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Definitions

Service user
This definition was developed by a diverse group of service users working
on different projects with Shaping Our Lives.

What we mean when we say ‘service user’: Shaping Our Lives National
User Network sees ‘service user’ as an active and positive term that
means more than one thing. It is important that ‘service user’ should
always be based on self-identification. Here are some of the things we
think it means:

* It means that we are in an unequal and oppressive relationship with
the state and society.

* It is about entitlement to receive welfare services. This includes the
past when we might have received them and the present. Some people
still need to receive services but are no longer entitled to for many
different reasons.

* It may mean having to use services for a long time that separate us
from other people and that make people think we are inferior and
that there is something wrong with us.

* Beinga service user means that we can identify and recognise that we
share a lot of experiences with a wide range of other people who use
services. This might include, for example, young people with experi-
ence of being looked after in care, people with learning difficulties,
mental health service users, older people, physically and/or sensory
impaired people, people using palliative care services and people with

drug and alcohol problems.

This last pointabout recognising our shared experiences of using services,
whoever we are, makes us powerful and gives us a strong voice to improve
the services we are given and to give us more control and say over what
kind of services we want.

vii
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What people sometimes mean by the term ‘service user’ The term
‘service user’ can be used to restrict your identity as if all you are is a
passive recipient of health and welfare services. That is to say, that a
service user can be seen to be someone who has things ‘done to them’ or
who quietly accepts and receives a service. This makes it seem that the
most important thing about you is that you use or have used services.
It ignores all the other things you do and that make up who you are as
a person. This is 7oz what Shaping Our Lives National User Network
means when we talk of ‘service users’ (Shaping Our Lives, 2005).

Professional

For the purpose of this work, the term ‘professional’ has been used
to identify people who are in paid employment. This is regardless of
whether or not they have a recognised qualification or whether indeed
they self-identify as service users.

User-led organisations

For the purpose of this work, the term ‘user-led organisations’ are that
the majority of the management group and/or people controlling the
organisation are defined/self-define as disabled people/service users.



Executive summary

Background

SCIE commissioned NCIL, Shaping Our Lives and the University of
Leeds to look at service user-driven culture change. The objective was to
research current literature and practice around service user involvement,
the extent to which service user involvement had brought improvements
to social work and social care and where the change had become estab-
lished practice.

Scope

The research was split into two areas: the research review that was con-
ducted by the University of Leeds Centre for Disability Studies and the
practice research that was jointly conducted by Shaping Our Lives and
NCIL.

The research review concentrated on a wide range of service users,
including:

¢ children and families in need

* fostering and adoption service users
* older people

* people with learning difficulties

e mental health service users/survivors
* people with a sensory impairment

* people with a physical impairment

* service users from black and minority ethnic (BME) communities
* drug and alcohol service users

* homeless people

e carers.

A questionnaire (see Appendix C) was developed in respect of the practice
research and user-led organisations were targeted and were asked a range
of questions regarding service user involvement and cultural change.



From the analysis of the returned questionnaires a range of focus groups
were selected on the basis of their responses, including:

* older people

* people with learning difficulties

* disabled people

* parents and children

e mental health service users/survivors.

From these groups a further questionnaire (see Appendix D) was
developed to find out information from professionals about service user
involvement and where cultural change had occurred.

Key themes and findings

User involvement as a continuing priority

The theme of user involvement as a continuing policy priority for service
providers and for service user organisations is one that comes through
strongly in both the research review and the questionnaire and inter-
views carried out for the project. However, the review noted that current
practices limit the effectiveness of user involvement and mean that the
pace of change is slow.

Barriers to participation across the different types of services
Differing priorities and unequal power relationships between service us-
ers and professionals were a key barrier identified in the research review.
Relationships between organisations and individuals were found to be
a key issue in the focus group interviews, particularly where equity was
an issue.

Differences in experience across different types of service users

There appeared to be a wide variation in levels of involvement between
types of service users with some of the more seldom heard groups of-
ten absent from involvement. This may warrant further investigation.
Experiences by service users ranged from tokenism to true partner-

ships.
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Cultural change and resource issues

The research review identified funding and resources as a key issue, and
the focus group interviews and questionnairesraised thisasa crucial issue.
In one area performance indicators were suggested as a tool to measure
the continuation and development of service user involvement.

Cultural change as a long-term issue

The research review identified user involvement and participation as a
key to change and the questionnaires and interviews carried out for the
project offer a wealth of examples of ways in which this has happened.
Examples include new schemes and services set up as a result of what
service users identified as what was needed and appropriate.

The key message for practice from the project is that cultural change and
service user involvement are inherently linked. Improving the practice
around user involvement at all levels — which is cultural change in itself
— is the key to improving change in all other aspects of service provi-
sion.

Xi






Introduction

The Social Care Institute for Excellence (SCIE) commissioned three
organisations that formed a partnership for this work, Shaping Our
Lives, the National Centre for Independent Living (NCIL) and Leeds
University Centre for Disability Studies. All three organisations are
committed to greater service user involvement in the development of
social care.

The aim of the project was to look at how service users and user-led
organisations have brought about changes and improvements to social
work and social care. Such changes should lead to service users achiev-
ing the outcomes they want in their own lives, particularly in the areas
of choice and control over their lives. The project was particularly in-
terested in examples where change was sustained over a period of time
and where service users influenced services delivered by the statutory
and voluntary sectors.

The key issues for this research are:

* how policies work in practice to promote choice, independence and
control;

* how service users can change or have changed and influence the work
of service providers;

* how changes can be (or have been) embedded in organisations or
institutions, their structures and processes;

* what service users and their organisations need in terms of support
and resources to continue to play their role.
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Literature review

2.1 Introduction

Involvement of service users in public services has become an important
issue in recent years, and a large volume of literature on the subject has
been generated. There are two main reasons for this. Firstly, increasing
criticism of services by people using them has been voiced over a number
of years resulting in an increased pressure for influence over the shape
and nature of services provided. Disparities between what service users
want and what is provided have been documented by a plethora of
studies.

Secondly, government policies have prioritised a greater say for service
users in public life. As well as a means of limiting the control exercised
by professionalised services, participation is seen as a way of developing
‘social capital’, revitalising interest in voting in elections and joining
political parties. User involvement, from a policy point of view, is con-
sidered to be a way of increasing electors’ commitment to participative
democratic processes.

Therefore although there is agreement about the desirability of user
involvement, there are different reasons and priorities for putting it in
place. Government policy also takes a broader view of user involvement
than that commonly described by local authorities. The latter emphasises
involvement in already existing public services, while national policy
considers a broader involvement in civic life.

A whole raft of legislative measures has been introduced to support
government policy. For brevity, most of these have been omitted in this
research review.



2.2 Methodology

This section provides an account of how the literature search was carried
out for this knowledge review.

2.2.1 Research questions

The literature search was driven by the following main research ques-
tion:

Have social care services overall developed in ways that increase serv-
ice user participation and experience of service improvement, and if
so, how has this been achieved?

