forums. For example, they recognised the need
to be mindful of the fluctuating health of users, the possibility of ‘tweaking’ the system to enable continued
attendance, and the need for training in technical issues (e.g. drugs and therapeutics) in order for SUs to
contribute alongside paid workers in committees. In contrast, another manager talked of observing SUs
becoming part of the system ‘groupthink’ and, thus, losing the capacity to ‘hold organisations to account’.
Only one respondent talked in terms of the potential for SU groups to campaign more in relation to

policy initiatives.

Interviewees identified some specific processes that can undermine effective SUI. One related to the
emergent processes of commissioning: the finance department (or commissioning support unit) have
scoring systems to assess tenders which are not understood either by clinicians or SUs, but carry equal (if
not more) weight than the views of each group in terms of reaching decisions. The other is an enduring
challenge in relation to the recompense of SUs for their input: systems set up to facilitate payment to SUs
can cause stress due to the inflexibility of bureaucratic systems unable to pay people over long period of
time to reduce weekly payments in line with benefit regulations.

Ways in which constraints resulting from institutional ways of operating might be reduced were identified.
These included the suggestion (from a psychiatrist) that leadership from senior clinicians can ensure broad
support; and that ensuring information is given in suitable ways will aid users to understand what the
trust was doing and how it fitted the national context.

There was a view that current unsettling of relationships due to systemic changes provided opportunities
for user influence. Thus, a senior manager suggested that there can be differences between what SUs say
they want and what commissioners want to buy, but there is also the potential for SUs to put pressure on
commissioners. They also suggested that health and well-being boards offer opportunities for political
influence. However, suspicion that central control from the national commissioning board will soon be
introduced caused interviewees to consider that opportunities for influence will be limited. There was a
difference in view about whether the points at which user influence can be exerted will be limited due to
diversity of providers, or whether a provider monopoly was antithetical to user influence. But one CEO
thought it is not possible to simply transfer current systems of user involvement into a market-driven
context. And a more ‘generic’ landscape of involvement: via public and patient involvement forums,

LINks and Healthwatch was not necessarily helpful to the mental health context.

The requirement to make significant cuts was considered to impact the level of openness and honesty
professionals felt able to adopt. A manager suggested their instinct is to protect users, but involvement
from early stage is necessary to work in partnership in this context. A psychiatrist recognised the pressure
on managers to effect cuts quickly, but suggested that it ‘wasn’t just service users who weren't consulted
well, neither were primary care groups consulted well’.
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Both team leaders in one trust talked about the challenge of ensuring SUl is ‘afforded a significant
position’ when budgets are collapsing:

... we know we’re driven by finances, so if | go to my managers and say it’s really important that we
develop a better service user ethos they will say ‘well fine but you haven’t delivered on your outcomes
and your service is under threat and you’ll get reviewed and you won't be there any more’.

Staff nervousness of losing employment was identified in another trust, whereas in the third trust the use
of peer support workers to reduce costs was being openly discussed. Performance management was also a
focus for unease. One commissioner noted a resistance to SUI in this because of the subjective nature of
user experience. A manager elsewhere thought the ideal would be that SUs were involved in finding
efficiencies, in assessing key performance indicators and providing live patient feedback, but this is not
happening at present.

Service user involvement itself is a focus for performance management and the following response from
a team leader suggested that the way SUs perform within involvement initiatives was itself a focus
for assessment:

... one of the challenges we've got with services is that we're all under, you know, lots of pressure to
deliver on targets . .. the NHS has to deliver value for money and deh-deh-deh .. . and I think if the
representation from ... whichever group it is or whichever individual, it is not at a level where that
individual can really participate, of course it's going to be difficult . .. You know, so | think selecting
people appropriately . . . | suppose just by virtue of being a service user doesn’t necessarily qualify
someone to participate in the same way we all have to be selected appropriate to, you know, it’s no
use for the individual who's been selected thrown in at the deep end and of course they don’t deliver.

In addition to identifying changes taking place across the board in mental health services, interviewees
also discussed the significance of local contexts. Trust A was involved in a consultation on a merger and
there was a view that if this happened it would make SUI more difficult. Changes in both geographical
organisation and a bringing together of assessment and treatment services in trust C were also considered
to have negatively impacted user involvement. A shift away from local decision-making was also identified
as problematic in this context. And there was also a view that an opportunity had been lost to consult
clinicians and SUs together in a recent process of service redesign. This was an example of consultation
after initial ideas had been developed, rather than in the initial workshops and was considered to indicate
that the trust was ‘frightened’ of earlier involvement.

Conclusion

We draw on these interviews further in the sections that follow. They were a rich source of insights into
how senior staff are thinking about and responding to SUI. They demonstrate that there has been a
substantial shift in organisational culture over the last 25 years with respect to assumptions about

the place of SUI. They indicate a primarily positive view about the beneficial impacts of this, and a
commitment to address the enduring challenges and acknowledged negative impacts rather than see
these as reasons for not involving SUs.

User-led organisations

Introduction

The main task for our ethnography working with six ULOs was to see how they interacted with managers in
pursuit of the goal they had set themselves. Previous work, starting with looking at the implications of the
National Health Service and Community Care Act 1990%**3 but continuing well beyond this,®° has surveyed
the views of managers and of SUs involved in organisational change. There is a duty on purchasers and
providers to consult with users of public services but a large literature suggesting that this usually takes the
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form of rubber-stamping decisions already made by managers.?*®' This literature also almost uniformly finds
a discrepancy between what managers are prepared to do to facilitate SUI and the aspirations of mental
health SUs themselves.?*%? It is reported that managers continue to set the agenda in quite a restricted
manner, both literally and tacitly, whereas SUs have a more wide-ranging set of desires including an end to
social exclusion and the exercise of citizenship rights.?®*%* This links back to the argument in Chapter 1
about SUI constituting a new social movement. In this respect, Barnes and Shardlow®® have argued that in
modern public services, individuals are positioned as both consumer and citizen, in that they have some
power to choose even in a quasi-market but that they also have a role in holding services to account.
However, this is problematic for users of mental health services because they often have limited power of
‘exit’ and so must rely on voice. The exercise of citizenship rights is also difficult as assertiveness and
emotion do not fit with institutional norms of appropriate behaviour (but see below) and may be
‘pathologised’ as a manifestation or return of symptoms.

As we said in Chapter 1, and will elaborate in Chapter 4, this study took place in turbulent times.

The Health and Social Care Act 2012° received royal assent as we conducted our work, opening up the
provider market to a much greater extent than was previously the case. NHS Choices will be extended

to those with mental health problems, and already service reconfigurations have led to cuts in statutory
provision in some regions and a growth in third-sector facilities, including those led by user groups.®®
Perhaps paradoxically, the ‘recovery movement’ has played a role here, with slogans such as ‘get a life not
a service’. This might presage a strengthening of the ‘customer’ role, although two things mitigate against
this. One is the slow roll-out of personal budgets in mental health and their ideology of ‘individualism’,
which we will comment upon later. The other is that the choice of just walking away from services remains
closed to those using them under some form of compulsion or by subtle pressures implying that exiting
services constitutes a grave risk. There is then a modern form of the old tension between giving public
sector customers choice and seeing mental health service users as risky.®” Financial pressures may lead to
withdrawal of services from many, but the focus on risk intensifies the ‘revolving door’ situation. At the
same time, people not deemed risky may be denied a service and remain isolated ‘in the community’ as
personalisation has not materialised or the criteria are inappropriate to mental health SUs or constitute a
very high threshold.

It is worth taking a step back in history to consider how, in the 1980s when national organisations were
forming, and then in the 1990s with a blossoming of local groups, managers and clinicians were viewed and
approached. In particular, it is worth considering some tensions. The first concerns autonomy, which, as late
as 10 years ago, Rose et al.>' argued was essential to successful user involvement in change management in
mental health services. In the early days of the SU movement, the tension revolved around autonomy and
collaboration, both in terms of group membership, as such, and in relation to decision-makers. Unlike the
present, when nearly all ULOs are made up solely of SUs and ex-SUs, even radical organisations such as
Survivors Speak Out, as well as many local groups, had a membership category of ‘ally’. These were most
often carers, those working in the voluntary sector and sometimes social workers or academics. The presence
of the third sector and social workers was partly due to the activities of some groups around the closures of
the old asylums, but also because many thought survivors on their own did not have the power to bring
about the changes they sought. At the same time, key decision-makers were regarded with suspicion and
even those who promised to be allies could find themselves sidelined. Consultation was not trusted as it was
felt that users were being deployed to rubber-stamp decisions already taken. One aspect of the prevalent
attitude towards decision-makers was that many organisations preferred to conduct negotiations ‘on our
territory’. They wanted managers and providers to come to them rather than the reverse, even when they
had little in the way of places to meet. As we saw earlier, some managers used a strategy of declaring
themselves on the side of user groups, at least while it suited them.?®%* The issue of autonomy was still key
to some of our groups as we shall see but it was not unproblematic.

The issue of autonomy is complex, however, if we look at the management literature. lles and Sutherland®”

argue that the role of the ‘customer’ in organisational change is usually that of an external stakeholder.
They have some control and power over the end product but are not usually embedded in the
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organisations that produce this end product. Public services though are not a commodity and they are not
even parallel to the service industry, although some argue that they should be. The reason for this is that
many recipients of public services are there in a long-term relation and, therefore, have a stake in the
internal workings of the industry. In this respect, some mental health SUs are perhaps a limit case because
they live their lives as internal stakeholders. The control wrought over the lives of SUs in the days of the
old asylums could be argued to have been replaced by mini institutions in the community.®® At the very
least, the concern over continuity of care suggests a dispersed service system still catering for many aspects
of the lives of those SUs deemed to have ‘severe and enduring mental illnesses’. Reconfiguring services
may mean that some of this will be withdrawn or changed but it is probably still the case that mental
health SUs are more embedded in the services they receive than any regular ‘customer’ even of other
public services. Beyond this, changes in the relationships between those who provide and those who use
mental health services over the last 25 years have created a number of different identities beyond that of
'SU’: "experts by experience’; peer supporters, user governors, for example.®® Barnes argues that the
mental health SU movement has had to change to encompass these identities ‘offered’ from within the
mental health service system and this further complicates the ‘inside’/'outside’ debate.

What does this mean for the autonomy of ULOs? It does not dispute the argument that SUs need their
own space to decide what to bring to the table in consultations with decision-makers. However, the issues
that concern them are likely to be those that pertain to the internal workings of organisations, such as
provider trusts or social services facilities. From the start, SUs in mental health have claimed the right of a
place on decision-making bodies that govern the policy and strategy, as well as the day-to-day workings,
of organisations.?’ Whether or not this has been effective is a moot point, but it is now accepted policy
and has been for some time. Further, some SU groups have set up their own — ‘alternative’ — user-led
services and these clearly require that the groups running them are autonomous in some sense (Faulkner A,
SU consultant researcher, 2013, personal communication). Funding constraints may compromise this and
make such initiatives precarious. There will also be contractual obligations from funders. Autonomy for
ULOs then is complex.

A further issue already alluded to is appropriate behaviour for user involvement activities, who defines this
and the capacity of SUs in mental health to measure up to expectations of providers and other ‘officials’.
There is another tension between managers and providers wishing to hear the ‘authentic voice’ of
experience and the requirement of what Simpson and House’® call ‘coherence’.?® In the early 1980s, a very
embryonic user movement produced a Channel 4 documentary called ‘We're not mad, we're angry’. Today
it appears mild and somewhat stilted but clearly was meant to pre-empt the view that expressions of anger
with mental health services can be reduced to pathology. The response of SUs and their organisations to
this balance between discourses has been varied. Some tried to learn the language of management and
consultation, whereas others prized their own discourse, linking back to what was said above about
autonomy. Interestingly, in our deliberative workshop with senior staff, one chief executive took issue with
this argument, saying that ‘management speak is meaningless’. Others present said that a SU presence in
staff training was valued precisely because users spoke their own language, bringing home to staff the
reality of living with a mental health condition. The workshop concluded that different ways of speaking
about users' experiences were needed in different organisational contexts. Our ULOs were certainly diverse
in how far they were prepared to adopt a corporate language and there were also differences within the
groups themselves.

Nearly all of the literature that examines the relation between managers and other decision-makers and
ULOs studies the two groups separately. In this chapter, we report on an ethnography with six ULOs,
which included observations of their meetings with managers and their own reflections on these in the
form of diaries. In this way, we hoped to capture more of the dynamic of the interactions and so identify
in vivo what facilitated progress, defined by both parties, and what impeded it or what the ‘sticking
points’ were. Although earlier work could counter pose the views of decision-makers and those of SUs
gathered separately, here we bring them together in order to shed light on some of the issues raised in
this chapter as well as elsewhere in the report.
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We aimed to recruit one ‘traditional’ and one ‘specific’ group per trust in order to utilise Yin's®" conceptual
framework of literal and theoretical replication in case study methods. In the event, in trust A we were
approached by a third group who were keen to be part of the study. In trust B, we failed to recruit a
specific group despite much effort. Both a traditional and specific group were recruited in trust C.

To preserve anonymity, the groups have been named as follows:

trust A: traditional group-metro group
trust A: specific group-arts group

trust A: specific group-identity group

trust B: traditional group-evaluation group
trust C: traditional group-county group
trust C: specific group-research group.

We have ordered the accounts of the ULOs conceptually in order to bring out the themes discussed above.
Trust A: traditional group — metro

Closure

One of the selected ULOs was forced to close its doors near the end of the research period. This was

one of the ‘traditional’ groups. Indeed, it was a branch of a host organisation that had enjoyed quite a
reputation in the national user movement and had much success in campaigning in the past. When we
began our research the host organisation — which, in turn, had been part of a national non-governmental
organisation (NGO) — was experiencing extreme managerial, financial and legal difficulties. The legal
difficulties had led to disaffiliation from the national NGO, with consequent withdrawal of the main
funding source — the proceeds from a charity shop. An interim manager was brought in from outside the
mental health sector and he negotiated a merger between the host organisation and another branch of
the national NGO, which effectively meant the closure of the ULO observed.

The goal metro set itself was to improve communication between itself and purchasers and providers.

The group met monthly, with group members only attending the first half of the meeting, and purchasers
and providers attending the second half. We also observed three meetings between group representatives
and decision-makers and collected the reflections of a diary keeper. In the three meetings between
representatives of metro and decision-makers it became clear that the latter found the group meetings
difficult and that communication was not viewed as good. Adjectives such as ‘challenging’ and
‘confrontational’ were used, and in terms of the goal it was clear that communication started from a low
base. Difficulties were experienced by group members too, who complained about ‘jargon’ and difficulty
with documents being met with referral to other documents. Although there was agreement that members
of the ULO were the harbingers of 'rich experience’ this tended to be outweighed by the problems of
communication expressed by both sides.

These reflections pertain to what was said above about hierarchies of language. Metro did not wish to
adopt corporate language and this was one way in which it prized its autonomy. This could be evident
within meetings with decision-makers when the decision-makers asked for more ‘formal’ information, for
example monitoring data, and representatives of the ULO responded ‘but we know from experience’. In
fact, there were differences with respect to this within the group. The member who spearheaded the goal
of improving communication did adopt more measured tones in the meetings with decision-makers, which
we observed. But in the group meetings many members were forthright, outspoken, angry and worried,
and this was not always regarded favourably by the interim manager, still less the decision-makers who
attended the second half of the meetings.
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Language is one way in which appropriate or inappropriate behaviour and conformity to institutional rules
and norms can be expressed. Other aspects of this ULO's willingness or unwillingness to play the
management game were also evident; they could even be expressed at the researcher, as when one
member said dismissively that one of the researchers was ‘from a middle-class family’. Others felt the need
to leave the room when things got particularly heated.

At an organisational level, it was repeatedly said that metro should form alliances with other groups,
including the ‘in-house’ trust user group and the local LINk. It was also suggested that the local user
experience survey was more informative than the ‘anecdotal’ experiences and complaints brought by the
ULO members from the services they represented. This opinion was also voiced by two of the senior

staff interviewed and perhaps reflects the importance now attached to patient experience surveys at a
government level. It was further suggested that the experiences and complaints brought to the meetings
should be made ‘official’, perhaps by putting them on the appropriate forms. Metro resisted all of these
suggestions, believing that the members represented the grassroots experience of SUs and that they ‘really
knew’ what was going on on the ground. Even the member who was spearheading the goal of improved
communication was concerned at the idea that they should link up with other ULOs and similar
organisations, again on the grounds that it would compromise autonomy: ‘I worry we will be marginalised’.

There was an interesting element to an awayday held by the group. At one point, discussion turned to the
group’s history. There were expressions of great pride in what the ULO had achieved in the past or in
campaigns, which, although ultimately not successful, had been a source of solidarity. But the group
appeared to realise that these days were past or, at least, they would have to reconfigure any new
campaigning endeavour. Ultimately, during the period of our ethnography, although some headway was
made in improving communication between some members of the ULO and decision-makers, it was not
enough to stop the merger of the host organisation, its disaffiliation from the national NGO and the
conseqguent loss of metro itself.

Trust A: specific group — arts

Struggling and strategising

One of the specific ULOs was an arts- and creativity-based organisation, which was effectively a user-led
service providing workshops and other activities to mental health SUs in two of the boroughs in trust A.

At the time of the ethnography it had just lost core funding of 30% from the trust and the organisational
goal was to gain funding to run a training course and fund a co-ordinator to help SUs prepare plans for
personal budgets. In fact, during the ethnography, the CEO was observed constantly trying to obtain funds
for different activities but the personalisation agenda is key because it is government policy and apparently
supported by the local authority (but see Personalisation, below).

The CEO emerged in our ethnography as the vital figure in the organisation. She was very experienced

in user involvement activities and had been CEO for many years. She was content to adopt corporate
language and to comply with other institutional rules and norms in her conversations with decision-makers.
She was observed to constantly highlight possible opportunities for the arts group when conducting specific
negotiations and even to make use of the presence of the ethnographer in meetings in a strategic fashion.
There was none of the difficulty with language and behaviour described in the first case study, and, indeed,
in interview she appeared to genuinely like the managers with whom she interacted, describing them as
‘quite straightforward’. She appreciated that forging good relations with decision-makers was important for
the organisation’s future success. Observations showed that managers were sympathetic to the CEQO’s
concerns regarding how cuts were affecting mental health SUs and there was an element of mutual
frustration. An example concerned the closure of most of the day services in one of the boroughs together
with a lack of replacement with personal budgets. Some SUs were using the premises of the ULO, designed
for arts and creative projects, as a generic drop-in to replace the lost provision. It was agreed this was highly
inappropriate and potentially problematic in health and safety terms.
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The CEO played a strategic card in another way. In talking to the ethnographer she was at pains to show
how, as a ULO, her group had intimate knowledge of SUs’ needs, aspirations and capacities, which
stemmed precisely from them being run by SUs. However, in her interactions with managers she did

not refer to her organisation as user led. She adopted a professional stance, positioning herself as an
on-the-ground worker who had similar experience to any front-line worker in the trust. She used the stories
of people who used her services to make her points but was not observed to use her own story. In this
way, she finessed the very division between managers and SUs that was emphasised in the first case study.

However, the CEO was very aware of how the current financial climate could affect her organisation’s
autonomy, which, in interview with the ethnographer, became clear was something she prized. She saw her
organisation as a user-led service provider, able to meet the needs and wishes of mental health SUs precisely
because it is led by people who have experienced services themselves. In her view, this autonomy was
compromised by the financial climate and the relations she had with funding organisations. Requirements for
constant bidding for funding, monitoring and reporting meant that the organisation risked being funding
driven rather than goal driven. This she saw as not particular to her organisation but a more general risk for
ULOs in the current financial and policy climate.

In terms of the goal to fund a programme for personal support planners, the ULO succeeded in securing
only one-third of what it had bid for. At the same time, during the ethnography, demand was outstripping
supply but not in the way expected. Many SUs wanted to use the programme to write their own personal
support plans. Historically, this would have been a good example of having ULOs involved in
personalisation but the status of this policy now appears ambiguous.

As stated, the ULO was constantly involved in trying to find funding for particular projects. Even as the
specific goal set for the ethnography was not reached in the time of the research, other attempts paid off
and funds for other services were secured. Although this ensured the sustainability of the organisation, it
also speaks to the worry that the services it can deliver are those that appeal to commissioners rather than
those set by the ULO and its SUs themselves.

Trust C: traditional group - county

Working with complex structures

The third ULO to be considered is a traditional one with a long history of involvement in a rural setting.
Unlike the arts organisation discussed above, it is not primarily a service provider but acts to ensure SUl in
the planning and delivery of mental health SUs in one of the counties in the trust and is also involved in
training and research. Like the previous example, however, the CEO of this organisation emerged as a key
figure during the ethnography. She has been active in the group since its inception in 1997.

The local trust was engaged in a reconfiguration of services at the time of our research and the goal

set by the ULO was to make this reconfiguration as ‘user friendly’ as it could be. The ULO decided the
best vehicle for this would be a committee comprised of commissioners, SUs, carers, GPs and advocacy
organisations. This committee was chaired by the CEO of the ULO with some administrative support from
commissioners. The committee’s primary function was to enable users of mental health services to engage
with commissioners and commissioning decisions at a strategic level. The reason this committee was
selected as a vehicle for pursuing the goal was based on a belief that this would be a powerful body,
offering potential for SUs to have influence. However, from the start, one commissioner queried

the appropriateness of the forum as a site to ensure user involvement (as well as the presence of the
ethnographer) on the grounds that the service reconfiguration would have to be implemented by

the trust and so the ULO should be dealing with them. However, the trust did not involve the ULO in its
deliberations regarding the service reconfiguration, preferring to relate to the local PALS. The tension
between autonomous user groups and ‘in-house’ involvement is found here as it was with our first case
study. The ULO was successful in getting a senior trust manager to attend the commissioning committee,
although subsequent invitations to trust staff were not answered. The trust manager then invited the ULO
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chairperson to meet with him, which resulted in the ULO achieving representation on the trust body
concerned with the implementation of the new service.

Once again, the CEO of this ULO positioned herself as having special intelligence in the sense of knowing
what was happening on the ground. She was also aware of more general feelings on the part of SUs that
communication with the trust could be improved in respect to the service reconfiguration. She rejected the
argument that a particular forum should not be attended because it was mainly of interest to staff and to
do with the internal workings of the trust. This links to what was said above concerning mental health
services user groups having more of an ‘internal’ rather than ‘external’ stakeholder status, although trust
representatives tried to position them as the latter.

The structures within which the ULO and its CEO had to operate were very complex and the original
forum itself became more complex in structure, developing work streams to try to avoid the focus of their
goal being put in a tokenistic position. In addition, it was observed that agendas and minutes of the
trust-led forum came out very late, sometimes points raised by SU representatives were not minuted and
detailed feedback was often not forthcoming. The CEO, as chairperson of the original forum, also seemed
to experience ‘role strain’ in her capacity as both chairperson and SU representative.

In the context of this complex structure, it is noteworthy that the CEO made use of longstanding
relationships she had formed in the past. In particular, she is used to working with the senior manager in
the trust responsible for the service reconfiguration, and made use of that relationship at a one-to-one
level to progress her goals. On the other hand, there were clear tensions in the relationships between the
ULO and PALS, especially around channels of communication between trust management and SUs over
the new service configuration.

The members of this ULO were working in a context of organisational complexity and change. It is perhaps
not surprising that the CEO expressed frustration at the amount of work involved in the pursuit of her goal
and of course this was not all she was involved with. She described herself as ‘tired and worn’ and we
saw above (see Managers’, commissioners’ and clinicians’ views on user involvement) that providers and
commissioners perhaps do not appreciate the toll involvement work can take, especially when groups

and individuals are trying to navigate complex structures in a way that both complies with institutional
rules and norms and retains a SU voice.

Trust B: traditional group — evaluation

Adapting by focusing a user-led organisation

The fourth case study is also of a traditional user involvement group, this time in a metropolitan context. It
emerged in the 1990s and the current director has been in post for > 10 years. In that time it has refocused
as an organisation, concentrating on evaluation, research and training. During the ethnography, the group
undertook an audit of the trust’s rehabilitation services, including the views of both SUs and providers.

The director and other members worked closely with trust staff throughout the project. The end of the
audit was marked by a planning day and the work will be taken forward in the evaluation group’s

training programme.

It could be argued that this ULO has captured a niche market. Patient experience surveys are now
commonplace in trusts and there is much talk of metrics and dashboards. However, these surveys are
rarely undertaken by SUs and still less ULOs. Moving into research has allowed the ULO and its director to
claim to bring the SU experience to the attention of managers in a novel fashion. At the same time,
research is held in higher esteem than the kind of ‘anecdote’ that constituted a problem for our first case
study. Research can claim to be ‘representative’ and the ULO’s capacity to follow up with staff training
means the research does not gather dust on a shelf but is actioned. Similarly, the director told the
researcher in interview that she did not feel ‘threatened’ by the development of user governors because
their connection to user groups was generally tenuous and unsystematic.
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Nonetheless, the ethnography revealed some difficulties. These again revolved around complexity and
changing structures. In interview, the director drew a distinction between senior managers on the one
hand, and middle and operational managers on the other. The former were enthusiastic about the work
of the ULO, whereas the latter were more resistant. She described having to engage the help of senior
managers to overcome blocks at more junior levels while at the same time she felt the ULO had ultimate
responsibility for keeping the project on track. She wondered whether or not the level of organisational
change meant that some middle and operational managers were themselves frustrated and tended to see
SUI as ‘somebody else’s job’. There was a particular issue around clinical staff whose medical training may
not equip them to involve SUs in their care at an individual level. In this case, the ‘go-to people’ whom we
describe in the Discussion are senior staff.

Trust A: specific group — identity

Attaining a goal: at a cost

This ULO was a specific one and it represented a minority group that traditionally has been badly served
by mental health services. It was a small group, again with a strong leader with many years’ experience in
the user movement. This experience had given her impressive leadership qualities but also meant she was
mindful of the need to be democratic and draw other members of the group into all discussions and
decisions. Our observations showed that this was not always easy.

The goal set by the ULO was to secure funding for a development worker. A funding bid was prepared for
the local trust’s charitable arm. Quite near the start of our observations, there were meetings between
representatives of the ULO and the social inclusion officer of the trust. As it became clear that some
aspects of the bid were too difficult for a small group to handle, an alliance was formed with a large NGO
representing the minority population and at the close of the ethnography funding had been secured and
the development worker was in post. However, the process was not a smooth one.

The leader of the ULO was clear from the start that the group needed to retain its autonomy. In particular,
she did not want the development worker to be based in the trust or have any line management
accountability to the trust. This we have seen with other groups. She was of the opinion that the in-house
user involvement in the trust was dominated by ‘white upper class’ people who would not understand

the specific issues facing this group. Other group members agreed with this. However, there was a
question of where the development worker, as a paid employee who needed to be on a payroll at the
very least, could indeed be based.

This issue, together with the complexity of the bidding form, particularly its financial aspects, led the group
to approach a large NGO. This group agreed to help and to host the development worker if the bid was
successful. The trust charity eventually did approve the funding and the ethnography then moved to
observing the recruitment process. There was a flurry of acrimonious e-mails, which the ethnographers
were copied into, between representatives of the ULO and the director of the NGO on the subject of the
job description and who would manage the worker. The ULO members were worried that the worker
would be ‘taken over’ by an organisation that knew nothing about mental health. They referred again to
their specialised knowledge as did other groups we observed, but this time in relation to a third sector
organisation. An example was the group’s desire to have a worker independent of mental health services,
whereas the NGO believed a mental health professional would have more authority. These tensions were
evident throughout the observations.

In terms of negotiating style, the leader of the ULO and another prominent member tended to use very
lively language in their e-mails, whereas the director of the NGO was more measured. However, ultimately
a compromise was reached and the leader of the ULO accepted that having the NGO on board meant
they now had more ‘clout’.
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In her reflective diary and in interview, the leader of the ULO expressed the impact of the responsibility she
shouldered on her own health and well-being. Although she sustained a strong and active leadership role,
at the same time her personal well-being suffered. Once the development worker was in post, she was
relieved of some of this responsibility and so, although the process we observed involved significant
personal cost for her, ultimately she benefited at an individual as well as a collective level.

Trust C: specific group — research

Inside out/outside in

The final group was also focused on research but more intimately tied to the trust. The group was
established to advise on the trust’s research governance on SUI, provide advice on the involvement
strategy for research projects, and fulfil the role of a critical friend, combining different kinds of expertise
to contribute to the methodological refinement, quality and impact of research. The person who was
employed by the trust with a remit of developing SUI in research established the ULO and, at the time of
the research, was its chairperson. It was not necessary for the same person to occupy both roles and as
the ethnography drew to a close new posts were being established and discussions were under way to
address difficulties that had arisen related to this dual role.

It became apparent that interpersonal relationships were critical to the success of embedding user
involvement in this part of the trust’s governance structure. Both diary keepers (one was the chairperson
of the ULO) had a longstanding and positive relationship with the director of research. He helped to
navigate many of the issues that arose with other trust staff and was generally facilitative. It was observed,
however, that sometimes the chairperson of the ULO had held conversations with him of which the other
diary keeper was unaware, and this might have compromised her ability to pursue goals on her own.

On the other hand, the second diary keeper felt able to speak more assertively on occasion, as she was
not an employee of the trust.

Being an employee of the trust meant that the ULO chairperson was very familiar with organisational rules
and practices, and with the general culture of the trust. She was observed to be confident in negotiating
with senior staff and to know her way around the procedures of the department. She made full use of her
good relationship with the director. However, she wished the ULO to retain a degree of autonomy and
appreciated that her dual role made this difficult. She was much more embedded in the trust structures
than the other ULO focusing on evaluation and thus had access to management at all levels as well

as clinical academics. On the other hand, the ULO lacked the freedom of the other group and this became
apparent when the issue of setting the research agenda was raised.

The second diary keeper echoed many of our other groups in stating that she would not become involved
in any other user involvement activity in the trust because it was ‘tokenistic’. She believed the chairperson
of the ULO did it ‘properly’.

At the end of the ethnography the conclusion was that the ULO had established more influence over
research governance for ‘in-house’ studies, but less so for hosted studies. Just as the arts group found
themselves hidebound by commissioning priorities, audits and monitoring, so this group had to work with
competing priorities within the research department, such as the necessity of bringing in money (securing
grant funding), the necessities of hitting recruitment targets and requirements for publication so that the
trust would be recompensed for its research efforts.

The final issue that exercised the chairperson of the ULO was less her employment in that particular role
and more her dealings with the human resources department. Rules and regulations for employing staff
meant that lived experience of using mental health services did not count as a qualification for more senior
posts and so, in recruiting others to involvement posts, there were limits on what could be offered.
Although there were some difficulties with holding a dual position in relation to research, the difficulties
loomed much larger in relation to the wider organisation.
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RESULTS

Conclusion

In the changing and dynamic climate in which our research took place, groups were forced to adapt.