A number of subsidiary questions underpin this, as follows:

* How have policies aimed at enabling people to have more independ-
ence, choice and control over their own lives been realised?

* How have people using services led the process of defining desired
outcomes, designing preferred solutions and bringing about sustain-
able change?

* Has there been an increased flexibility of service provision and prac-
tice that has provided personalised responses to individuals and fami-
lies, and how has this been done?

* Have barriers preventing access to mainstream services and to effec-
tive interdisciplinary working been overcome, and if so, how?

* What has been the role of social work with regard to new policies,
social care frameworks and changing public expectations?

* [s there evidence of sound and sensitive monitoring of outcomes and
financial management?

* Have service user-led organisations been assisted to develop capacity
and sustain good practice?

*  What success factors have been identified by service users and other
stakeholders with regard to the above?

* How might success factors be transferred across user groups?

* How might leadership development and the use of various organi-
sational models build capacity for user-driven forms of practice and
provision?



Literature review

2.2.2 Sources of material

The literature reviewed includes service users’ accounts, systematic re-
views, empirical academic and non-academic studies, evaluation, audit
and inspection reports, policy documents and parliamentary proceed-
ings. Sources accessed include databases, search engines, books, journals
and internet sites.

2.2.3 Search strategy

Both general (across user groups) and specific literature on service user-
driven change was reviewed. Specific searches were conducted for the
following groups:

* children and families

* fostering and adoption service users

* older people

* people with learning difficulties

* mental health systems users and survivors
* people with a sensory impairment

* people with a physical impairment

* service users from black and minority ethnic (BME) communities
* drug and alcohol service users

* homeless people

* carers.

For electronic searching, terms concerned with user-driven culture
change were used. Keywords were tailored to those used by particular
databases and search engines and the following were used:

* user involvement/user participation/user consultation/inclusion/rep-
resentation/client relations/

* user-led/user control*/

* service change/service management/service culture change/service
development/service improvement

* consumer choice/patient choice

* empowerment



* independent living/inclusive living/integrated living/direct pay-
ments/individual budgets/
* homeless/drug user*/alcohol user*

For some user groups, in particular homeless people and drugand alcohol

service users, the search revealed no results. In these instances searches

were carried out using the keywords ‘homeless®, ‘drug user*” and ‘alcohol

user®. Because of the lack of relevant information here, more use has

been made of articles from websites and non-peer reviewed journals.
Limitations placed on the search were as follows:

* The literature reviewed ran from 2003-06. Carr' has compiled a
thorough review of the main issues concerning change management
and service user involvement up to 2003 and this review builds on
her work.

* Social care as used here refers to services run by local authorities rather
than the National Health Service (NHS). Obviously service users
use a range of different services. A further issue here arises from the
literature: unhelpful administrative boundaries may present barriers
to some people and therefore the definition of social care has been
used loosely.

* The review includes literature on direct payments and other forms
of individualised funding, as examples of service change and devel-
opment that have been led by user groups, even where they are not
explicitly part of local authority provision.

* The emphasis is on direct involvement: studies concerned with user
involvement in training and research have been omitted. These are
important areas of work but the link to organisational change is not
established in these studies.

* There has been a conscious attempt to prioritise the voice of service
users in this review and because of this the criteria for inclusion are
lower in some instances. For example, literature on the involvement of
drugand alcohol service users and homeless people has been included
on the basis that involvement is mentioned, rather than implemented.
Issues of criminalisation that mitigate against self-identification and
lack of resources of homeless people have contributed to the sparse
developments here.
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* It is important to note that academic definitions of what constitutes
knowledge does not automatically map onto service users’ under-
standings. It is also the case that service users often do not have easy
access to such things as academic outlets and journals to publish their
work. For these reasons, in this review there has been greater reliance
on material sourced from internet websites (used more extensively by
service user organisations) and less emphasis on academic publica-
tions.

*  Only English language sources have been accessed.

Databases searched

Agelnfo

ASSIA

Economic and Social Research Council
Ingenta

Social Care Institute for Excellence

Social Care Online

Social Science Information Gateway

Social Work Abstracts

University of Leeds Disability Studies Archive
Web of Science

Hand-searched journals

Adoption & Fostering

Ageing & Society

Critical Social Policy

Disability & Society

Findings (Joseph Rowntree Foundation)
Foundations (Joseph Rowntree Foundation)

Health & Social Care in the Community

Journal of Applied Research in Intellectual Disabilities
Journal of Social Policy



Websites consulted
See ‘References’ for a full list of websites consulted.

Results from the search numbered over 1,500, of which many were
duplicates and therefore eliminated. Many publications and articles con-
cerned guidelines on how user involvement should be implemented and
because this literature has been covered previously,” it has been omitted
unless it discussed organisational change. Other literature identified was
excluded on the following grounds:

¢ studies concerned with the benefits of involvement for service users
rather than organisational culture change as a result of user involve-
ment;

* areas covered fell outside the remit of the review, for example, patient
involvement in NHS treatments, training or research;

* some authors wrote up their studies several times for different jour-
nals, for example, for a theoretical and a practitioners’ journal. Where
this occurred the article using the most relevant data to the questions,
and that which matched the questions more exactly, was used;

¢ studies related to other countries;

¢ studies that fell outside the time frame.

2.3 Legislation and policy development
2.3.1 England

Direct payments legislation has been significant in giving service users
more control over the services they use. The 1996 Community Care
(Direct Payments) Act, implemented in 1997 in England and Wales and
ayear later in Northern Ireland, gave local authorities permission to give
money to disabled people and people with learning difficulties who were
under the age of 65 in lieu of services that they were assessed as eligible
for under community care provision. The age restriction was removed
in 2001. Carers and families with disabled children and children aged
16-18 also became eligible’ and since 2003 local authorities have been
mandated to offer direct payments to applicants, providing eligibility
criteria have been met.
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Expansion of direct payments has remained a key government pri-
ority and a target has been set for the development of local support
services based on Centres for Independent Living (CILs) in each area by
2010.° The measures should, however, be seen in the light of competing
demands on resources. Local authorities are required to balance their
budgets and additional funding has not been made available to imple-
ment the provisions of the Acts and policy measures. Consequently,
services are increasingly directed at supporting people deemed to need
the most assistance.” Implementation of direct payments has been slow
and the fact that it remains a low priority for local authorities ‘has led
to calls for direct payments and the assessment process it rests on, to
be removed from their control in favour of centralised, independent
administration’.”

Working with local authorities has often been viewed ambivalently
by disabled people’s organisations because of the challenge to independ-
ence that this has often entailed” as well as the lukewarm reception that
service users have often received.”

Other legislation impacting on social care developments includes the
Disability Discrimination Acts (1995 and 2005), which have conferred
powers on the Disability Rights Commission to work for an end to dis-
crimination and to promote equal opportunities for disabled people.

European legislation has provided the impetus for the Human Rights
Act (1998), which makes it unlawful for public authorities to breach the
European Convention on Human Rights, unless an Act of Parliament
prevents them from doing so. Key measures include the right to life,
prohibition of torture and inhuman and degrading treatment, the right
to liberty and security, the right to respect for private and family life,
and the right to marry and start a family.

Another large body of recent legislation concerns children and young
people. Measures both offer protection to children and seek to control
behaviour. The Adoption and Children Act (2002) places a duty on local
authorities to consider children’s needs and puts in place procedures for
assessments, service planning and oversight of adoption services. The
Children Act (2004) established a children’s commissioner with the
aim of safeguarding children’s well-being and freedom from neglect and
harm. It includes the duty to recognise the contribution that children
make to society. Measures to control children’s behaviour are seen in the
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Anti-Social Behaviour Act (2003), where provision is made for parenting
courses and dealing with weapons, among other measures.

The Carers (Equal Opportunities) Act (2004) places a duty on lo-
cal authorities to inform carers of their right to an assessment of need.
In carrying out assessments, local authorities should take into account
whether the carer works or wishes to work, or to do any leisure activity.
The Health and Social Care Act (2001) placed a duty on health services
to consult people affected about planning, service development and pro-
posals for change; this did not extend to social care. However the Act
did make provision for direct payments to children aged 16 and 17, to
carers and to family members.

The Homelessness Act (2002) gave local authorities the duty to for-
mulate a strategy for homelessness, with a view to prevention and secur-
ing accommodation for people needing it.

In considering this range of legislation it should be borne in mind
that several measures were affected by later amendments and Acts.
Consequently they are works in progress.

2.3.2 Wales

The National Assembly for Wales was set up following a referendum
in 1997 when it was approved at the time by a narrow majority of
50.3% to 49.7%; there are indications now that its popularity has grown
within Wales (see the Economic and Social Research Council [ESRC]
Research Programme on Devolution and Constitutional Change: www.
devolution.ac.uk). Arrangements are complex and there is not a neat split
between devolved powers and those held by Westminster. The Welsh
Assembly may act where it has the power to do so, but has to lobby
Westminster for other matters. Welsh policy therefore overlaps with
English policy; however, it is becoming more autonomous, with the
potential for policy differences to emerge in the future:

Whereas competitive models appear at first sight to offer the public
service user more choice, in practice it is the management team who
are empowered by it.... Such models exclude the empowerment of
the public service user in the design of the delivery system. There is

a perfectly respectable case to be argued for this model, but not for
Wales."
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In Wales: A better country’ a programme of changes is set out that
forms a plan for action across a number of strategic areas. Commitments
include improving public services through greater financial investment,
economic regeneration and supporting improved health. Resources are
identified to put this into operation. Allied to this document, Making
the connections' and Delivering the connections” put service user partici-
pation at the fore of service improvement, although here there is a less
certain commitment to new resources: the emphasis is on re-design of
services to ensure increased efficiency, particularly in later documents.

2.3.3 Northern Ireland

Policy development in Northern Ireland has been affected by recent
social and political history, in particular “The Troubles’ that character-
ised the latter half of the 20th century.” McLaughlin'” notes that social
policies have been delivered at arm’s length, welfare professionals have
held a stronger position in comparison with other UK countriesand there
has been a weaker culture of citizenship and social rights. Consequently
user-led service change has made less headway here.

Northern Ireland developed a positive equality duty before England
and Wales. Under Section 75 of the 1998 Northern Ireland Act (Appendix
A), public authorities are required to have due regard to the need to
promote equality of opportunity between people of different religious
beliefs, political opinions, racial groups, age, marital status or sexual
orientation; between men and women generally; between disabled and
non-disabled people; and between people with dependants and people
without. Reducing community divisions is an important issue and the
need to change attitudes figures highly in policy literature.

The Equality Commission for Northern Ireland (2004-05)"° charts
areas of progress on Section 75, particularly with regard to ‘race’ and dis-
ability, butalso urges that further significant progress be made on most of
the stipulations, especially sectarianism. There are several problem areas
with regard to consultation. McLaughlin and Faris'” identify a shortage
of resources, expertise and capacity among the community and voluntary
sector. Second, there is not enough feedback on the results of consultation
and understanding of the relationship between the content of consulta-
tions and subsequent decision making. Third, they describe instances of
inefficient and wasteful use of community and voluntary sector capacity.

11
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Fourth, there is some unrealistic expectation on the part of consultees
about the place of consultation and equality considerations within the
total decision-making process. Fifth, there are structural differences in
Northern Ireland in that health and social services departments have
been integrated without the involvement of local government. Further
reform of structures is to be implemented: five new health and social
services trusts will replace the 18 existing bodies and responsibility for
these will be transferred to local authorities. A new Patient and Client
Council will have the remit of promoting public involvement and provid-
ing advocacy services among other functions. This therefore represents
a departure from an arrangement that has typically been characterised
by exaggerated systems of dominance, subordination and inequality, " as
shown, for example, in the statistic that while 17% of people had expe-
rienced discrimination or harassment from public authorities in the past
three years, only 31% had brought a complaint."

2.4 Good practice

With the increasing requirements to incorporate user involvement into
many areas of public life, there is an abundance of advice as to what
constitutes good practice. This section discusses user participation in
social care services, both in terms of user involvement in existing services
and with regard to the setting up and running of user-led services, that
is, services where service users constitute a majority.

2.4.1 Involvement in social care services

User involvement has been incorporated into a myriad of legislative and
guidance measures over recent years and it is present in almost every
area of public policy legislation. The provisions have not been very pre-
scriptive, however: it has largely been left to local authorities and other
organisations to decide how to interpret the measures.

Much good practice has been identified through noting what has
not worked in practice. As Carr' points out, bringing service users into
existing services, without changing the nature of those services, does not
automatically bring about change:
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Power issues underlie the majority of identified difficulties with ef-
fective user-led change. User participation initiatives require con-
tinual awareness of the context of power relations in which they
are being conducted. Exclusionary structures, institutional practices
and professional attitudes can still affect the extent to which service
users can influence change. It appears that power sharing can be dif-
ficult within established mainstream structures, formal consultation
mechanisms and traditional ideologies.

The Audit Commission'” has outlined some of the principles of success-
ful consultation with service users and provides examples of good practice
in a number of areas. They suggest that commitment and culture are
important: prioritisation of service users’ needs should be part of the
organisation’s approach, resulting from a genuine commitment to make
connections with communities. Management directives and statutory
requirements are frequently insufficient in effecting change. Therefore
user involvement needs to be effectively planned and managed and serv-
ices need to be responsive to users. Good practice guides emphasise that
people at all organisational levels need to be committed to the process.
‘Champions’ are needed to make the consequences of involvement stick *’
and it takes time to change thinking, deeply embedded processes and
structures. As Barnes et al”’ point out, user involvement also generates
conflicts around what counts as knowledge in social ‘care’ as is evident
in the distinction between users’ views of good practice and evidence-
based good practice.