The one group which found this nigh impossible did not survive. Others adopted different strategies and
these generated a range of problems that became evident as the ethnographies proceeded. None of

the groups reached their goal in an unproblematic fashion and the processes we observed made clear the
context of organisational change and complexity. We will therefore devote some time to this in Chapter 4.

Service user governors

Introduction

This section covers findings related to the experience of SU governors in NHS FTs, which enables us to
explore one aspect of a move from collective to more individualised forms of SUI. This new form of
governance enables the involvement of citizens and SUs (among others) in decision-making processes.

National Health Service FTs were first introduced in April 2004, following the Health and Social Care Act
2003. Recent reforms to this legislation' continue to inform their regulation. Key characteristics include
independence as legal entities, financial flexibility and specific governance arrangements based on
accountability to local people. Mechanisms for this are via patients and the public becoming members and
governors of the trust. FTs refer to their body of governors in a variety of ways. For ease of reading, we
will refer to them as ‘Council of Governors’ (CofG). FTs are authorised, regulated and monitored by an
independent regulator, Monitor.”" In addition, they are overseen by the Care Quality Commission. Each FT
has a constitution, which states governance arrangements and accountabilities. Guidance stipulates that
an independent person is both the chairperson of CofG and the trust board of directors.

Councils of Governors are made up of:

® elected governors, representing SUs, carers, public members and staff.
® appointed governors, representing local organisations such as other NHS trusts, local authorities and
voluntary services.

Governors’ term of office is usually 3 years, with the opportunity to be re-elected. A key feature of the
governance process is that there is a built-in majority of ‘public’ governors.

Monitor”" states that governors are an essential part of the unique governance structure at NHS FTs,
providing a ‘tangible link’ between a trust and the local community it serves. They state that trust
governors have a statutory duty to:

® appoint and, if appropriate, remove the chairperson and other non-executive directors, decide their
remuneration and allowances, and other terms and conditions of office
approve the appointment of the chief executive
appoint and, if appropriate, remove the NHS FT's auditor, and
receive the NHS FT's annual accounts, any report of the auditor, and the annual report.

In addition:

® In preparing the NHS FT's forward plan, the board of directors must have regard to the views of the
board of governors.
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Additional powers and duties for the CofG in force from 1 October 2012:

® Governors must decide whether the trust’s private patient work would significantly interfere with the
trust’s principal purpose or performing the trust’s other functions.

® The CofG must also approve any proposed increases in non-NHS income of > 5% in any financial year.
Approval means that at least half of the governors taking part in the vote agree with the increase.”

At the time of writing, Monitor were in the process of producing revised guidance for NHS FT governors.
A draft reference guide had been out for consultation and is referenced throughout this chapter.”

Literature relating to the development of FTs”*7* indicates that the models of co-operatives and mutuals
heavily influenced developing arrangements. However, those who have examined their work in practice
suggest that the prevalent model in use is closer to a stakeholder model.”>”® A stakeholder model of
ownership is complex compared with, say, co-operatives, owing to a need to respond to a wide range of
interests from various constituencies with possibly competing priorities.

Operation and membership of Council of Governors

Council of Governor meetings are public and take place quarterly. There is an option to run part of the
meeting in private for consideration of sensitive or confidential issues. Some trusts operate an official
governors-only pre-meeting to enable governors to discuss the upcoming agenda and formulate input to
the CofG meeting. A system of subgroups and committees to the main CofG operates.

Observations for this study noted the formal nature of CofG meetings operating with a prescribed agenda,
dominated by presentations of information from the trust board to governors, supported by dense
paperwork circulated prior to the meeting. There were opportunities for questions and comments, invited
and mediated by the chairperson. Opportunities for discussion or debate were very limited. In contrast,
governor pre-meetings and subcommittees were more informal, with greater scope for discussion and
exploration of issues.

The numbers of governors in the three trusts studied were:

® trust A: 39 total, 26 elected (of whom nine are SUs), 13 appointed
® trust B*: 36 total, 25 elected (of whom seven are SUs), 11 appointed
e trust C: 41 total, 27 elected (of whom 12 are SUs), 14 appointed.

[*This trust was a pilot for the ‘Implementing recovery through organisational change’ (ImROC) initiative
which aims to improve SU outcomes and satisfaction levels. Membership entitled the organisation to
receive an individually tailored package of expert consultancy, access to specialist, user-led training
programmes and materials, and participation in a learning network. Staff attended a 5-day recovery and
social inclusion course. (www.imroc.org/our-work/) (accessed 16 April 2013).]

The following analysis is based on research data (observations, scrutiny of minutes and findings from focus
groups), plus we also draw upon relevant data from other elements of this study and relevant literature.

Governors’ roles

Interviews with chief executives in phase 1 of this study highlighted that a key element of the role of a
governor is to hold trust directors ‘to account’. However, the meaning and implications of this were
unclear. SU governors themselves expressed varying degrees of confusion as to the role of a governor.
Governors in trust A talked of not clearly knowing what their duties or responsibilities were, and governors
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in trust C highlighted a need to work with the trust with a view to clarifying theirs. Both Wright et al.””
and Lewis and Hinton’ found the same issue in their exploration of decision-making processes within FTs:
‘there was a need for consensus between the governors and directors about their respective roles’
(Wright et al.,”® p. 353). One CEO indicated that they had clear ideas around appropriate and
inappropriate behaviour in the role of governors:

One or two user governors have got themselves elected on the back of an absolute platform to attack
and undermine and that’s a shame because it’s a misuse of the role, it's not what it's for and to some
extent there are plenty of lobby groups out there where that is a better place.

While senior managers cite the ability of governors to hold them to account as meaningful, the SU
governors themselves did not share this belief in their agency, although those in trust B were generally
more positive about their role. In trust C, governors expressed differing understandings. Although some
seemed clear that their role was to input at a strategic level, and were satisfied with this, others described
confusion and frustration in relation to the appropriateness of raising ‘operational’ as opposed to ‘strategic’
issues at CofG meetings. They stated that the chairperson emphasised that their role was strategic and did
not extend to dealing with operational, i.e. service delivery, matters. Observations of meetings noted,
however, that operational issues were raised by governors in all three trusts, and received response.
Governors in trust B also had different understandings of their roles. Although some sought to use their
involvement as a way of directly influencing service delivery, others seemed to position themselves as
consultants, providing feedback on services and on the information they received. Respondents in this trust
highlighted the value of a robust system of subcommittees that offered opportunities for influence.

Two committees in particular, one related to member engagement and one to recovery, were valued as
mechanisms for liaising with the wider membership and as forums for discussion and development of ideas.
Some cited these as a route for governors to raise operational issues, which could then be reported to the
CofG if further action was needed. Subcommittees are typically made up of a selection of governors and, in
some cases, trust directors. Research participants from this trust agreed that involvement in the CofG and
associated subcommittees was ‘more than symbolic . . . it’s not tokenistic, tame service user involvement’.
The importance of structures within the trust that facilitate SUI was reported as crucial to this:

I would say that if your question is: does the trust involve us as governors and does it take our
opinion into account? Personally, my answer to that question is, yes it does, absolutely. If your
question is: does it do so through the meeting of the Council of Governors, and the answer is no.

The implication here is that it is the status and access to decision-makers in informal settings associated
with being a governor who facilitates influence, rather than the formal mechanism of a CofG per se.

In trust C, where frustration was expressed in relation to discouragement of governors raising operational
issues at CofG, participants acknowledged that they lacked familiarity with, and clarity about, other
mechanisms that exist within the trust to facilitate SU input. Dixon et al.”® (p. 87) highlight that it is not
only mechanisms for involvement internal to the trust that matter in this regard, but also those in the
wider NHS:

The main mechanism for members to hold the FT to account is via the board of governors. This
mechanism, which is often quite weak in practice, appears to overshadow other mechanisms for
accountability to the local population (i.e. horizontal accountability), such as engagement with
members, local involvement networks and overview and scrutiny committees.

Governors’ lack of information about, and understanding of, alternative routes for influence echo the

experiences identified by some ULOs that struggle to identify where and how they can best interact with
a trust within a complex system.
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Governors in trusts A and C noted difficulties associated with influencing strategy. An example is the
preparation of a draft business plan in trust C that was presented to governors for comment. Although
some felt that this was a satisfactory procedure (based on their lack of time for deeper involvement),
others expressed concern that the scope for influence was minimal, as key decisions had already been
made and incorporated in the draft. The new draft guidance for FT governors notes that although
‘Governors can expect to be consulted on the development of Forward Plans for the trust a forward plan
can be implemented by a trust without governors’ approval,’”? p. 63). Participants in trust A felt that they
had little influence, as decisions were taken by the chairperson and the lead governor.

Monitor requires each FT CofG to elect a ‘lead governor’. Guidance states that this is for the purpose of
ensuring Monitor can liaise with governors directly should involvement of the chairperson be inappropriate.
Each trust has their own job description for their lead governor. In trust B, SU governors made no reference
to a lead governor. Rather, they emphasised the value of the subcommittee structure, noting that a range
of stakeholders took the lead in various ones, including SU governors. However, in trust C, the way in
which the lead governor carried out his role had an impact upon the extent to which SU governors felt
they could exert influence. They expressed concern that the lead governor at the time of the research
demonstrated allegiance to the trust board and that this influenced how he exercised his role. Access to

SU governors within this trust was not easy, partly owing to the '‘gatekeeping’ role adopted by the lead
governor. Researchers’ requests to the trust for SU governor contact details were put to the lead governor
who, it seemed, had reservations about them being given the opportunity to be involved. Once contact
had been established, one SU governor expressed displeasure about the way in which their opportunity to
be involved in the research had been mediated by the lead governor. A similar issue with access to SU
governors was experienced in trust A, although in this case it was the secretary to the board of governors
who was perceived to be playing a gatekeeping role. Researchers experienced no problems when accessing
SU governors in trust B.

The new draft guidelines recognise that there has been some confusion surrounding the role of
lead governors:

Monitor did not originally intend the person holding this role to ‘lead” the Council of Governors or
assume greater power or responsibility than other governors. We recognise that many foundation
trusts have broadened the original intention of this role and given greater responsibility or power to
their ‘lead governor’. Every trust may decide how best to structure its own council . . . directors and
governors alike should always remember that the council of governors as a whole has responsibilities
and power in statute, and not individual governors.

Different trusts interpret and operationalise national guidelines in different ways and we found very
different experiences among SU governors’ experience of involvement in governance in our three case
study trusts.

Arguably, the understanding of the role of governor is also influenced by previous experience of other
formal organisational processes. The governor body constitutes people with varying backgrounds,
experience and knowledge. A system of ‘buddying’ is suggested within FT guidance, with a view to
providing support to governors who may require it.”? Although the guidance encourages buddying
between governors and non-executive directors, in trust C governors buddied with each other. A SU
governor observed that she had deliberately chosen a buddy who had a professional background. Her
reasoning was that this person could advise her on strategies for raising issues to ensure that they would
be better received. She also suggested that such issues might receive a better response if the buddy raised
them, rather than a SU governor. Both FT guidance and SU governors emphasise the importance of
relationships. However, the guidance suggests that building relationships will enable governors and
non-executive directors ‘to understand each other and their respective work better’ (Monitor,”? p. 69),
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whereas buddying was utilised by this SU governor to maximise the influence that she felt able to exert.
Relationships can be of different types and designed to pursue different purposes.

Observations in trust C revealed that the SU governor who contributed most frequently, and whose
contributions were, on the whole, minuted and actioned, was a longstanding governor with a wealth of
experience on other boards and committees. He adopted a formal mode of conduct within meetings,
adhering to prescribed processes such as raising issues at suitable times in the agenda, referencing previous
minutes where appropriate and making clear requests for action. Many of these contributions were about
operational issues, but he was not told that these were inappropriate for CofG meetings. His formal approach
and adoption of the behavioural norms regarded as appropriate to such meetings appeared to legitimise his
input. This contrasts with the experiences of other SU governors from this trust who were discouraged by the
chairperson from raising operational issues. It also contrasts with observations in trust A of an incident where
a question was put by a SU governor at a CofG meeting in a somewhat confrontational manner, resulting in
a defensive response from managers and signposting to dense paperwork.

Observations of meetings enabled researchers to note the nature of contributions from SU governors
and, hence, what type of role they were playing. On the whole, contributors directed their input to the
chairperson and senior managers. The environment was not one of open discussion or debate and we
cannot describe these forums as ‘deliberative’ as this is understood: a process of argumentation that
generates proposals, decisions, etc. as a result of an exchange in which all are able to contribute equally
(e.g. Fishkin”).

In broad terms, SU governors’ inputs can be divided into those that focused on specific aspects of the
operation of the trust and those that were about the operation of the CofG itself. Inputs related to

the operation of the trust tended to focus on specific service delivery issues. At times these were expressed
in terms of raising concerns and offers of assistance from SU governors to address them. However, it was
notable in trust A that input was more confrontational and challenging in nature. Examples of areas of
service delivery focused on by SU governors included: the implementation of a mental health line,
telephone answering/messaging issues, complaints procedures, and impacts on SUs of trust expansion/
reconfiguration. Contributions relating to the operation of the CofG itself were expressed in a number of
ways. There was an example of assurance being sought that support for governors would continue and be
delivered in an appropriate way. In addition, suggestions were made about how the CofG and associated
subcommittees could operate better, for example by implementation of a timeline for responses to
governors; better facilitation of members’ meetings; developing links with CCGs; better timetabling of
meetings to avoid clashes with other governor commitments, and development of systems to better
accommodate SU governors’ fluctuating health. At times contributions were couched as requests for
further information, for example a request for a report on untoward incidents, along with a request

for feedback on the Care Quality Commission’s response to trust work and questions posed around the use
of trust funds. In trusts A and C, SU governors were observed asking for explanations of information that
had been provided in weighty documents, with a governor in trust A being particularly forceful on this
issue. They informed the chairperson that they felt it was unreasonable to expect governors to explore
dense, technical paperwork in order to find answers to concerns, in this case in relation to the management
of risks associated with restructuring of services.

It is striking that the inputs described above are predominantly service delivery and CofG process related.
Those that could be construed as ‘holding the board to account’, such as requests for information on use
of trust funds and untoward incidents were fewer in number. However, as the term ‘holding to account’
has not been defined within legislation,”? it is not possible to clearly distinguish what this might entail.
This suggests a need for trust boards of directors and governors to ensure that a mutual understanding is
developed. Depending on the prevailing culture within a given organisation, this could present a major
challenge. Trust boards of directors understand and work with rules and norms that reflect the NHS as a
large bureaucracy. The varied backgrounds of governors, along with the institutional factors described
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relating to directors, implies a need for thoughtful exploration of terms such as ‘hold to account’ and
‘representing interests’ if participation in CofGs are to be a satisfactory experience for all. This exploration
could usefully include stakeholders examining openly what drives their approach to decision-making for, as
Cairney (p. 76) notes, ‘the rules followed implicitly within organisations may even contradict the rules
espoused explicitly in their written statements’.”®

Agenda setting
One way of exerting influence within a formal meeting is the ability to put issues on the agenda. SU
governors were asked how this works within the CofGs.

By and large SU governors found it hard to shape agendas. Responses included:

It is not possible — the agenda is set by the trust.

They have managed to do so, but only through being tenacious and persistent.
[t might be possible, but they hadn't tried.

[t wasn't necessary as issues were raised and dealt with within subcommittees.

In no case did they refer to the mechanism outlined in their respective trusts’ constitutions, all of which are
very similar. For example, one states:

A member of the Council of Governors desiring a matter to be included on the agenda, including a
formal proposition for discussion and voting on at a meeting, shall make his request in writing to the
chair at least 10 Clear Days before the meeting. The request should state whether the item of
business is proposed to be transacted in the presence of the public and should include appropriate
supporting information. Requests made less than 10 Clear Days before a meeting may be included on
the agenda at the discretion of the chair.

One SU governor was observed noting at a CofG meeting that there did not seem to be a mechanism for
governors to propose an agenda item. The chairperson’s response was that she was welcome to put
forward suggestions and they would try to include them. No reference was made to the constitutional
position regarding agendas in this response.

Service user governors in all three trusts did not consider that they are actively encouraged to contribute to
the agenda of CofG meetings:

It gets circulated around and if we're active enough to disagree with it we can. | don’t think we’re
personally invited to. | don’t personally feel we’re encouraged to, | think that’s a better word, to
contribute to ft.

Trust B, SU governor

Governors in trust A expressed more dissatisfaction with their relationship to the agenda, with a governor
noting that ‘'The chair makes the decisions’. In trust C, they could raise their own agenda items in the
any other business slot. Differences in opinion emerged in relation to satisfaction with this mechanism.
Although some felt that this worked well, others wanted more influence over the main agenda. A trust C
governor cited her attempts to ensure that an issue, the trust’s mental health telephone line, became a
standing item on the agenda:

| feel that every time | have brought it up it’s actually been swept completely and utterly under the
carpet and | keep raising the banner on it and | shall keep raising the banner on it and I shall
not let go.

In trust C, the governor-only pre-meeting was described by SU governors as a vehicle for raising issues
related to the main meeting agenda. This was done in two ways. First, by the lead governor who brought
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issues from the board on which a response from the CofG was needed. Second, governors themselves
raised issues with a view to establishing whether or not the majority agreed that such should be tabled at
the main meeting. Governors were asked to volunteer to input to the main meeting, summarising key
points agreed. The researcher observed a convivial atmosphere, with governors representing differing
constituencies working collaboratively, in a supportive way. One example of an issue on which all
governors agreed was to maintain membership of the FT Governors Association when asked by the trust
board, via the lead governor, to review this due to the associated costs.

Most trust B participants responded to questions about agenda setting by referring to the subcommittee
structure and were positive about their ability to exert influence via this. Particular mention was made of a
subcommittee where a SU governor was the chairperson and one related to recovery:

Several committees and subcommittees, they all have their agendas and they have to do their reports
and so on, they’re then fed onto, onto the agenda ... committees and things like that, they have
their meetings on a regular basis and they have or they make decisions when they want to put
something in front of the members. So that then gets ratified in front of the exec.

One trust B participant thought that SU governors are more proactive than other governors and are the
most influential in subgroups and committees. However, they recognised that only small numbers of
governors are involved regularly, typically between two and four SU governors at each subcommittee
meeting. There was a general perception that in order to have influence it was important for governors
to take the initiative and ‘ask for things’. Although most felt that there were opportunities to join panels
and committees, one felt that the subcommittee system was restrictive and wanted to influence more,
mentioning recruitment committees in particular. Issues related to involvement in selection/recruitment
committees were also raised in both trusts A and C. In both cases concerns were expressed about

the process of SU governor involvement. In trust A, one participant robustly expressed their belief in

the importance of SU governors having meaningful involvement in these committees. They highlighted the
need for back-up plans to ensure that should a SU governor become unwell, a substitute could be found
rather than the process proceeding without SU governor involvement. In trust C, discussion focused on
mechanisms for membership of the recruitment/selection and remuneration committee. The common
understanding was that governors were selected and invited to join by representatives of the trust board.
Some dissatisfaction was expressed with one indicating that they would like to join that particular
committee but thought they would not be invited to do so.

In common with findings from our work with ULOs (see User-led organisations, above), the opportunity to
develop relationships with trust senior management was seen as central to SUs governors' ability to effect
influence. SU governors saw their involvement in this context as a way of ‘getting to know people’, of
having access to named individuals and being able to network with them.

In two of the three trusts (B and C), SU governors highlighted the importance of building relationships
with senior managers and interactions with them outside the formal CofG meetings. In trust A, however,
relationships between governors and trust management were described in more negative terms, with
governors citing major communication problems. The subcommittee process was identified as central to
facilitating relationships, along with informal interactions before and after CofG meetings:

I think if you’re going to make any sort of headway you’ve got to make relationships with people,
with senior managers, outside the council of Members where it’s the ‘networking’ that is the most

important thing, not the formal bit in the meeting.

In terms of making a difference as a service user governor, | think it’s more around the access and
being able to bend someone’s ear.
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These responses suggest that it was less their contributions within the formal CofG meetings that enabled
influence, as it was the informal conversations that took place around the meetings and the opportunities
offered for conversations beyond these particular forums. However, the contrast between what SU
governors said about these informal processes and what we observed within the meetings suggested that
informal contacts did not make it easier for them to influence the formal decision-making process. What is
also unclear is whether relationships (understood here simply as knowing who the person is) with those
who are also governors or managers reporting to governors meetings, are sufficiently robust and well
focused to enable SU governors to pursue issues that may, for example, derive from their involvement in
other user groups. We know that the CEO of one ULO decided to resign from her position as a governor,
as she was frustrated by the lack of influence in that role. Arguably, her networking opportunities came
from the length of her experience in her role within the ULO, not from her formal status as a governor.
And if it is the informal networking that is of value, rather than having a ‘position at the table’ at which
decisions are made, this raises questions about the rationale behind the constitution of FTs being the
source of increased accountability to patients and the public.

Service user governors in one trust also talked about the importance of relationships between them as a
group. A newly elected SU governor had suggested that they meet together. This would allow them to
exchange information and distil which issues were most pertinent to the wider SU population. This indicates
awareness of the value of acting as a group, uniting to represent the interests of the constituency of SUs.

In writing about FTs in general, Wilmot’® questions whether or not such a move would produce the desired
results. He comments on the make-up of elected governors and argues that the diversity and lack of
expertise means: ‘they may well not be able to act in a concerted or focused way, in which case other
elements in the ownership will be able to exert power’ (p. 164). However, there may be a more substantial
shared interest between SU governors in a mental health FT compared with those in acute services. In these
contexts the diversity of conditions, encompassing those with interests in child health, cancer, coronary

and respiratory conditions, and many more, may mitigate more powerfully against SU governors taking a
strong, shared position.

The design of this study included exploring SU governors as an individualised form of involvement,
rather than the collective model of ULOs. The issue of representation arose within this context as it did in
other parts of the study and has in work on citizen participation generally.” We have noted the need to
distinguish between representation that is democratic, statistical or based on interests.®° Below we
consider this in relation to our work with SU governors.

Service user governors in trusts B and C discussed the extent to which felt they represented other SUs.
This did not emerge in discussions with trust A governors. Views on this issue were mixed. Some described
a sense of duty to those who had elected them, along with concerns and frustration when they felt that
they had failed to represent those who had voted for them, talking in terms of ‘letting them down’.
Others felt less exercised on this issue with some expressing doubt about whether or not they could
adequately represent other SUs. One concluded:

As far as governors there is a large selection bias. By definition to get elected as governor you have
to be articulate and you have to be well. So | am never really sure whether | am representing
anybody else.

In contrast, another noted that SU governors themselves are a diverse group, with varied opinions and
politics, which makes them representative of the wider population of SUs. There was an additional level of
complexity for some governors who were active members of ULOs. Focus group discussions highlighted
differences in opinions on whether or not they were representatives of members of these organisation in
their role as governors. Most thought it was important to use information they had from their groups to
inform their practice as governors.

© Queen'’s Printer and Controller of HMSO 2014. This work was produced by Rose et al. under the terms of a commissioning contract issued by the Secretary of State for Health.
This issue may be freely reproduced for the purposes of private research and study and extracts (or indeed, the full report) may be included in professional journals provided that
suitable acknowledgement is made and the reproduction is not associated with any form of advertising. Applications for commercial reproduction should be addressed to: NIHR
Journals Library, National Institute for Health Research, Evaluation, Trials and Studies Coordinating Centre, Alpha House, University of Southampton Science Park, Southampton
SO16 7NS, UK.



These findings illustrate how different meanings of representation become blurred. Some governors are
talking in terms of ‘democratic representation’, where the representatives may not share any of the
characteristics of those who elect them, but are accountable to them, whereas others are framing

the discussion in terms of ‘statistical representation” or ‘typicality’.

A further complication is an expectation that SU governors, by virtue of their position within trust
governance, might be considered to in some way ‘represent’ the trust. This was evident in the way a
governor from trust B explored some ambivalence about representing SUs and working on behalf of
the trust:

As service user governor you have got to keep that barrier between yourself and the organisation. If
you don’t do that then you become part of the organisation itself and service user governors are not
there to do that {.. .} We might represent things to the trust but I've never felt that I'm representing
the trust.

Wright et al.”® discuss the issue of governors’ relationship to the trust in different but related terms. They
highlight that there is a danger that governors ‘can become captured by the organization’ (p. 364). As
mentioned earlier, SU governors in trust C indicated unease with the situation related to the then-lead
governor who, in their perception, had strong allegiances to the trust board of directors. They felt that this
caused him to attempt to use his influence with governors to encourage them to comply with board
wishes. Above (see Managers’, commissioners’ and clinicians’ views on user involvement), we discussed
the ‘stakeholder discourse’ associated with SUI. The issues raised above illustrate tensions associated with
this in relation to representation. SU governors could be said to be representing one set of stakeholder
interests while at the same time being expected to work collaboratively with other stakeholders,
recognising different interests, to the benefit of the organisation as a whole.

The ambiguity that surrounds the issue of representation has been picked up by Monitor.”? They note that
the Health and Social Care Act 2012 puts a duty on governors to represent the interests of FT members
and the public, but notes that the meaning of ‘representing interests’ is not defined in legislation. The
draft document seeks to outline key principles to guide governors in fulfilling this duty. The notion of
distinguishing between representing the ‘public interest’ and ‘the public’ is not a new one as it was
evident in critiques of the ‘unrepresentative’ nature of community health councils (CHCs).%> CHCs were
constituted to act as representatives of the ‘public interest’ in relation to the NHS, but the criticism that
they were not ‘representative’ in terms of the characteristics of their members was one factor leading to
their demise.

As well as the need for greater clarity around the meanings of representation, there are also practical
issues that are important in enabling representation in practice. If SU governors are expected to act as
representatives of the wider membership, what mechanisms and resources are available to enable them to
do this? This varied in the three trusts. In one trust, the work of a subgroup of the CofG was dedicated

to maintaining such contact, whereas this mechanism was not so well developed in the others.

An associated issue is the extent to which governors can give of their time to implement greater contact
with their constituents.

Service user governors have differing views about the level of input, influence and ultimately impact they
have or expect. The formal approach taken to CofG meeting procedure was considered unhelpful by
research participants in relation to enabling influence. The dense, often technical paperwork associated
with the governor role does not always enable information to be located or discussed as some SU
governors would like. Observations of both councils within trusts A and C noted SU governors asking
questions on issues to which the response from trust management was direction to long, weighty
documents. In both cases, there was an inference from directors that the governors were deficient in some
way and were in need of 'help’ to read the documents. As noted earlier, a SU governor in trust A was
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observed pointing out that the document itself was the problem. His query related to risks associated with
trust restructuring. Following an exchange between the SU governor and trust director, another governor
interjected with ‘can you just tell us what the risks are instead of having them buried in the document’.
The combination of dense paperwork and formal presentations with short question-and-answer sessions
was comfortable for a few governors but did not suit others or facilitate their ability to hold the trust to
account. The less formal, more discursive approach taken within subcommittees seemed to lend itself
better to exploration and discussion of issues.

Our findings reflect evaluations of other FT governance processes (not specifically mental health trusts).
Wright et al.”® identify positive outcomes as a result of patient and public governors questioning trust
services and emphasising patient experience. However, they and others”>7¢ question the degree to which
governors can influence the management of trusts, noting that ultimately accountabilities are upwards,
towards regulators and the Department of Health, which complicates the notion of social ownership.
Wilmot’® (p. 166) concludes:

The co-operative model and stakeholder model both have serious limitations as ways of
understanding the foundation trust, because the ends that it is primarily required to meet are those
of the Department of Health. Its members are constrained by that end, as it must be their end also.
This is not a problem for the organisational stakeholders because as state bodies they share that
purpose . . . the foundation trust will in fact still depend for its legitimacy on central state
involvement, rather than on its local links.

We highlight key issues arising from this section of the research in Chapter 4.

Personalisation

Introduction

As we noted in Chapter 1, personal budgets in social care have been in existence for 7 years now and the
pilot in health care is 3 years old. Different terminology has been used to describe these, including SDS,
coproduction and individual/independent budgets. All of these terms are said to describe ‘a different
relation’ between those who receive support and those who provide it, with more power being transferred
to the former.

As we have seen above (see Managers’, commissioners and clinicians’ views on user involvement),

when interviews were carried out with senior staff there was little actual experience of the impact of
personalisation as a mechanism for user involvement. Thus, interview responses often reflected anticipated
benefits and difficulties rather than actual experience. These responses embodied a range of views from
irrelevant to empowering. One view was that using people with lived experience to carry out support
planning represented major cultural change and ‘shifting power to the individual’. But others expressed
concerns in relation to issues of quality, risk, safeguarding and monitoring:

It's that individual employing that personal assistant, and if they let them down then it's the challenge
of who will support in the absence if they decide they’re not going to do it any more, which | have
observed experiences of that.

Team leader

There was a also a view that the system could be confusing and created a need for support:

If they aren’t able to, or you know perhaps the capacity to understand exactly what the process is
erm whether they meet the erm the FACS level for entry into services or not. How that’s worked out,
how that’s understood. I think it could be difficult for them.

Team leader
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Personalisation was also identified as a site of tension between the principles of SUI and evidence-based
policy and practice. A manager talked of managing risk and the dilution of professional expertise, whereas
a commissioner asked ‘who says what works?’. But a different focus for tension was identified by a team
leader who said:

Now, if someone . .. has their personalisation package in place and they are doing well and suddenly
someone decides that they’ve got to manage without half their package, for financial reasons, they
are entirely alone in fighting that challenge and saying ‘no’. Whereas previously if they’d said ‘we’re
going to cut the staffing of our day centre by half’, you would have had a group of people at a
meeting protesting about that because those people shared that resource and that’s what happened
when they first started to close it down. So in some ways erm losing the collective service user
identity disempowers but in other ways it empowers people as individuals. This is the sort of trade off.

We saw above that personal budgets were discussed largely in anticipation by senior staff. Our efforts to
recruit people in receipt of personal budgets met with very modest success with the result that we were
able to run only one focus group in each trust. We consider this to be a finding rather than a limitation of
our method especially in light of government targets that 70% of recipients of health and social care
services should have personal budgets by the end of this parliament (this figure was originally 100%).

We will therefore take some time to consider the situation with personalisation in our three trusts.

Suggestions that there may be difficulties in recruiting participants for the focus groups were alluded to
early on in the research period during our observations of ULOs. For example during observations of one
group it was noted that there was many a discussion about budgets, allowances and financial matters

in general. These discussions were often marked by confusion, uncertainty, misunderstandings and
arguments. Group members often chatted about the differences and similarities between payments they
received including social care personal budgets, disability living allowances, employment and support
allowance, direct payments and universal credit. It was clear during these discussions that each member of
the group had experience in receiving a form of payment but that they were becoming increasingly worried
about the likelihood of their benefits getting cut or changing and that they would have to be reassessed in
order to qualify for a new form of payment. Assessments to determine an individual’s personal health
budget is completed through a FACS assessment but, again, members rarely referred to it as such,

while others simply did not know about this form of assessment. At one of our focus groups this point
was highlighted:

We don’t even know, what’s the criteria to get direct payments? How are you entitled to get
direct payments?