Some people are more likely to be left out, such as BME service us-
ers”’ and carers who are in same-sex relationships, who may fear hostile
staff attitudes.”

While consultation is a fairly rudimentary level of involvement, it
may frequently be experienced as tokenistic, or reduced to the giving of
information about decisions that have already been made. Good prac-
tice guides emphasise the importance of delineating what service users
may expect from their participation and the limits of it. Young people
in particular have often complained that they do not get to hear of the
outcomes of their involvement or to see what difference, if any, it has
made.

13
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Otheraspects of good practice have to do with practical arrangements.
Service users are increasingly involved in meetings where decisions are
made and those involved have pointed out the need for accessible venues,
timing, materials and documents, all of which have been frequently
problematic. Consideration needs to be given to particular requirements,
such as replacement assistance so that carers can attend meetings, ma-
terials presented in particular formats and so on. Informal processes are
also important in that service users need to be made to feel welcome
and that their input is valuable. Finances are often a consideration for
service users and costs of participation should be met.”* Involvement
needs to be inclusive, with particular efforts made to include groups
who are not often asked.

Training for service users, in assertiveness, negotiation, meeting and
committee procedures and legal rights are other practical elements of
good practice here. Staff training is also necessary, particularly in such
things as disability equality.”

Most good practice guides emphasise that cultural change should
be the outcome of participation. Robson et al”’ distinguish between
‘management-centred user involvement’, where service users take partin
existing structures and organisations determine the content of the meet-
ings, and ‘user-centred user involvement’, where service users’ objectives
and priorities became the organisation’s objectives and priorities. The
findings suggest that users would only really value ‘user-centred user
involvement’.

2.5 User-led services

Because of the slow and uncertain pace of change, there is a growing
empbhasis by several user groups on user-led organisations. These are or-
ganisations where service users control management. The overall strategy
here is to replace existing services with those that are more responsive to
the needs of users. The importance of peer support has been recognised
in the statement that:

By 2010 each locality (defined as that area covered by a Council with
social services responsibilities) should have a user led organisation
modelled on existing Centres for Independent Living.”’
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Direct payments are more widespread in areas where there are user-led
organisations and particularly so where local authorities support devel-
opments.””*” Where contracting authorities and user-led organisations
work together, services are more effective.”” ** The Joseph Rowntree
Foundation” also states that ‘services cannot enable people to achieve
their aims and aspirations without the full involvement of service users’.
Finally the Association of Directors of Social Services and NCIL have
issued a joint protocol recommending to local authorities that they sup-
port the development of user-led support organisations,‘m noting that
7 out of 10 of the top performing local authorities on direct payments
contract with user-led organisations.

Although there are similarities in developments in England, Wales
and Northern Ireland, there are also important differences. This section
discusses some of the variations in service user-driven culture change
and policies.

2.5.1 Issues in Wales
Mental health

There are a number of documents that set out the Welsh Assembly’s
commitment to mental health service users’ involvement in services.”
Requirements are for local authorities to provide mental health service
users and carers with comprehensive, clear and timely information.
Meaningful involvementof service usersand carersin allaspects of service
development, including planning, design, implementation, monitoring
and evaluation, is also stipulated. Organisations such as health boards,
NHS trusts and voluntary organisations are urged to work together to
support these ends.

Areas of good practice are reported, such as instances where staff were
recruited using two autonomous interview panels, one of service users
and the other of managers, with neither group allowed to overrule the
other and arriving at a consensus.” However, there is also evidence of
the persistence of barriers, notably from service staff who are reluctant to
change, difficulties with lack of resources, timing of meetings and token-
istic involvement. Attitudes were also the subject of a study by Soffe et
al,” who reported that clinical psychologists, while generally supportive
of user involvement, also expressed concern that successful involvement
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depended on which service users were involved, despite their awareness
of the need not to be tokenistic. Some were also concerned that service
user involvement might reduce or remove the need for psychologists in
mental health services.

Disabled people

The Welsh Assembly Government adopted the social model of disability
as the basis for its work on disability in 2002 and provides details of joint
work being carried out with Disability Wales, a national pan-disability
service user-led organisation that promotes the social model and user
involvement in public life. However, a Disability Rights Report cited in
Disability Wales News concluded that the Assembly was not in a position
to fully implement the social model at that time.”* Despite this, Disability
Wales reported on a joint project with the Disability Rights Commission
to develop the capacity of local access groups across England and Wales™
and reported on continuing collaboration with both the Disability Rights
Commission and the Welsh Assembly Government.

Children and young people

The Welsh Assembly Government published the results of a widespread
consultation with children and young people in Wales for the purpose
of developing a National Service Framework.” The main message for
social care services was the need to keep promises, to listen and to be
honest: ‘Lots of participants felt that more could be done by adults to treat
young people with respect and to acknowledge young people’s right to be
involved in their care/provision’.” Turner’s consultation™ with disabled
children identified staff attitudes and behaviour, information provision,
access and availability of services (especially transport), choice of services
and participation in decision making as particularly problematic.
Despite some progress with regard to looked-after children, Payne et
al"’ note a widespread lack of reporting on involvement from service pro-
viders and recommend that reporting and monitoring be increased.



Literature review

People with learning difficulties

Planned improvements to services for people with learning difficulties
include information provision, support for advocacy, service planning,
community living, employment, health and joint working. ALl Wales
People First'” set out priorities in terms of rights to control their own
lives, to speak up for themselves, to respect, to personal growth, to be
included in the same activities as everyone else and to friendships and
personal relationships, as well as the right to choose how and where they
live, to good quality healthcare and to good quality support. There are
similarities in the two accounts; however, All Wales People First places
more emphasis on outcomes and decision making.

All Wales People First also provided a report commissioned by the
Welsh Assembly Government, ‘Fulfilling the promises’fﬁ an update to
the All Wales People First Strategy.

Carers

Wales Carers Alliance™ sets out key demands as follows: time off from
caring, free services, choice of support services, a duty on political parties
to inform carers of their rightsand ensuring that NHS and local authority
services know that support for carers is a key service requirement. They
note that there are over 350,000 carers in Wales and that their unpaid
contribution saves the Welsh economy at least £3.5 billion every year.
Income poverty is highlighted by Contact a Family Cymru,ﬁ who urge
measures such as inclusion in childcare for disabled children, assistance
with benefit take-up and debt advice and work with employers to assist
with work-life balance.

Wales Carers Alliance"” reported that while 90% of carers in their
survey appeared eligible for an assessment, only 38% had received one
and just 50% were informed of their right to one. The report recom-
mended training for social workers to rectify this. Carers were also un-
derrepresented as recipients of direct payments.”’

Black and minority ethnic service users

The Welsh Assembly Government has estimated that the population of
BME people in Wales in 2001 was 61,576 and estimates an increase to
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91,269 in 2011 making up 3% of the total population of Wales. Despite
the increase, access to services from BME people is relatively low. Similar
issues to those in England have been identified that there is a percep-
tion that people ‘look after their own’ and there are also language and
cultural barriers.

Drug and alcohol service users

The National Assembly for Wales"* reports inequalities in terms of
people’s ability to access the range of services across Wales and notes
that offenders may be in a better position to access services than non-
offenders. Several treatment services in Wales are not accessible to people
with mobility problems. Further concerns expressed have to do with the
willingness of general practitioners (GPs) to treatdrugand alcohol service
users, accommodation issues, public opposition to treatment services and
their development and the collection and use of information.

Service user involvement is at a very eatly stage of development.
Initiatives by service providers largely take the form of asking people to
contact treatment providers to comment on the services received from
them.

2.5.2 Issues in Northern Ireland

With widespread curtailment of civil rights during the years of hos-
tilities, service user movements have remained relatively undeveloped.
Nevertheless a limited literature on this exists for the dates of this re-
view.

The Bamford Review is a wide-ranging review of the law, policy and
service provision in Northern Ireland that began in 2002 and that has
not yet completed its task at the time of writing. It originated from the
need to update legislation concerning mental health service users and
people with learning difficulties in the light of other UK and European
measures. With Northern Ireland mental health legislation over 20 years
old (1986 Mental Health Order), the Human Rights Act (1998) and
Disability Discrimination Act (1995) have given impetus to reforms.

A larger proportion of the mental health service users and people
with learning difficulties receive services that are hospital-based com-
pared with other parts of the UK: community services remain relatively
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under-developed. The intention is that Service Frameworks, much like
those in existence in England and Wales, will result from the work of
the committees and that standards for commissioning and targets for
measuring progress towards social inclusion will be set.

Service user involvement has been an explicit part of committee proc-
esses and is emphasised in the content of the reports, both in terms of
involvement in developing the nature and shape of services and involve-
ment in services individuals receive. Committees have taken a broad
perspective and children, young people and adults are included. Reports
consider mental health service users as well as people with learning
difficulties, drug and alcohol service users from minority cultures and
those subject to the criminal justice system. Additional reports also
make recommendations for people with learning disabilities and au-
tism/Asperger’s syndrome.

The Bamford Report may be seen as an example of ‘read across’
service development ' in that the stipulations are very similar to policy
concerns in England and the methods for monitoring progress that are
advocated bear marked similarities. As a wide-ranging and exhaustive
piece of work it may be expected to have some significant impact and
has attracted cross-party support.

Mental health

The Bamford Review' sets out a strategy for mental health services
that is based on valuing people with mental health needs, rights to full
citizenship and equality of opportunity and self-determination. The
stated intention is the modernisation of services that will make a tangible
difference to the experiences of mental health service users and their
families.

The Review found that Northern Ireland had significantly higher
levels of mental ill health in comparison with other areas of the UK.
The legacy of violence and civil disruption on the population has been
held to account for this, as well as the impact of unemployment and
deprivation. Inequalities in mental health have also arisen through so-
cial factors such as poverty, discrimination, isolation and poor housing
and also because of discrimination on the basis of age, ethnic minority,

. . 50, 51
gender and sexual orientation.””
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User involvement in service design was found to be inadequate and
services unsatisfactory, with only 30% of service users’ need being met.
A higher incidence of service users placed in hospitals was seen as due
to a lack of strategy and vision on the part of service providers. A large
number of recommendations (136) have been made including a large
increase in expenditure, but at this point in time it is not clear whether
funding will be forthcoming.

Disabled people

A cross-impairment organisation, Disability Action,” has produced
a comprehensive set of recommendations based on consultation with
disabled people and their organisations. While the report covers a wide
ground, two issues for health and social care are prioritised: health and
well-being and equality of access to services. In particular attention
is drawn to the need for disabled people to be represented in decision
making during all stages of policy development and for independent
advocates to be provided at service delivery panels involved in care plan-
ning, if disabled people so wish. Information is also problematic: signage,
lack of interpreters and information in other appropriate formats are
singled out for mention.

Medical intervention in non-medical matters is criticised and there is
a call for resource realignment so that independent living is supported
rather than losing out to the acute health sector. Disability Action further
calls for more information about direct payments, access to up-to-date
aids and adaptations and appropriate domestic support such as help with
decorating and grass cutting,.

More generally, there is criticism that social policy continues to be
defined by a medical model of disability and it is recommended that
policy should be underpinned by the social model and progress towards
this monitored through annual independent assessment. Political and
civil rights are also highlighted, and barriers to independent living such
as inaccessible information and attitudes discussed. Consultation is also
mentioned as a priority.

These issues are particularly pertinent because of the high rate of
impairment in Northern Ireland: over one in five of the population,
with a quarter of all families affected by disability.”
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Children and young people

Children have been involved in services to a greater extent than some
other groups. Pinkerton’* points out that young people have been work-
ing with the Children and Young Persons’ Unit and that this had led to
their involvement in the appointment of a commissioner. The Northern
Ireland Assembly has also recognised the importance of involving chil-
dren.

On the other hand, involving children and young people has been
shown to be difficult. Bryson” reports on a project that involved children
who had experienced serious effects of conflict. Due to their experiences
young people were wary of saying what they thought, especially around
strangers. In encouraging children to have a voice and become visible
project workers ran into difficulties of challenging beliefs and attitudes.
Children were fearful of speaking beyond the rigidities of sectarian
politics and consequently youth work in the area remained fragmented,
without a cohesive voice. Bryson concludes that there is still much to be
done in terms of changing the context of children and young people’s
participation because the adult world cannot always accommodate their
demands for feedback, time and information.

A more successful experience is reported by Willis et al,”* who discuss
their involvement in the children’s services planning process. Young
people were able to recruit others who in turn were able to speak directly
to adult planners involved in devising their services, and they report
that 75% of those attending a conference agreed to remain involved.
In turn this led to the formation of reference group that could discuss
issues with subcommittees.

People with learning difficulties

The report ‘Equal lives” sets out the key values of social inclusion,
citizenship, empowerment, working together and individual support as
the basis for its recommendations.

A higher number of people with learning difficulties currently live
in institutions (hospitals and residential homes) in Northern Ireland
than in other parts of the UK. In Northern Ireland over one quarter of
people with a learning difficulty surveyed in the course of the Bamford
Review lived in nursing homes. The proportion of nursing home places
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is higher than in England and Wales, where in 1997, 7% of their plac-
es were in nursing homes. However, there is regional variation within
Northern Ireland. The review notes that people with learning difficulties
in Northern Ireland ‘do not enjoy equality of opportunity and are often
excluded from the opportunities that other citizens enjoy ... there is a
need for major co-ordinated developments in support and services and
a continuing change in attitudes over at least the next 15 years’.”*

Itis notable that people with learning difficulties and family members
were consulted during the course of the research. The authors also note
that there are few formal organisations that represent the views of people
with learning difficulties or family carers. Service users have rarely been
involved in planning services. People with learning difficulties consulted
in the course of the review highlighted concerns about housing, choice
over who to live with, being listened to and respected, having access to
advocacy and getting the same opportunities as others.”