Ooh that’s secret, they go into a little room, no they do, they have a thing called a funding panel and
they go in there and they decide.

Who decides on the amount of hours you get?
The funding panel.

I can’t answer that in detail | mean assuming that the budgets that you have are social care
budgets there is something called FACs, the fair access to direct care criteria. Have you come across this?

No.
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Interviewer: They are a set of criteria that are used to assess people’s level of need and depending on
where you come on those criteria it, it decides whether, whether you are entitled to a service or not and
you have to be pretty, have pretty significant needs before you actually meet the criteria.

| know the one you mean, yea, they’'re listed so you can't, it has to be, you have to be sort of highly
likely or something just to maim, | can’t remember their wording, to, for, for your independence to
be at risk.

Interviewer: That's right, yea, yea.
So, you know, to end up in hospital of whatever institutions.

In recruiting to the focus groups that did take place, this confusion was also evident. The eligibility criterion
was to be in receipt of a personal budget in social or health care, but individuals did not know whether or
not the monies they received did indeed constitute personal budgets. Some staff informed us that some
SUs did have personal budgets but had not been informed of this. Finally, many SUs wanted to participate
in the focus groups because they thought this would be a route to accessing personalised forms of care.

In responding to advertisements about the focus groups, potential participants often asked questions such
as: What is a personal budget? Can you tell me where | can get a personal budget? If | come along do |
get a personal budget?

The focus groups

One focus group was convened predominately with individuals associated with one ULO, whereas

finding individuals with personal budgets from the other groups turned up limited results and hence the
groups were small. Furthermore, in two trusts the discussion hinged almost entirely on the FACS
assessments and the different criteria that individuals had to fulfil in order to be able to qualify for
payments. However, these discussions were typically in similar anecdotal form, with individuals referring to
high thresholds and stressful assessments. At one of our focus groups a participant referred to the stress
involved with assessments:

M1: Yes, yes | did. I'm a champion on the user group and involved in trying to get users’ needs identified
in a way. Because what | felt was that there was a lot of bureaucracy. Key worker session | mean
they came into my place and using up all that valuable time in the paperwork. Another key worker
session. Another risk assessment, | said, goodness, no, | can’t work like this, you're wasting all this
time in the key worker risk assessment, this assessment, we’re not doing any work here. Forget it.

Likewise at a different focus group, the lack of understanding over the name of the assessment and the
stress involved was discussed:

M2 (carer): | think what you might find is they use these assessments as a means of delaying. To give you
a case in point, | forget the technical term of the assessment, but they sent me somebody down to find
out what my brother can do in terms of cooking, cleaning, washing, etc., | don’t know what the
technical term of thatis ... A woman . ..

Interviewer: Is it a FACS assessment?
M2 (carer): A what?
Interviewer: A FACS assessment.

M1: A Fair Access to Care assessment.
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M2: | don’t know what it is.
Interviewer: Oh OK, sorry.

The carer went on to delineate the endless visits he had endured, the intrusive nature of the questions
including questions about his own bank account and the long delays in receiving any replies to enquiries.
It should be noted that this carer was doing this on behalf of his brother and he was clear that his brother,
the SU, could not have done it himself.

Our final focus group was held at one of our ULOs — arts group. They were holding a weekly creative
workshop and participants were using their personal budgets to pay for it. Once again, there was much
talk of the assessment process and how difficult it had been to secure any money at all. For most of the
participants in the workshop the payments for this were the sole monies they were receiving. For this,
most of them were grateful. These participants mostly knew each other from other mental health services
and so they were using their personal budgets in a collective or pooled fashion and the social element of
the occasion was clearly important.

Conclusions

The picture that emerges here is one of frustration and bewilderment, and we detected this among
front-line staff as well as SUs. The charitable conclusion with respect to personalisation is that it is too
early to tell. Less generously, it might be concluded that the rhetoric outstrips the reality. Furthermore, in
mental health the standard disability model of a personal assistant is less relevant, recipients are getting
small amounts of money that do not make up for closure of other services such as day centres, while at
the same time collective forms of provision are in some cases being reclaimed as we found with the SU
governors in trust C.
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Chapter 4 Discussion

his study was designed to explore the impact that user involvement in mental health has had and

continues to have. It also sought to understand interactions between the changing landscape of mental
health services and policy, and the way in which SUI is practised, in particular to consider whether or not
we are seeing a shift from collective involvement via user groups to more individualised forms of
involvement. In this discussion we reflect on our evidence in relation to both these issues.

The involvement of ‘ordinary’ service users

One of the spurs to this research was the dearth of evidence in the literature about whether user
involvement in mental health services has any impact. The results of our survey indicate that SUI is now
more commonplace among ‘ordinary’ SUs than had previously been thought and that those who
participate in involvement activities think it is having a positive impact. This is the first time this has been
demonstrated and it is important as previous work®® suggested that decision-makers believe that ‘ordinary’
users have no interest in involvement activities, partly because it is believed they have nothing to complain
about. We saw also that front-line staff were mostly supportive of user involvement activities and that they
particularly welcomed user involvement in training. The prediction that social workers would be more
positive than those with a nursing background was borne out and is consistent with the work of Kent and
Read,* although the context of the two studies is quite different.

Involvement of a deeper kind and the legacy of
institutional norms

If the results of the survey suggested that many SUs now have some participation in involvement activities
and that this is regarded by them as having a positive impact, when we look at more in-depth forms of
involvement, we see again an acceptance of these as part of the terrain of mental health, but in a context
of organisational change and complexity. This context is so important that the next section of this discussion
will be devoted to it specifically. It frequently pulls SUs and their organisations in many directions at once
and exerts demands that risk outstripping the resources of both individuals and groups. Furthermore,
although we found reason to be optimistic about the current state of SUI, we also found limits on what
could be achieved and what was permitted or sanctioned in terms of norms of behaviour and involvement
‘style’. Metro group constitutes a limit case for current involvement strategies to the extent that it refused to
give up its ‘old style” ways of constituting itself and working. Similarly, the CEO of trust B regarded the
‘confrontational’ style of some user governors as unacceptable. Following a discussion of organisational
complexity and change we shall consider what these results tell us about the nature of the contemporary
user movement in mental health in England.

Change and complexity: seeking impact in a dynamic
environment

In our original proposal we noted that the context in which this research would be undertaken was one
characterised by significant change. This was, in part, a reason for proposing the work: we sought to
understand how systemic changes within the NHS and social care were impacting the comparative
emphasis on individual or collective models of user involvement. But we also noted that changes that were
not primarily focused on user involvement (most notably the move to CCGs), were likely to create an
unstable environment within which we would be exploring what impact the established and newer user
groups, and other mechanisms for involvement, were able to achieve.
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Arguably, change is a constant within health and social care systems. The NHS has gone through a series
of significant restructurings since the National Health Service and Community Care Act 1990, and within
that period there have been major legislative and practice developments that have directly impacted on
what is referred to as ‘PPI" within the NHS as a whole. It would have been hard to identify any point
within this period when there was a completely stable environment providing a context for linear
development of impact from the different ways in which SUs have been involved in service development,
delivery and policy-making.

In exploring the particular characteristics of the dynamic context that have impacted the experiences

of user groups and user governors, we do not consider this context as simply external to the operation
of the mechanisms and strategies for involvement. Rather we understand SUI and the relationships and
interactions generated through this as one aspect of this dynamic. In terms of impact we need to
understand how the involvement of SUs is implicated in change and complexity.

... complex systems are not likely to be replicated precisely the next time the system repeats a
process. The process is evolutionary and changing. So the collective user voice in social care, or
changing provider behaviour, can influence policy more than policy-makers first expect.

In this quote Haynes not only characterises the non-linearity of change within complex systems, but also
identifies three of the groups of actors that interact in the change process: SUs — through collective voice;
service providers — through the decisions they make and the behaviour this gives rise to; and policy
makers — who perhaps thought they were in charge of the change process. Each of these sets of actors is
of significance in this study, but so too is the group that Haynes®' does not identify: the commissioners.

If we look back to the experience of SU groups in the early 1990s, at a time when the ‘purchaser—provider
split’ had first been introduced, Barnes®® (pp. 85-6) identified a number of dilemmas facing user activists
as they sought to achieve change in service systems:

1. The potential for energies to be dissipated as the number of bodies involved in governance processes
and the number of forums in which decisions might be made increased, and as evidence of
competition for influence between purchasers and providers emerged.

2. The danger of becoming reactive to official agendas rather than developing and promoting their own.

3. Dangers associated with being drawn into more formal relationships with statutory authorities rather
than maintaining their independence.

4. A consumerist philosophy that legitimated user involvement through the pursuit of individual consumer
rights rather than collective action to secure social change.

We have seen evidence for all of these dilemmas within the contemporary experience of the groups we
have observed in this research (see Chapter 3, User-led organisations). But we cannot simply conclude that
we are seeing a rerun of the dilemmas generated for user groups by the latest phase of restructuring
towards CCGs. The influence exerted by user groups has been part of the process of evolution that we are
observing, not least in the impact of the disability movement on the shift towards personalisation and the
introduction of personal budgets. More broadly, the position of SUs within systems of governance is much
more established than was the case in the 1990s. This, in turn, may make it less likely that competitiveness
between commissioners and providers will turn on ‘playing the user card®' as a way of claiming the

moral high ground.

Hence, in considering aspects of the current environment we need to understand the role of service user
involvement in creating as well as being subject to these contexts. We reflect on key changes under
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three headings: system changes; changes to service models; and, changes to PPl and to SUI. A cross-
cutting and significant further factor is the impact of budget reductions within the mental health system.

The shift from PCTs to CCGs was a transitional process at the time of this research. There was uncertainty
about what this would mean in practice and no direct experience of its impact. Although our focus was
on the three trusts as service providers, we included six commissioners among our senior interviews

and issues relating to processes and impacts of commissioning also arose in case studies.

Some interview responses suggested possibilities for user influence in the context of the unsettling of
relationships generated by commissioning changes and the challenge to ‘provider power’. But this was a
minority view and the experience of ULOs did not, by and large, support an interpretation that the
instability in the system was proving beneficial to user groups. Rather there was evidence of uncertainty
about the emergent mechanisms and of energies being directed in forums that were unable to deliver the
objectives sought. In the case of county group (trust C) the separation between commissioning forums
and those concerned with implementing service changes was being experienced as a way of limiting
opportunities for involvement and influence. There was uncertainty about the appropriateness of a forum
set up to enable dialogue between SUs and commissioners being used to promote practices in a provider
context that were sympathetic to the involvement of SUs. However, exclusion from the relevant provider
forums meant that this appeared the only context in which action could be taken. Some eventual success
in securing access to forums through which implementation was taking place potentially meant taking part
in a number of different fora based around the geographical areas that structured service delivery. As we
develop below, that, in turn, creates challenges because of the sheer numbers of spaces in which user
groups and ULOs have the possibility of seeking influence.

Interview responses indicating the potential of user involvement to strengthen the credibility of the
commissioning process via dialogic mechanisms enabling wide stakeholder involvement were, at this stage,
aspirational. A pessimistic view that in practice professional (clinical), provider (trust boards) and financial
interests would outweigh any SU interests in determining commissioning decisions was reinforced by

a sense that much of the current decision-making concerned decommissioning in the context of budget
cuts. A lack of knowledge and expertise in the technical aspects of commissioning was also considered
likely to inhibit users’ ability to influence this process. This suggests that a ‘moral imperative’ is no longer
seen as a source of user influence, rather SUs need to develop the skills to play the game more effectively
than other interest groups. A more optimistic take was that if it was possible for user groups to come
together and present a united stand this would be helpful to their cause. However, there was little
evidence of any of the groups that were the subject of our case studies being involved in consultations or
more dialogic mechanisms in relation to commissioning. The county group did have a profile in the context
of a commissioning forum, but as we have seen the key goal it was pursuing related to service provision
that had been agreed before the relevant forum was established. The arts group (trust A), which had
positioned itself as a provider of services that were responsive to users because they were user led,

was reflecting on how to reconcile what users wanted with what commissioners were likely to buy.

Some ambivalent views were expressed in senior interviews about the relationships between SUI and
commissioning. One perspective was that commissioners were too distanced from the immediate feedback
from users to the services they received to understand how users felt about them. This distancing was
likely to increase if personalisation led to an expansion of ‘microcommissioners’. On the other hand there
was also a view that feedback given at the time of service use would be constrained by a feeling that
‘someone was breathing over your shoulder’, and another view that commissioning should be forward
looking and that current or former experiences of existing SUs had limited relevance to decisions about
future services. However, there was also a suggestion that commissioners were not very good at reaching
out to a wide range of people, particularly those who were most isolated or excluded, so it is not clear
how they might access those who are not already engaged.
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One possible response to this might be through user-led research. One commissioner spoke very positively
about the benefits of user involvement in research and we have considered above (see Chapter 3, User-led
organisations) the increased focus on research as a mechanism for involvement. However, neither the
research group (trust C) nor the evaluation group (trust B), the two groups that focused on research as a
mechanism for SUI, were actively engaged in research that directly related to the commissioning process.
ULOs may be better at reaching currently unengaged SUs to research their views in order to inform
commissioning decisions, but there was no evidence that they were being supported to act in this way.

The other dimension of the move to CCGs is the developments taking place in provider organisations

and in the provider market. Again, there was limited experience of this at the time we undertook the
empirical work for this research, but there were some indications of the way this might interact with user
groups and user involvement more generally. We noted above that one of our case study groups (arts
group) had positioned itself as a service provider. However, it had had to downsize and reduce the services
it provided as a consequence of losing funding following cuts and the introduction of personalisation.

The size of personal budgets and delay in implementation meant that the loss of grant funding was not
compensated by individual purchasing decisions made by SUs. At the same time, there had been an
increase in demand for its services following day centre closures. This is a pattern that has been seen more
broadly, as the aspirational increase in community resources envisaged to follow from personalisation has
not accompanied the rate at which day centres have been closed.®

Some interviewees identified other provider developments with implications for relationships between user
groups and trusts. One consequence of market development is that trusts are bidding to provide services
outwith their original geographical area. For example, the rural trust is now providing Child and
Adolescent Mental Health Services (CAMHS) services in another county and other specialist services in
London. This leads not only to an increase in the size of the organisation, but to a weakening of the
identification between place, service and SUs. The significance of this was reinforced during discussions in
phase 3 of the research. And as well as an expansionism initiated by mental health trusts seeking to
provide services in other areas, one of our trusts (trust A) was involved in a consultation that could lead to
incorporation within a much broader clinical configuration. An early example of potential impacts of this
was the fate of the Nottingham Advocacy Group — one of the earliest place-based mental health user
groups to be established — when faced by trust merger and expansion. What had been a vibrant and
respected ULO lost not only its resources, but also its identity as an independent advocacy organisation.®

We did not encounter quite this effect in our three trusts, but we have seen the difficulties experienced by
user groups based in one geographical area seeking to influence policies and practices of an organisation
that operates across a much wider area. This is particularly evident in trust C, as this encompasses not only
two county councils and one city council (i.e. three different social services authorities) but also an area of
about 1500 square miles. In this context, not only are there multiple service locations and decision-making
fora to which user groups might aspire to relate, but also there are huge practical and logistical problems
associated with enabling SUs to meet, both among themselves and with officials. Although the two
metropolitan trusts do not cover such a wide geographical area they do encompass different boroughs
and hence social services authorities, and this is reflected in the structuring of board membership with SU
governors elected to represent different geographical constituencies.