Carers

Parents with young children in Northern Ireland have reported dis-
satisfaction with the statementing process, particularly the length of
time taken and their sense that concerns were not listened to.”” Some
parents reported that they were not informed about the processes that
they and their children would go through and felt shocked when they
learned of the impact that the statement would have on their child’s ac-
cess to education in the future. Other concerns expressed were that that
educational professionals often did not appear to know what advice or
services to offer their children. Also of concern was that some children
were only in special schools because mainstream schoolteachers lacked
the skills needed."’

Further issues raised have to do with adequate information, such as
finding out about direct payments, and getting assistance so that carers
could take breaks.

Black and minority ethnic service users

Reports of racially motivated incidents and crimes in Northern Ireland
rose from 453 in 2003-04 to 813 in 2004-05, therefore showing a marked
increase.”’ Negative attitudes of a sizeable proportion of the popula-
tion have been reported, particularly towards Travellers. However, there
is also concern that while measures have been taken by many public
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authorities to reduce incidents, issues of sectarianism have not been
effectively tackled.”

The Racial Equality Unit” suggests that the context for racism in
Northern Ireland may be different from other places because of the exis-
tence of sectarianism that has created patterns of residential segregation
and hostile attitudes.

Drug and alcohol service users

Northern Ireland has polarised attitudes to alcohol use in that while a
large proportion of people voluntarily abstain, there are also large num-
bers who drink heavily.” Although reported incidents of drug taking
were lower during the time of “The Troubles’, levels have subsequently
risen.

2.6 Forms of user involvement

Arnstein” proposesaladder model for citizen participation and compares
different forms of involvement. These range from non-participation (ma-
nipulation and therapy), through tokenism (informing, consultation and
placation) to citizen power (delegated power and citizen control). Her
influential analysis has been used in many of the studies reviewed here.
Although some authors propose modifications to the model, all make
some form of distinction between various forms of involvement on the
basis of the degree of influence accorded to service users.

Another change strategy aimed at altering services is the independ-
ent development of user-led services, such as CILs.” This overlaps with
Arnstein’s top rung of participation but a distinction may be drawn
because many have developed from self-help organisations rather than
asaresult of involvement in public services. Increasingly user-led services
compete for funding and contracts from commissioners but financial
security is difficult to achieve while funding is tied up in the provision of
traditional services, which may be short term, and while commissioners
show a preference for larger, known providers.”

A third approach to organisational change may be seen in the politi-
cal campaigning undertaken by user groups, where the intention is to
change laws and structures through a ‘top-down’ approach to services.
An example is the campaign for direct payments and individualised
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funding, which took a political approach largely bypassing formal service
structures in favour of legislative change. Here, change efforts are mostly
independent of any service involvement. Again an issue remains that
most financial resources are tied up in traditional structures. Exerting
external pressure may be quicker, but ultimately resources need to be
secured and it has been consistently acknowledged that working from
inside services to change them through involvement may take consid-
erable time, given vested interests of established providers and power
differentials.

2.6.1 Studies on user involvement across user groups

Most of the literature on user involvement concerns service user in-
volvement in established, local authority-run public services. There is
a consistency in findings from research studies across a broad range
of user groups and circumstances. This section considers some of the
common themes.

64

and
. . . . 65
7% of users participate on an occasional or regular basis.”” Some par-

.. . . . 22,
Participation has been seen as the key to change in services

ticipate more than others: Young"* points out that mental health service
users, people with learning difficulties and older people are more likely
to be involved than children and drug users, for example. Studies also
consistently note that some groups such as BME service users, are much
less likely to have opportunities to participate.”’

A number of problems have been repeatedly described. Firstly, influ-
ence may be limited because service users are often consulted on plans
and priorities that have already been devised rather than involved in
drawing these up in the first place. New services are frequently developed
by people other than those who use them, and departmental fragmenta-
tion may not reflect the reality of service users’ lives.”” Rummery”* points
out that proposed mergers between health and social care organisations
may not be successful due to the omission of service users’ perspectives:
partnership working is not automatically supportive of service user par-
ticipation, and may deflect attention from it.

Carr' notes that the priorities of service users and professionals may
be different. Power relationships are unbalanced and service users may
not be taken seriously. The issue of not being listened to in the sense of
professionals not using the insights of service users is reported consist-
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ently across studies, and is particularly acute in children’s services. The
Commission for Social Care Inspectionw echoes these concerns, noting
a number of reasons for the low take-up of direct payments, including
patronising staff attitudes with regard to the capabilities of service users.
Studies have highlighted the uneven development of direct payments
provision and linked this to the broader political commitments of lo-
cal authority policies.”””* Representation is also a frequently recurring
theme, and the argument that service users who participate are not
representative of a wider constituency have been used to discount con-
tributions.

Other barriers to participation that reflect the unequal balance of
power include the timing of meetings to suit providers rather than serv-
ice users, the use of jargon, the structure of meetings as well as other
interpersonal processes that inhibit the participation of service users.”
Often participants have reported that they received no feedback on how
their input had been used, or even if it had. Recommendations have
included the need to acknowledge that service users may want to be
involved in ways that fall outside the usual mode of service operations,
and the fact that some may want to make more or less of a commitment.
This is especially pertinent to groups of service users who may have less
time, such as carers.

Conversely some authors present a more optimistic picture. Hasler,"’
in her study on participation on national boards, reports that the ex-
perience of user members was overwhelmingly positive in terms of the
attitudes encountered. Birchall and Simmons® note that while many
service provider respondents told them that they had involved serv-
ice users because they were directed to do so by national government,
they also reported benefits to their organisations and service provision.
Organisations have reported that service users benefited as a result of
their involvement, although Carr’ cautions that service providers should
look beyond this, to using the expertise of participants. Beresford and
Croft™ call on social workers to develop a more emancipatory role by
supporting the aspirations of service users.

There are many tensions in user involvement. One of these is the
payment distinction between service users and service providers, which
is coming under question. For example, Turner and Beresford” argue
that involvement work should be paid and recommend changes to the
benefit system, a relaxation of the rules surrounding ‘permitted work’
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and education for job centre staff as a means of dealing with barriers to
this. The Care Services Improvement Partnership "~ has recently set out
guidelines for expenses and other payments to service users undertaking
involvement work, although detailed arrangements are not specified.

While the literature consistently discusses the barriers to involvement
noted above, most support user involvement and consider it to be an
essential means to service improvement. This may be seen in the large
number of guides to implementation.” While a range of change strate-
gies may be employed, the need to engage or deal with current provision
remains an issue at some point in the development of responsive services.
The literature is consistently clear about the limitations to effectiveness in
terms of altering what services do within the current frame of reference:
progress is slow, especially in instances where re-allocation of funding
is required.”’

2.6.2 User involvement and different user groups

Aswellas the similarities discussed above, there are important differences
according to user groups. These are discussed in this section. Many
service user groups have their origins in the 1960s and 1970s, although
others formed more recently or have been intermittently active. The
groups described are obviously diverse with overlapping membership and
some are universal in that membership is linked to the life course.

Mental health

The present mental health service users movement has expanded con-
siderably in recent years. Collective action has been used to challenge
the stigma of mental ill health, to campaign about the organisation
of services and to provide self-help, support and advocacy. Researchers
have documented over 300 active local groups, with a membership of
around 9,000.”

Rose et al”’ pinpoints the importance of process and organisational
culture in sustaining user involvement in services. Change was most suc-
cessful in instances where these ‘soft’ issues were combined with ‘hard’
measures (change in structures, systems and services).
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The idea of service users as ‘customers has faced a particular challenge
by the user movement because of the prevalence of restraintand coercion.
Problems with ‘exiting’ services has led to a greater emphasis on citizen-
ship rights.”” Risk assessment procedures are of particular concern®’ and
have been used to exclude service users from involvement.” These issues
also appear with direct payments, where service users may be deemed
unable to manage arrangement.”” Over-representation of marginalised
groups (BME groups, women and poor people) contributes to the po-
tential pathologising of user views.

Rose” points to the increasing trend towards employment of users
within services as a countering influence. While, as Arnheim notes,
this can mean co-option of ‘troublesome’ elements, it may also serve
to blur the boundary between service users and providers, improve the
situation of service users and to develop services that are more attuned
to service users’ needs.”’

Disabled people

Direct payments and other forms of personalised funding are an ex-
ample of policy change that developed in large part from the efforts of
disabled service users dissatisfied with prevailing forms of service provi-
sion. Initially pressure was exerted largely, although not wholly, through
independent political campaigning rather than influence exerted on
local services.” Barnes etal’' point out difficulties involved in identifying
user-defined outcomes, especially as these often extend beyond the remit
of ‘social care’ responsibilities, requiring change in public services such
as transport, employment, benefits and housing. However, they note
instances where services have developed that are more in line with service
users’ aspirations as a result of user involvement, despite a general lack
of awareness among managers and practitioners about good practice in
involving disabled people.

The Independent Living Movement has been a driving force for
change and the establishment of CILs a key priority for supporting
disabled people interested in or receiving direct payments. CILs have
been shown to be important for the success of independent living and
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direct payments, and while a government commitment has been

made to establishing a CIL in each locality, securing resources remains

a large problem. 8907
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Children and young people

There is a growing volume of work concerned with the inclusion of
children’s perspectives, most of which has been written by adults.

Children and young people’s participation has grown markedly in
the past few years,” in response to UK government and international
imperatives. Policy measures stipulate that children should have a say
about neighbourhoods, education, health and social services. In prac-
tice the results have been patchy: Cutler™ suggests the introduction of
standards for participation as a means of addressing this. Government
measures have set limits on participation by stipulating that Children’s
Fund partnerships mustallocate 25% of their budgets to activities related
to crime prevention and anti-social behaviour.” Every Child Matters”
emphasises the need for children’s services to work together to secure
specific outcomes for children: being healthy, staying safe, enjoying and
achieving, making a positive contribution and economic well-being.
However, the targets attached to these emphasise going to school, avoid-
ing negative behaviour and anti-social behaviour."*

Children are more likely to emphasise the importance of safer streets,
cleaner parks, and cheaper public transport and leisure facilities.”* Other
priorities include greater involvement in decision making in schools and
being respected in shops and other public places.”” There is therefore
a gap between the priorities of government and children, and children
frequently claim that they are not listened to and not respected.”

Animportant part of the government agenda is the active engagement
of young people in voting and in responsible behaviour. While children
have been characterised as disconnected from political processes, they
may prefer to participate in other forms of political expression such
as demonstrations, boycotting products and signing petitions. Colman
with Rowe’" argue that young people are not disaffected but switching
the ways they prefer to engage with political processes.

Children’s effectiveness may be limited by staff attitudes, meetings
that are not child-friendly and inadequate preparation time. Staff turno-
ver may also inhibit the formation of trust. These issues are particularly
important for less advantaged children such as those who are looked
after, who often lack information about care plans and about their rights
with regard to services.”” "’ Children whose views are asked for but not
acted on may become disillusioned.”’ Marginalised and younger chil-
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dren are less likely to be involved than those who are more articulate
and older.”

People with learning difficulties

While people with learning difficulties have been involved as service
users for longer than some other user groups, there is a tendency for this
involvement to be seen as rehabilitative. A diagnostic label may lead to
people with learning difficulties being seen as incompetent and excluded
from involvement.” On an individual level, certain groups of people are
less likely to be involved in such activities as person-centred planning, if
also labelled as having mental health or behavioural problems, autism,
health problems or restricted mobility.”’

Official policy is that people with learning difficulties should have
a say about their lives, and this should be at all organisational levels.
Service providers should listen to what people say with regard to advo-
cacy, direct payments and individual budgets, person-centred planning
and communications. Family carer networks should also be involved.
Consultation with people with learning difficulties is via the National
Forum for People with Learning Disabilities on a national level, and
through partnership boards on a regional level.”®

Fyson and Ward®® point out that partnership boards lack power.
Service users also face difficulties participating due to problems of in-
accessible information, physical access, and lack of reimbursement for
travel expenses or loss of earnings, and the timing of meetings. These
issues reflect the fact that user involvement here is on the terms of service
providers.

User involvement is closely linked with self-advocacy and Beartetal "
point out how confidence in making views known is strengthened by
group membership. Dearden-Phillips and Fountain'®' discuss the work-
ing of the Cambridgeshire Parliament as an example of participation on
service users” terms. MPs are elected as representatives of particular con-
stituencies and service managers invited to attend to discuss particular
issues. Reported developments include the removal of a manager and
training of GP receptionists on issues of concern.

Peer support has been shown to important for accessing direct pay-
ments but as yet there is little independent support run by and for people
with learning difficulties."””
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Carers

Carers have been recognised more fully in recent government policy, '
but despite this, research has shown that carers feel unsupported by
statutory services and are often unaware of their rights to assistance.
Macgregor and Hill'”” report that despite new legislation many did not
know about their right to assessment. Although carers expressed a wish
for more support, the proportion receiving an assessment had risen from
just 21% to 32% between 1997 and 2003. Dissatisfaction with rules
forbidding direct payments for certain kinds of assistance was also noted.
Lack of access to service support has been portrayed as a human rights
issue on the basis that it inhibits inhuman and degrading treatment and
rights to family life."

Roulstone et al*’ report that while local authorities and PCTs were
trying to involve carers, and provide feedback on the difference this in-
volvement made, commitments on paper did not seem to be translated
into substantive changes. Where instances of changes were described,
these tended to refer to procedural developments rather than specific
outcomes. Issues raised in their report include services for gay and lesbian
carers, support for carers to work and reaching carers who were mar-
ginalised. Time to participate in user involvement was also problematic
for some.