Another response to this aspect of complexity is to emphasise the importance of personal relationships as
a means to secure support for SUI at different locations within the system, to enable connections to be
made and to facilitate impact. The importance of establishing effective working relationships was identified
in all the user group and user governor case studies. This reflects insights from complexity theory that
complex systems do not proceed in a linear manner according to the specific conditions in operation at
any one time, but that human actors have the ability to interfere with and thus change the path that a
system takes.®" We observed instances where such relationships were able to create ‘spaces for change’.®
Thus, the CEO of the arts group put considerable effort into establishing good working relationships with
service providers and considered that this was important to ensuring support for the organisation.
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However, such relationships are not immune from the impact of power relationships within the system and
of external contingencies that can, in this instance, be understood to reinforce the inequalities of power
experienced by SUs, both individually and collectively, in their interactions with the mental health system.
However good the relationships that the CEO was able to establish, this was not capable of generating the
level of funding needed to secure the work they aimed to carry out. And in the research group case,
although there was evidence of a good working relationship between the SUI coordinator and research
director, this did not automatically mean that he could offer complete support for research group’s
objectives, as he needed to take into account other stakeholder interests that reflected powerful interests
within the trust.

One factor shaping the design of this research was the implementation of personalisation and the
anticipated impact of this on the means by which SUs can influence services. Personalisation has been
hailed as something that would generate transformative impacts on the relationships between providers
and users of services. Alan Johnson, then-Secretary of State for Health, declared that personalisation
represents ‘a major transformation of power from the State to the Citizen’.

As we have seen in Chapter 3 (see Personalisation), if it is to have this impact then there is still a
considerable distance to travel, although some of those interviewed in phase 1 of this research were
anticipating significant changes as a result of ‘empowering’ individual SUs to choose their own services.
At this stage we can see little likelihood that the individual choices made by SUs in receipt of personal
budgets can have any profound impact on mental health services. Indeed, and as demonstrated by the
experience of the arts group and research looking specifically at the effect of personal budgets on day
services,® rather than stimulating the development of community resources responding to user choices,
personal budgets have had a negative effect on the availability of small community services. This effect is
rather unsurprising to those who have retained a critical perspective on the potential of consumer-based
models of user involvement to secure the kind of transformation that is claimed above and which reflects
the significance of shared experience as well as individual needs (for example see Barnes®).

Service user groups have always had a role in supporting people who live with mental health difficulties
and the value of shared experience in this, as well as in securing change within the mental health system,
has long been recognised.?’ Even when peer support is not the direct aim of the groups concerned

(e.g. the research group in this study), understanding vulnerabilities, and developing ways of working that
can accommodate and reduce these, are necessary to effective working within user groups that enable
people to experience the benefits of taking part. Peer support was also linked with the evolution of the
recovery philosophy and in one trust the development of a ‘recovery college’ was cited as a good example
of coproduction in action. However, concern was also expressed about peer support being used to
obscure service cuts and the danger that peer support workers could be marginalised within large teams
of professionals.

The recovery model is one that reflects ‘responsible public’ and ‘therapeutic’ involvement discourses.

It is a very different model from that of personalisation, and arguably the transformations — in terms of
relationships between mental health professionals and SUs that recovery implies — are both more
demanding and more creative than the shaping of microcommissioners. However, our study suggested
that there was no role for user groups in such developments. None of the groups we studied identified
goals relating to peer support in the context of recovery rather than personalisation, and senior interviews
suggested that user involvement in the context of a recovery-oriented way of working was something
that was being driven by professionals.

In addition to changes in service philosophy, service redesign was under way in trust C and trust A was

in an uncertain position vis-a-vis a merger with other trusts. If the latter merger did take place it was
anticipated to be unhelpful in terms of SUI because of the size of the resultant trust and the distance
between users and what they seek to influence. Interviewees in trust C recognised that the move to bring
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together assessment and treatment services had interfered with the development of good practices in SUI,
and that the trust had failed to enable such involvement in the process of developing ideas. The county
group case study was focused precisely on this lack and how it might be resolved.

Part of the overall context for this study is the shift from a situation in which SUI was seen as a radical,
progressive initiative on the part of innovative service providers and SU groups, to a situation in which it is
official policy, where some groups are well established and have been in operation for more than 20 years
and in which it has become something that is ‘done by’ mental health professionals and managers. One
consequence of that has been not only an increase in the number of user groups in operation, but also a
diversification in the contexts in which involvement takes place. In the interviews with senior managers and
professionals we identified the following contexts for and types of involvement that were mentioned:

user groups
user governors

commissioner-initiated stakeholder forums

consumer feedback via postcards, surveys, ICT
service-based forums

research and user-focused monitoring and evaluation
recruitment

training

peer support

10. user-provided services

11. SUl via third-sector organisations (not necessarily user led)
12. PALS

13. PPI forums, then LINks, and with Healthwatch just emerging
14. GP practice groups

15. locality-based health action groups.
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This list reflects not only the success of SUs in developing and expanding those areas in which they have
sought influence, but also the shifting government policy in relation to PPl in health services generally,
the changes in service philosophy that we considered above, and the emergence of information and
communication technologies as media through which SUI and PPI can be facilitated. It suggests that the
decisions that ULOs and individual SUs need to make about strategies to achieve change are more
complicated than whether to work with and within the system or to maintain independence and work
outside formal mechanisms. They also relate to what might be considered preferred mechanisms for
change, for example to seek to impact on attitudes and behaviours through training mental health
professionals or to impact on strategic decision-making via trust boards.

A focus on attitudinal and behaviour change via training or other activities intended to impact the way in
which professionals think about mental health SUs and ways of working with them reflects not only the
importance of the front-line interactions between providers and SUs, but also that institutional change can
be prompted by the everyday actions of individuals in their work. This reflects the insights offered by
Lipsky®® in his study of ‘street-level bureaucrats’ and subsequent analyses of the way in which front-line
workers may ‘subvert’ ‘official’ policy as they interpret and reinterpret policy through their own personal
and professional values, identities and commitments, and through negotiations with SUs.*

Our original interest in the impact of changes in the balance between individual and collective involvement
thus needs to be modified to reflect what is a much more complex picture. User objectives have always
been focused both on enabling people to have greater say in individual decisions about care and
treatment, and about the policies and practices shaping service design at a collective level. Some have also
had much broader objectives relating to the way in which ‘mental illness’ is understood and to the way in
which people with a diagnosis of mental illness are excluded as a consequence.?®* What we are observing
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in the current context is the way in which SUl is now viewed as integral to many of the processes
necessary to the conduct of trust business, as well as being encompassed within both individual and
collective service delivery practice. That does not mean that objectives have been realised or that working
with SUs rather than delivering services to them is common practice. It does mean that user involvement
itself is characterised by a complexity that both users and workers sometimes struggle to negotiate.

The interviews with senior staff reflect certain aspects of the complexity that this diversity gives rise to and
the experiences of our six user groups reflect other aspects of this. From the commissioner and provider
perspective complexity encompasses both the sheer amount of user feedback without the corresponding
systems that would enable learning and change to result, and the diversity of types of user input, the ways in
which this is expressed and the ideas and positions reflected by this. Thus, not only are mechanisms — such as
trust boards with opportunities for user governors to have a voice — seen to have been introduced on top of
locally developed forums that enable users to have a say at the level of specific services, the oppositional
behaviour of some user governors was identified as inappropriate to this context for involvement. Similarly,
inputs based on personal experience and accounts of the impact of poor or insensitive treatment, which are
useful in the context of staff training in order to help them understand the experience of living with mental
health difficulties and of using services, are considered out of order in the context of, for example, user
involvement in recruitment processes. What is missing is a clear framework within which understandings can
be developed of how different types of input are appropriate in different contexts.

The situation in trust B can be understood to reflect the trust’s desire to manage what might otherwise

be an ‘unruly’ process of SUI. In committing itself to support and develop SUI, this trust had developed a
managed process that provided a structure within which there was clarity about the opportunities for users
to have their say, and indications that they could see impacts from their involvement. What is less clear is
the space that exists for autonomous action by SUs and how they might challenge and express opposition
to trust actions. Thus, we were able to identify only one autonomous user group for study in this trust.
Evaluation group is a well-established group that has focused its work on training, evaluation and research
because of experience indicating this was the best way to exert influence. It remains user led, but, as we
have seen (see Chapter 3, User-led organisations), it is well integrated within trust processes to obtain
feedback on services, although clearly set apart from involvement in ongoing governance processes.

It is interesting to compare the way in which the evaluation group has developed a role and identity as an
organisation that can provide user-focused evaluation of service developments, with the way in which

the research group is seeking to influence research through impacting on the way in which both in-house
and hosted studies are conducted. The research group’s objective was focused on internal governance
processes (in that case, research governance) and it is perhaps for this reason that this provoked a degree
of conflict between the interests of SUs in ensuring research conduct that, at least, did not harm user
interests: the trust's interests in securing income from research, and academic interests in conducting
research and generating publications from this. In this instance, it was precisely the strategy of working
with procedures and rules that caused the tension because the objective sought specifically to modify
those rules. Evaluation group’s activities also highlighted the way in which user input can generate
different responses at different places within the system. It was front-line operational managers who felt
ambivalent about their work, whereas senior managers welcomed it.

One particular focus of this study for seeking to understand the increasingly complex terrain of SUI

per se was our focus on the roles and experiences of user governors. We found evidence of considerable
difference between the three trusts in terms of such experiences. The picture in trust A suggests that there
is a long way to go to establish a process by which SUs might consider that becoming a user governor is
an effective route towards achieving user focused change. In both of the other two trusts the picture is
more optimistic, although the situation in trust B was regarded more positively overall than was the case in
trust C. From the perspective of this discussion of the challenges generated by the inherent complexity of
the NHS and the particular change processes under way during the study, we can highlight a number
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of features from our analysis that indicate it is not sufficient to see this as a way of promoting individual
rather than collective involvement.

In trust B, the development of practices relating to user governors is part of an overall trust-led strategy for
SUI, whereas in trust A the requirement to introduce these mechanisms was described by some in terms of
an unwelcome additional layer on top of locally determined arrangements. In both trusts B and C it was
evident that the significance of the introduction of user governors goes beyond the role they play in Board
of Governors meetings. User governors in both places described not only a series of working groups

and special events that were opportunities for governors to contribute to policy-making, but also the
significance of the informal networking opportunities opened up by these roles. This created the tensions
evident in other contexts for involvement: on the one hand SUs were faced with considerable demands on
their time and energies as a range of contexts for involvement opened up, but they also had opportunities
to develop the type of ‘informal’ relationships considered to be as important (if not more so) than formal
mechanisms as a means to influence change. And one type of relationship that was being developed was
that between user governors: in trust C during the course of the research there were moves to increase
effectiveness through closer collaboration among user governors.

The creation of user governors who are elected to these positions also raises the issue of user
representation in a particular way. Election offers a formal legitimacy to the role of representative without
being accompanied by clear systems by which that accountability can be exercised — other than in terms of
whether or not people are re-elected. Thus, user governors who took part in focus groups were aware of
their responsibilities as representatives, but were often uncertain about how they could exercise this (in the
case of those who had no contact with user groups or, in some cases, current experience of service use) or
how it related to their involvement with specific user groups. One user governor in trust C, who also had a
lead role in the county group, distinguished her representational role as governor from her role within the
county group by suggesting that, as a governor, she should seek to represent all SUs, not only county
group members. Her personal experience of seeking to combine her two roles, while also keeping them
apart, reflects a systemic tension in terms of the lack of clarity in the way in which representation has been
sought from user governors (see Chapter 3, Service user governors). Arguably an opportunity to link SUI
through user groups with user representation on boards of governors has been lost because of the need
to work within the constitution for FTs as set out nationally. The county group governor decided to resign
as a governor towards the end of the research period. This reflected her frustration about being able to
achieve influence through this route, as well as the challenges of trying to combine different roles. While
in principle the opportunity to influence trust strategy through involvement as a governor is different from
other contexts in which operational issues are more of a focus, many user governors found this distinction
a hard one to draw and the lack of a coherent link between SUI at operational and strategic level
problematic in terms of ensuring consistency of influence throughout the system.

Although it is clear that contemporary changes in the architecture of the NHS were impacting SUI in
these three trusts, we cannot simply argue that such involvement is being impacted by these changes.
Rather we need to understand the increasing complexity of involvement as part of the picture that is
presenting challenges for SUs in terms of decisions about strategies to adopt, and for managers who can
be seen as having supported increasing diversity of input without the systems to respond to the results
of this. We now narrow our focus and consider what we have learned about the contemporary SU
movement in England and its interaction with decision-makers.

The experience of the user groups we observed and of the SU governors suggests that the mental health
SU movement has changed since the 1990s, but continues to exist as SUs occupy new spaces and take on
new identities. Official adoption of user involvement has made it harder to sustain an oppositional stance
and retain a position as an accepted group with which to consult and debate. Some groups, such as

the evaluation group have adapted to find a new way of operating that receives recognition from within
the mental health system. The fate of metro group demonstrates that those which have sought to retain
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an oppositional stance find it hard to survive. It would appear that the days of independent groups
campaigning to radically alter mental health services are gone and that the principles of self-organisation
and grassroots activity sit uneasily with the need to fulfil contractual obligations; position users as experts
on the experience of receiving mental health services, as well as experts in applying that experiential
knowledge in different ways to the range of operational and strategic processes involved in running mental
health services. There will, of course, always be groups who are not primarily concerned with the mental
health system as such, but with wider issues such as identity, history (the Survivors History Group) or
self-help movements around specific issues, such as hearing voices or self-harm. However, metro group
occupied a very complex position on the ‘internal/external’ stakeholder dimension which we discussed

in Chapter 1 and Chapter 3 (see User-led organisations, Introduction). Their membership represented
constituencies defined as services (e.g. acute wards, day services) and so they were embedded in services,
but at the same time their style had always been a campaigning one, prizing their autonomy and
positioning themselves as external to the trust and to commissioners. And so a commissioner asked them
why should she fund them to campaign against the NHS? This tension on the internal/external divide was
perhaps their undoing. The group found it difficult to sustain its position as an ‘external’ stakeholder. All of
the other groups attempted to negotiate the insider/outsider stakeholder role to the advantage of their
group with varying degrees of success. Some user governors also did this in their attempts to ‘represent’
those who had elected them but not be a representative of the trust. This was the main ground for
sustaining some autonomy, which most user groups and SU governors valued. But often it came at a
price, such as the arts group not being able to provide the services it wanted to or the identity group
having to relinquish some control to a large voluntary organisation. The chairperson of research group
again embodied the tensions of being inside and outside the trust because she was both charged with
embedding PPl in research (something that the trust prized itself as leading nationally) and line managed
by the director of research, who had other stakeholders to consider.

One response to organisational complexity that we observed was to ‘specialise’ in relation to either/both
the particular group of SUs or the type of activity in which they seek to engage. Others, such as the county
group, which retain a broad focus for involvement and influence, experience a considerable stretching
of their resources. But the existence of user groups that retain some autonomy of operation remains
important regardless of the particular strategies they adopt. To that extent, there remains some evidence
of a user movement comprising a diverse network of groups, albeit that the identities adopted or
promoted within that movement are more diverse than in the early days of the current movement and
may be offered by service provides rather than claimed by SUs.® In this case, not only activities, but also
identities, are in the hands of purchasers and providers, so curtailing autonomy again. Interestingly,

we saw no sign of the replication that Yin®' argues characterises organisations when studied as cases:
each of our groups adapted quite differently to the changing organisational context.