Swain and Walker'"" discuss relationships between parents and pro-
fessionals with regard to an education centre that had been set up by
parents. While parents faced a battle to secure resources and felt their
views were not listened to, professionals questioned the legitimacy of
the centre and its clinical effectiveness. The authors doubt the pos-
sibility of establishing a partnership in this instance, concluding that
power relations were a central issue of contention. While the omission
of children’s perspectives is commented on, Young et al'”* note in their
study of physiotherapy services that professionals exercised most power
in decisions, followed by parents and finally children.

Black and minority ethnic service users
It has been consistently shown that BME service users are less likely to

be involved with services in a number of ways. Firstly, there is less likeli-
hood of receiving support because of services users’ lack of knowledge



Literature review

about what is available. Secondly, services are often not appropriate in
terms of what is needed: poor quality and lack of choice have been
reported'”” as well as discrimination and stereotyping, mono-cultural
service provision and discrimination within cultural communities.' "’
Particular issues concern more disadvantaged groups of BME service
users. Refugees and asylum seekers are more likely to experience negative
attitudes, language barriers and isolation. Patel'"' recommends that data
is gathered to identify where and how many refugees and asylum seekers
there are in each area and that specialist rather than generic workers
should be recruited to do this.

Issues remain even with services such as direct payments, where there
is more choice available with regard to the personnel involved and the
way the service is delivered. Problems about the meaning of independ-
ent living for service users, with recruiting appropriate personnel and
rules governing who may be employed, can compound the above prob-
lems.""”

Shaping Our Lives National User Network' " similarly highlights the
importance of both processes and outcomes for users in defining their
own needs, experiences of discrimination and lack of respect from service
workers. Where BME people do receive service support, they are less
likely to be selected for involvement in consultative or decision-making
capacities. Service user groups have tended to organise independently to
represent their interests where cultural background and personal experi-
ence may be acknowledged.""

Drug and alcohol service users

The move to involve drug and alcohol users in services has been less
marked than for other groups, although the expectation of involvement
remains, through the Health and Social Care Act (2001). Part of the
reason for lesser participation in service design is the criminalisation of
drug taking and the stigma attached to excessive alcohol use. The main
paradigm is prevention of drug use: there is an expectation that drugand
alcohol services will change the behaviour of service users and for many
professionals user involvement has been synonymous with participation
in detoxification treatments. Involving service users is seen as a step
towards the eradication of drugs and drug use.
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Taking a different approach, the Harm Reduction movement is con-
cerned with minimising negative health impacts on users and others and
has called for a challenge to the merits of the drug prohibition strategy.”
Drug users have been more involved in this movement, as user groups
share similar concerns.

However, a more radical international movement questions profes-
sional leadership and has called for a recognition of human rights, as-
serting the need to organise independently.'"

Based on the views of service users, the European Association for the
Treatment of Addiction'"” provides a large number of recommendations
for improving services while noting that opportunities for influencing
services through direct involvement are almost negligible."* '

In recent years there has been more discussion about involving service
users and there are some reports that document where this has started

120, 121 l f . h . .
Details of two instances where service users were given

to happen.
small grants for specific projects are given by the Mayor of London/
Greater London Drug and Alcohol Alliance.”’

Fostering and adoption

Fostering rather than adoption is of most concern in the literature.
Fostering is treated as an extension of the formal care system for looked-
after children, who may be in the system for a wide range of reasons,
ranging from imprisonment following conviction of crimes, remand
while awaiting trial, separation from abusers or for reasons of absconding
from services.

The formal rights of children in foster care have been strengthened
in recent years'*”'”’ but there is a tendency for the government to focus
on external inspection and service self-reporting rather than children’s
involvement. Thomas'*’ compares self-reported changes from managers
of children’s services between 1997 and 2004 and states that managers
in children’s services are increasingly developing policies on complaints
procedures, arrangements for looked-after children to meet one another
and now increasingly delegate decisions to carers about whether children
may stay over with friends. On the other hand, no development was re-
ported on policies for involving children in decisions, on access to records
or communication of policies. While children may be involved in more
general matters of policy development, they are likely to have less say
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with regard to their own care plans and circumstances, demonstrating
that formal policies do not translate into changes in practice.

Continued difficulties were reported by Voice for the Child in Care'”’
with regard to the conduct of formal case reviews. Issues include being
allowed to speak, the possibility of having a friend or advocate present,
choosing who attends rather than having strangers present, who chairs
meetings and being presented with shocks and surprises. Other issues
concern lack of respect, preparation and knowing what will be said.
Disabled children reported assumptions that they would not be able to
do things and decisions being made quickly, while non-disabled children
reported lengthy delays and decisions being made too late for these to
be helpful.

Carers for fostered children have consistently highlighted problems
of lack of support from services. The main issues reported are lack of
support from social workers when needed and financial insecurity. Foster
carers tend to become more involved in conflict with statutory services
over time and may either resolve this or leave.'”*

This search was unable to find any evidence of a relationship between
fostered/adopted children’s involvement and organisational change in
services.

Older people

Aswith other service user groups, policy measures have made the involve-
ment of older people a requirement, intended as an equal partnership

129 note, there

and not simply consultation. However, as Janzen and Law
is little evidence that involvement has impacted on service development
toward achieving the outcomes that older people want. Older people’s
priorities are reported as being: having good social relationships, help
and support, living in safe and neighbourly places with good transport
links, having hobbies and personal interests, enough money to meet
basic needs, and having control over their lives.'

Older people have pointed out that their lives are about more than
health and social care. As such, there is a tension between a view within
many services that older people are frail and dependent with the broader
aspirations of elders. The Joseph Rowntree Foundation’ reports that an
emphasis on government targets has militated against flexibility and
responsiveness to service users, as person-centred approaches have been
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shelved in favour of the pursuit of star ratings. The literature presents
evidence that older people are being increasingly involved in services, de-
spite reported barriers to participation, ” but these appear to be changes
in form rather than in outcomes for service users.

From another perspective, Postle et al'"” consider older people’s in-
volvement in political activity, noting the development of pensioners’
forums, may of which have grown from self-help groups. Often cam-
paigns are about single issues, such as opposition to council tax arrange-
ments and other public services such as health and transport. Postle et
al present the argument that social workers ought to be supporting this
form of participation.

Homeless people

Homeless people have yet to be involved to any great extent.'”” Because
people who are homeless may move around and have often, in common
with drug and alcohol users, been characterised as having chaotic lives,
their pattern of movement may not fit the administrative boundaries of
service providers. Gainingaccess to services is again an issue, and having
an advocate who will negotiate access to services may be helpful.”’

Anti-Social Behaviour Orders are of particular concern to homeless
people. As with drug users and some mental health service users, issues
of compulsion and behaviour change make it ambiguous as to who is
being assisted by services, with consequent implications for user involve-
ment.

2.6.3 