In our work, we found that the emotional nature and content of users’ experiences and contributions to
involvement processes was often seen as something that needed to be managed or subdued through
training: technical knowledge as a way of curbing anger. Effective involvement was equated with the
capacity of SUs to behave in a similar way to professionals. This was true with the user groups and also with
the user governors and it is not a new finding as we have repeatedly argued.®”#® Spaces for involvement
have proliferated, but in practice these remain primarily spaces that are subject to behavioural rules and
norms defined by the bureau-professionalism of the NHS. The more informal working groups generated by
trust B to support the work of the governing body demonstrated that informality can generate what
appeared to be effective working relationships within the ‘meeting format’ and, as a result, different
behavioural norms can emerge. But these remain within the overarching formal rules of trust governance
and the CEO of this trust made it clear that more emotional and oppositional contributions were not
welcome at CofG meetings. On the other hand, we heard in the deliberative workshop that this process

of curbing emotion can go too far and that there are some contexts, such as staff training, in which
emotion is valued.
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We saw in Chapter 3 (see User-led organisations) that user-led groups and organisations work in a context
in which other involvement initiatives are often in place in trusts and to some extent PCTs (and now
CCGs). The groups we studied were often in an uneasy relation with these bodies. In trust A there is a
trust-wide user involvement group and a register for payment for SUI activities. This group works closely
with the PPl lead and one effect of this is to make it harder for people from groups that have not been
accepted on to this to secure a place within the system to have a voice. Indeed, the identity group found
it difficult to negotiate a way of speaking up on behalf of its SUs because it refused to be part of this
system, believing the in-house group unable to represent its SUs in a way that the identity group deemed
effective. No such register exists in trust C, but we can see similar attempts to control whose voice is heard
in the trust’s decision to invite PALS representatives to be on the implementation working groups, rather
than to invite the county group. Here, we can see the effect of introducing top-down, quasi-user
involvement bodies that are effectively in competition with autonomous user groups for influence.

The metro group was criticised by commissioners and providers for not having the scope of the trust’s

PPl evidence base on the patient experience.

This links to a question of what counts as ‘evidence’ regarding the experience of mental health SUs.

Trust A’s PPl lead repeats Care Quality Commission surveys in an attempt to discover why the trust does
badly on certain indicators. PALS in all the trusts seeks evidence of complaints and satisfaction in a manner
that is meant to be ‘objective’. Interviews with senior staff often saw them prizing this kind of evidence to
the extent that such surveys were seen to be ‘representative’. Many user groups, on the other hand, felt
that their grassroots experience expressed in the form of stories was closer to what was really going on
for SUs. This, in turn, was seen as ‘anecdote’ by many staff who wanted formal evidence. In the case

of the metro group, this turned into an impasse, the kind of ‘sticking point’ mentioned in Chapter 1.
Other groups — such as arts and research — modulated their telling of SUs’ stories by positioning
themselves as professionals using these stories, as would any other front-line worker. Evaluation group
took the strategy of themselves conducting surveys but in a user-focused way and this impressed senior
management if not operational staff.

In most contexts, then, surveys and other metrics are replacing stories and resources to carry out surveys are
beyond the reach of most ULOs and so tend to be conducted by PPI leads internal to trusts and these PPI
leads are not necessarily SUs themselves. There was one context in which stories were prized by all and that
was user involvement in staff training. In the deliberative workshop a CEO became quite exasperated at all
the talk of how SUs must learn the language of formal contexts and negotiations, saying that ‘'management
speak’ is worthless. It was agreed that individual stories were a vital part of staff training highlighting, as
they did the nature of living with a mental health condition and the experience of receiving treatments and
services. The survey of front-line staff indicated that at operational level this was valued too. That the SUs
surveyed themselves did not see this perhaps indicates that they are not aware of the impact of their
training because they are never privy to the consequences.

Another tension brings us back to the issue of ‘representativeness’, one that has been to the fore ever since
the inception of user involvement in mental health service delivery and change. It is said that SUs involved in
consultation and other interactions with managers and decision-makers are ‘not representative’ of ordinary
users. Two quite opposing views may be taken. On the one hand, they are depicted as atypically angry
about services — and, therefore, in that move we have seen repeatedly, more pathological. On the other,
they may be seen as more articulate in a way that ‘ordinary’ users are not. Of course, if articulate people
are not allowed to speak and ordinary users cannot speak because they are not articulate, there is no space
at all for a SU discourse. This has been referred to as a catch-22 situation, and it is noted widely that
professionals and managers are not asked to be representative of their profession. It is interesting that a
user governor in trust B both described herself as articulate and well, and said she did not think she was
representing anyone else.

However, there is a question related to this that is of interest. It is clear from our ethnography and from
our observations of user governors that some individuals had strong leadership qualities. Those from ULOs
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tended to have had a long history in the user movement and be aware of past and present activities, as
well as overarching conceptual and political goals. They certainly were not representative, in the sense of
typical, of most mental health SUs. But is this not true of all leaders? Interestingly, they do not rely only on
their own individual experience to pursue their goals and those of their organisations but know about
collectivities and have abstracted a position that they draw on strategically in their interactions with their
own groups and with decision-makers.

What is evident from this and from what we said about user governors is the need for different meanings
of ‘representation’ to be distinguished. Not only is there a need to distinguish between democratic
representation — where the representatives may not share any of the characteristics of those who elect
them to act in this way, from meanings that emphasise either ‘statistical representation’ or ‘typicality’.

We also need to distinguish representation of people and representation of interests. Community health
councils were constituted to act as representatives of the ‘public interest’ in relation to the NHS. One of
the critiques of CHCs was that they were not ‘representative’ in terms of the characteristics of their
members. An enduring confusion about these differences leads to lack of clarity about the principled
basis on which involvement is built.

Informal networks and ‘go to’ people

We have seen throughout Chapter 3 that informal networks were often very important to the pursuit of
SU goals and wishes. In cases where access to participation and involvement was established it became
apparent that it was often facilitated by the involvement of the same key representatives from the trust,
that there were specific individuals in each trust who championed SUI and who could be tagged as ‘go to’
people. The ‘go to’ people tended to be the same individuals who were mentioned by name and singled
out by user group members if they had queries, complaints and worries. Such individuals tended to

have an overall respect from the groups. The ‘go to’ people tended to express that they understood user
involvement and that they ‘got it’. Our research findings were that it was typically through informal
networking and by developing personal relationships with these individuals rather than negotiating formal
channels of communication that meaningful participation and SUI was facilitated.

Clearly there are difficulties with regards to relying on specific individuals or ‘go to’ people for gaining
access to meaningful participation; there are reliability issues and it is unsustainable. Key individuals can
move on and leave their post, leaving a gap that SU groups had hitherto relied on. This exact issue
manifested itself during the research period in one trust, when the group had developed strong links with
one individual over a significant period of time. During the research period this key individual left his post in
the trust. This made for a significant lack in the informal networks sustaining user involvement in this trust.

It should be clear that informal networks and ‘go to’ people do not exist in some space outside
organisational structure. They are part of the organisation, its culture and the tacit knowledge that both
SUs and mental health professionals are able to draw upon and act within.

Managing health and well-being

Finally, we have repeatedly emphasised the need not to pathologise SUs or reframe emotion as illness.

But there is an issue. Mental health SUs who adopt public roles, and the decision-makers who interact with
them, have a fine and complex balance to strike. Mental distress is real and a less-than-perfect experience
of treatments and services is often a reason for becoming involved. Although some senior staff were of the
view that it is preferable to deal with ex-SUs, most realised that currently involved users continued to have
some difficulties. How then to avoid the trap of pathologising emotions as a recurrence of symptoms while
at the same time appreciating that what is being asked of involved SUs constitutes a stressful environment
at the least? Two of the leaders of our user groups received no payment for their work, which was entirely
voluntary, and SU governors are likewise not remunerated. Working in demanding situations within limited
timeframes, tight budgets and trying to attend meetings at unsuitable times all transpired as being of
significant concern to SU representatives in terms of managing health and well-being while participating
meaningfully. In terms of user governor involvement, it was said on occasion that senior board members
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DISCUSSION

need to better understand the consequences of poor mental health, and how it can affect a person'’s ability
to carry out their duties meaningfully. It was noted in one focus group that structures need to be in place
that can take up the slack in the event of absence, no matter how short the notice or how quick the onset
of illness. Again, the leader of identity group repeatedly mentioned her responsibilities as being a
considerable source of stress and described how the associated fatigue impacted her mental health and
general well-being. If NHS managers are unaware of the practical challenges of time constraints and

limited resources that user groups are confronted with then there are likely to be problems during

points of collaboration.

In the final section of this report we draw out key conclusions about the current state of SUI in mental
health services and the impact this is having. We also suggest implications in terms of recommendations
for managers to ensure that such involvement is not only of benefit for their organisation, but can enable
SUs to experience positive outcomes from their involvement.
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Chapter 5 Conclusion and recommendations

hen we started this research we knew that we would be working in a climate of organisational

change, although the extent of this was unforeseen. We also hypothesised that we would witness
a transitional move from collective forms of user involvement to those based more on individuals. The
picture we have drawn suggests something more complex, in which we need to understand SUI as
contributing to change processes as well as impacted by them.

Our results lead us to draw positive conclusions about the extent to which ‘ordinary’ SUs consider that
they are both able to be involved and to achieve some impact as a result, although we do need to express
some caution about this because the picture varied across the three trusts, and those taking part in the
survey can be considered to be self-selected to an extent. It may be argued that SUl is now established on
the terrain of mental health in a way that was not the case in the mid to late 1990s. We may thus be
seeing a "trickle down’ to participants who heretofore would not have been involved.

Nonetheless, this involvement is probably limited in two ways. First, most respondents to the survey were
involved in only one or two domains, and, second, the form the involvement took did not, as far as we
could gather, extend to membership of user groups or other in-depth activities. Furthermore, both SUs
and professionals drew on a ‘therapeutic’ discourse when asked in more detail about how involvement
affected SUs, a form of participation which Arnstein® dismisses as ‘tokenism’. This, however, may not

be immediately transferable to mental health as ‘disruption of the self’ is often part of a mental health
condition and so its restoration must be seen in a positive light. In addition, both SUs and front-line staff
mentioned shaping services and having a voice as consequences of user involvement and we argued that
‘voice’ is key in mental health in Chapter 1.

Thus, we suggest that there is some cause for optimism but not complacency in relation to the embedding
of SUI within mental health services. The importance of voice per se should not be ignored, but both the
extent and the degree of impact needs to be understood by reference to our more detailed qualitative
findings — it cannot be captured solely by means of survey data.

First, we consider the issue of individual involvement compared with collective involvement. As we have
noted, the expansion of means by which SUs can be involved requires us to modify the way this distinction
is expressed. There is still evidence of collective involvement and it would be wrong to say that the mental
health SU movement no longer exists. But because user involvement is now integrated into the conduct of
trust business, and within both individual and collective service delivery practice, it has become even more
important to distinguish the different ways in which user influence can be achieved, rather than draw a
rather simplistic dichotomy between individual and collective influence. Individual user and user groups
need to make decisions about the way in which they can most effectively focus their efforts. Managers
and service providers need to understand the different ways in which the knowledge and expertise of SUs
can contribute to the conduct of trust business, the delivery of services and the training of staff, and
distinguish the different modes of involvement appropriate to these different purposes.

Although user-led groups and organisations have had to adapt to organisational change and to the official
adoption of user involvement as ‘trust business’, collective organisation among SUs remains important. This
is not only to offer support to involved users and to enable a wider range of experiences and views to be
reflected, it is also important for mental health services that there is a focus for establishing and maintaining
dialogue with an ever-expanding user population. The key issues for managers to enable this are:

1. Recognise the need for such groups to generate their own agendas and identify issues important to
SUs that need action and response, rather than assume that groups will only or primarily respond to
trust agendas. This also requires an acknowledgement that there are times when such groups will
oppose trust policy or practice, as well as working collaboratively with providers.

© Queen'’s Printer and Controller of HMSO 2014. This work was produced by Rose et al. under the terms of a commissioning contract issued by the Secretary of State for Health.
This issue may be freely reproduced for the purposes of private research and study and extracts (or indeed, the full report) may be included in professional journals provided that
suitable acknowledgement is made and the reproduction is not associated with any form of advertising. Applications for commercial reproduction should be addressed to: NIHR
Journals Library, National Institute for Health Research, Evaluation, Trials and Studies Coordinating Centre, Alpha House, University of Southampton Science Park, Southampton
SO16 7NS, UK.

79



2. Ensure sufficient support for such groups to enable them to (1) keep in contact with their members
to ensure that they are able to reflect a wide range of user interests, and (2) prevent group leaders
becoming burnt out because they are having to cover too much ground.

3. Take responsibility for ensuring that both staff attitudes and systems are designed to enable positive
responses to the contributions being made by SUs. This may well mean focusing more on systems to
respond to SUs than expanding the number of initiatives to involve SUs.

4. Enable effective co-ordination between SUI taking place in different contexts, in particular that there
are effective links between the representational roles of user governors involved in strategic
decision-making, and input from users within specific services or in the context of research, training
and staff recruitment.

A key aspect of the current context concerns the shift to new forms of commissioning. Our results suggest
that there is a real danger that SUs’ voices will be lost as different stakeholder groups seek to establish
their positions within this new system. The developments of CCGs constitute one aspect of an increasingly
complex environment that is creating challenges in terms of how user groups and organisations position
themselves, what kind of relationships they seek to develop and with whom. And neither commissioners
nor providers appeared very clear about how they should respond in terms of how to develop ways of
working with SUs in this context. The separation of commissioning from service provision and the need
for commissioners to adopt a future-orientated perspective, as well as to respond to current imperatives
reinforces the value of effective user groups operating outside the confines of particular service

delivery organisations.

All of these issues, plus the more general and enduring issue of the complexity of the mental health
system and users’ places within it, imply that it is naive to assume that the introduction of personalisation
can transform the power relationships between SUs and providers. The dominance of the personalisation
narrative as one of progressive transformation via individual choice is behind the view (expressed by some
interviewees) that consultation with current SUs will generate the ‘wrong’ results, including a wish to
retain day centres — a model of collective service provision that is welcomed by some SUs®® but is out of
favour with those advocating personalised services. Personalisation remains a source of bewilderment to
SUs, and some staff, at this stage but we witnessed both collective purchasing of a service and an attempt
to use a specialised group when collective provision of a more generic kind had been withdrawn.

From the perspective of reflecting on the complex context for and impact of SUI we need also to consider
different and sometimes competing service philosophies that are evident. It is not possible either to mark a
clear distinction between ‘progressive’ and ‘conservative’ views of different service models, or to assume
that different perspectives necessarily reside with users or providers. But in addition to the different

and sometimes incompatible discourses underpinning different views about what SUl is and is for

(see Chapter 3, Managers’, commissioners’ and clinicians’ views on user involvement), we are seeing a
more complex set of ideas about how mental health professionals should work to support those with
mental health difficulties than was the case when the key debate was whether treatment should be
provided in hospitals or in community settings. SUl has made an important contribution to the development
of new thinking about services, but there is also evidence of professionals enthusiastically taking control
of such developments (e.g. recovery) in ways that may leave little space for SUs to

continue to feel able to shape directions.

Finally, it is important to note the significance of research and evaluation as a site for user involvement in
mental health services. This highlights disputes over what forms of knowledge are recognised as legitimate
and necessary in informing understanding of what it means to live with mental illness and how services
can improve people’s lives. Thus, it brings academic researchers within the scope of those who need to
learn how to work differently if user involvement in research is to amount to more than tokenism.

NIHR Journals Library



DOI: 10.3310/hsdr02100 HEALTH SERVICES AND DELIVERY RESEARCH 2014 VOL. 2 NO. 10

Limitations

The survey part of the study had two limitations. First of all, respondents, particularly front-line staff, may
have been self-selecting thus leading to bias. Second, our survey data represent perceived impact of SUI
activity in a large sample. The ethnography did, however, look at impact in vivo and in practice. A further
limitation was that it was impossible for researchers to attend all of the subcommittee meetings of trust
governance structures, especially in trust B where these were very well developed. This means that we are
missing out on potentially rich material. Finally, as with all research, but especially observational research
and interviews, there may be a ‘researcher effect’ through which the presence of the researcher exerts
some impact on the data collected. We even had one instance where a ULO attempted to use the
researcher’s presence to broker negotiations for funds.
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Chapter 6 Recommendations for further research

ur main research recommendation is for further investigation of personalisation in the mental health

field. What we found was a significant gap between the rhetoric of personalisation and the
experience of both potential and actual participants in our focus groups. Our efforts to recruit to focus
groups were frustrated at every turn because neither staff nor SUs knew who had personal budgets and
who did not. We were told by some staff that there were people with personal budgets who were not
aware that they were in receipt of them. Personalisation seems to be built on the model of support for
physical impairment and is not immediately transferable to the domain of mental health. Our study was,
however, small and it is possible that it is too early to tell. We therefore recommend that more detailed
research with a wider sample is conducted into personalisation in mental health, both comparing with
other medical and social care specialties and looking at the balance of services that are lost and gained.

Our survey of ‘ordinary’ users and of front-line staff is, as far as we know, the first of its kind. There were
some limitations, including in the sampling frames and in interpreting the meanings that were behind the
answers of participants. More concrete ways of examining impact would be helpful. We therefore
recommend more research in this area.

We could find no literature on SUI in commissioning. Given the move to CCGs with stakeholder
representation and a spotlight on values-based commissioning, we recommend research on the role of
mental health SUs on the commissioning process.
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Appendix 1 Coding frame for senior staff
Interviews

1. How are SUs in general talked about? As patients; citizens, needy individuals, people with the
potential to grow/develop/recover; by reference to diagnosis/condition and its severity; others?

2. What is user involvement — what discourses are employed to construct what SUI means?

O O 0O 0O OO0 OO

Empowerment/rights.
Stakeholder.
Consumer.
Responsible citizen.
Expert by experience.
Therapeutic.
Educational.

Collective action.
Individual involvement.

3. What mechanisms for involvement are identified?

O O 0O 0O OO OO O O O Oo

Consultation (face to face).
Feedback (questionnaires, etc.).
Shared decision-making — individual.
Personal budgets as a means to exercise individual choice.
Advocacy.

User councils in specific services.
Membership of governance boards.
Recruitment of staff.

Training.

Research.

Peer mentoring/support/training.
Others.

4. How do interviewees describe their own roles/position and that of others vis-a-vis involvement?

O O O OO O 0 O

Committed advocate/supporter.

Interested.

[t's someone else’s job.

Another responsibility for which they do not have time.
Unconvinced.

Uncertain about their skills in this.

Oppositional.

Others.

5. Impact of involvement — are impacts being identified in the following arenas?

O O 0O 0 O
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Clinician/user relationships and interactions.

Service design and delivery.

Recruitment decisions.

On SUs themselves: self-esteem, recovery, etc.

On opportunities for social interactions among SUs.
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o On clinicians'/managers’ understandings of what living with mental illness and using services means
(general/others in the trust).
On the interviewee personally: values, attitudes, ways of working.
On ways of doing things — including decision-making processes.
Others.

6. How does/does user involvement shape institutional rules and norms?

Any examples cited of changes in procedural rules?

Any examples cited of changes in behavioural rules/norms?

Any personal reflections on ‘cultural shift'?

Evidence of any changes in the way in which user involvement is being seen and happening
over time.

O O O ©O

7. How do institutional rules and norms shape involvement practices?

How are institutional rules described/explained?
How are behavioural rules described/explained?
What assumptions are being made about constraints/opportunities of external context on user
involvement (e.g. national policy)?
o What assumptions are being made about constraints/opportunities of local context on SUI
(e.g. locally determined procedures)?
What ‘rules of the game’ are evident?
Any specific reference to the impact of performance indicators?
Any specific reference to the impact of the development of markets in health and social care?
How does the level at which involvement happens shape practices?

O O O ©O

8. Knowledge/expertise:

o References to specific types of knowledge: professional; bureaucratic/procedural; research;
lay; experiential.

o Judgements of legitimacy/validity of forms of knowledge.

o Identifications of skills/capacity specific to forms of involvement/participation.

9. Constructing ‘SUs’ — How are SUs who become involved in user involvement initiatives described?

Knowledgeable.
Committed.
Experienced.
Professional.
Political.

Angry.

Emotional.

Mad, irrational.
Unrepresentative.
Self-interested.
‘Professional users’.
‘Usual suspects’.
Inexperienced.

Lack understanding.
Needing support/training.
Others?

O O 0O OO OO OO OO OO 0 OO0

NIHR Journals Library www.journalslibrary.nihr.ac.uk






EME
HS&DR
HTA
PGfAR
PHR

Part of the NIHR Journals Library
www.journalslibrary.nihr.ac.uk

This report presents independent research funded by the
National Institute for Health Research (NIHR). The views
expressed are those of the author(s) and not necessarily
those of the NHS, the NIHR or the Department of Health

Published by the NIHR Journals Library




	Health Services and Delivery Research 2014; Vol. 2; No. 10

	List of tables
	List of figures
	List of abbreviations
	Plain English summary
	Scientific summary
	Chapter 1 Introduction
	 Policy
	 Theoretical frameworks
	 A new social movement?
	 Organisational theory

	 Origins of this study
	 Patient and public involvement
	 Aims and objectives

	Chapter 2 Methods
	 Sample and setting
	 Phase 1: the impact of user involvement – survey
	 Phase 1: impact 2 – senior staff interviews
	 Phase 2

	 Phase 3: deliberative workshop with senior staff
	 Aim
	 Sample
	 Data collection
	 Analysis


	Chapter 3 Results
	 Phase 1: impact of user involvement – survey results
	 Aims and setting
	 Results
	 Benefits and disadvantages of service user involvement reported by service users and staff (qualitative analysis)
	 Discussion
	 Strengths and limitations
	 Conclusions

	 Managers’, team leaders’, commissioners’ and clinicians’ views on user involvement
	 Introduction
	 Talking about service users
	 User involvement discourses
	 Personal positions regarding service user involvement
	 User involvement in practice
	 Impact
	 Institutional rules and norms
	 Conclusion

	 User-led organisations
	 Introduction
	 The user-led organisations
	 Conclusion

	 Service user governors
	 Introduction
	 Operation and membership of Council of Governors
	 Governors’ roles
	 Meeting conduct and content
	 Agenda setting
	 Relationships
	 Representation
	 Impact

	 Personalisation
	 Introduction
	 Recruiting
	 The focus groups
	 Conclusions


	Chapter 4 Discussion
	 The involvement of ‘ordinary’ service users
	 Involvement of a deeper kind and the legacy of institutional norms
	 Change and complexity: seeking impact in a dynamic environment
	 Evolving cycles of involvement?
	 System changes
	 Service models
	 Changes in service user involvement
	 The enduring significance of collective action
	 Behavioural norms
	 Informal networks and ‘go to’ people
	 Managing health and well-being


	Chapter 5 Conclusion and recommendations
	 Limitations

	Chapter 6 Recommendations for further research
	Acknowledgements
	References
	Appendix 1 Coding frame for senior staff interviews



<<
  /ASCII85EncodePages false
  /AllowTransparency false
  /AutoPositionEPSFiles true
  /AutoRotatePages /None
  /Binding /Left
  /CalGrayProfile (Gray Gamma 2.2)
  /CalRGBProfile (sRGB IEC61966-2.1)
  /CalCMYKProfile (U.S. Web Coated \050SWOP\051 v2)
  /sRGBProfile (sRGB IEC61966-2.1)
  /CannotEmbedFontPolicy /Warning
  /CompatibilityLevel 1.5
  /CompressObjects /Tags
  /CompressPages true
  /ConvertImagesToIndexed true
  /PassThroughJPEGImages false
  /CreateJobTicket false
  /DefaultRenderingIntent /Default
  /DetectBlends true
  /DetectCurves 0.1000
  /ColorConversionStrategy /sRGB
  /DoThumbnails true
  /EmbedAllFonts true
  /EmbedOpenType false
  /ParseICCProfilesInComments true
  /EmbedJobOptions true
  /DSCReportingLevel 0
  /EmitDSCWarnings false
  /EndPage -1
  /ImageMemory 1048576
  /LockDistillerParams false
  /MaxSubsetPct 100
  /Optimize true
  /OPM 1
  /ParseDSCComments true
  /ParseDSCCommentsForDocInfo false
  /PreserveCopyPage true
  /PreserveDICMYKValues true
  /PreserveEPSInfo false
  /PreserveFlatness false
  /PreserveHalftoneInfo false
  /PreserveOPIComments false
  /PreserveOverprintSettings true
  /StartPage 1
  /SubsetFonts true
  /TransferFunctionInfo /Apply
  /UCRandBGInfo /Remove
  /UsePrologue false
  /ColorSettingsFile ()
  /AlwaysEmbed [ true
  ]
  /NeverEmbed [ true
  ]
  /AntiAliasColorImages false
  /CropColorImages false
  /ColorImageMinResolution 100
  /ColorImageMinResolutionPolicy /OK
  /DownsampleColorImages true
  /ColorImageDownsampleType /Bicubic
  /ColorImageResolution 100
  /ColorImageDepth -1
  /ColorImageMinDownsampleDepth 1
  /ColorImageDownsampleThreshold 1.50000
  /EncodeColorImages true
  /ColorImageFilter /DCTEncode
  /AutoFilterColorImages true
  /ColorImageAutoFilterStrategy /JPEG
  /ColorACSImageDict <<
    /QFactor 1.30
    /HSamples [2 1 1 2] /VSamples [2 1 1 2]
  >>
  /ColorImageDict <<
    /QFactor 1.30
    /HSamples [2 1 1 2] /VSamples [2 1 1 2]
  >>
  /JPEG2000ColorACSImageDict <<
    /TileWidth 256
    /TileHeight 256
    /Quality 10
  >>
  /JPEG2000ColorImageDict <<
    /TileWidth 256
    /TileHeight 256
    /Quality 10
  >>
  /AntiAliasGrayImages false
  /CropGrayImages false
  /GrayImageMinResolution 150
  /GrayImageMinResolutionPolicy /OK
  /DownsampleGrayImages true
  /GrayImageDownsampleType /Bicubic
  /GrayImageResolution 150
  /GrayImageDepth -1
  /GrayImageMinDownsampleDepth 2
  /GrayImageDownsampleThreshold 1.50000
  /EncodeGrayImages true
  /GrayImageFilter /DCTEncode
  /AutoFilterGrayImages true
  /GrayImageAutoFilterStrategy /JPEG
  /GrayACSImageDict <<
    /QFactor 1.30
    /HSamples [2 1 1 2] /VSamples [2 1 1 2]
  >>
  /GrayImageDict <<
    /QFactor 1.30
    /HSamples [2 1 1 2] /VSamples [2 1 1 2]
  >>
  /JPEG2000GrayACSImageDict <<
    /TileWidth 256
    /TileHeight 256
    /Quality 10
  >>
  /JPEG2000GrayImageDict <<
    /TileWidth 256
    /TileHeight 256
    /Quality 10
  >>
  /AntiAliasMonoImages false
  /CropMonoImages false
  /MonoImageMinResolution 300
  /MonoImageMinResolutionPolicy /OK
  /DownsampleMonoImages true
  /MonoImageDownsampleType /Bicubic
  /MonoImageResolution 300
  /MonoImageDepth -1
  /MonoImageDownsampleThreshold 1.50000
  /EncodeMonoImages true
  /MonoImageFilter /CCITTFaxEncode
  /MonoImageDict <<
    /K -1
  >>
  /AllowPSXObjects true
  /CheckCompliance [
    /None
  ]
  /PDFX1aCheck false
  /PDFX3Check false
  /PDFXCompliantPDFOnly false
  /PDFXNoTrimBoxError true
  /PDFXTrimBoxToMediaBoxOffset [
    0.00000
    0.00000
    0.00000
    0.00000
  ]
  /PDFXSetBleedBoxToMediaBox true
  /PDFXBleedBoxToTrimBoxOffset [
    0.00000
    0.00000
    0.00000
    0.00000
  ]
  /PDFXOutputIntentProfile ()
  /PDFXOutputConditionIdentifier ()
  /PDFXOutputCondition ()
  /PDFXRegistryName ()
  /PDFXTrapped /False

  /CreateJDFFile false
  /Description <<
    /ENU (Web PDFs for NIHR Journals Library article text. RGB colour, low-resolution images, bookmarks and hyperlinks included.)
  >>
  /ExportLayers /ExportVisiblePrintableLayers
  /Namespace [
    (Adobe)
    (Common)
    (1.0)
  ]
  /OtherNamespaces [
    <<
      /AsReaderSpreads false
      /CropImagesToFrames true
      /ErrorControl /WarnAndContinue
      /FlattenerIgnoreSpreadOverrides false
      /IncludeGuidesGrids false
      /IncludeNonPrinting false
      /IncludeSlug false
      /Namespace [
        (Adobe)
        (InDesign)
        (4.0)
      ]
      /OmitPlacedBitmaps false
      /OmitPlacedEPS false
      /OmitPlacedPDF false
      /SimulateOverprint /Legacy
    >>
    <<
      /AddBleedMarks false
      /AddColorBars false
      /AddCropMarks false
      /AddPageInfo false
      /AddRegMarks false
      /BleedOffset [
        0
        0
        0
        0
      ]
      /ConvertColors /ConvertToRGB
      /DestinationProfileName (sRGB IEC61966-2.1)
      /DestinationProfileSelector /UseName
      /Downsample16BitImages true
      /FlattenerPreset <<
        /PresetSelector /MediumResolution
      >>
      /FormElements false
      /GenerateStructure true
      /IncludeBookmarks true
      /IncludeHyperlinks true
      /IncludeInteractive false
      /IncludeLayers false
      /IncludeProfiles true
      /MarksOffset 6
      /MarksWeight 0.250000
      /MultimediaHandling /UseObjectSettings
      /Namespace [
        (Adobe)
        (CreativeSuite)
        (2.0)
      ]
      /PDFXOutputIntentProfileSelector /NA
      /PageMarksFile /RomanDefault
      /PreserveEditing false
      /UntaggedCMYKHandling /UseDocumentProfile
      /UntaggedRGBHandling /UseDocumentProfile
      /UseDocumentBleed false
    >>
    <<
      /AllowImageBreaks true
      /AllowTableBreaks true
      /ExpandPage false
      /HonorBaseURL true
      /HonorRolloverEffect false
      /IgnoreHTMLPageBreaks false
      /IncludeHeaderFooter false
      /MarginOffset [
        0
        0
        0
        0
      ]
      /MetadataAuthor ()
      /MetadataKeywords ()
      /MetadataSubject ()
      /MetadataTitle ()
      /MetricPageSize [
        0
        0
      ]
      /MetricUnit /inch
      /MobileCompatible 0
      /Namespace [
        (Adobe)
        (GoLive)
        (8.0)
      ]
      /OpenZoomToHTMLFontSize false
      /PageOrientation /Portrait
      /RemoveBackground false
      /ShrinkContent true
      /TreatColorsAs /MainMonitorColors
      /UseEmbeddedProfiles false
      /UseHTMLTitleAsMetadata true
    >>
  ]
>> setdistillerparams
<<
  /HWResolution [600 600]
  /PageSize [612.000 792.000]
>> setpagedevice




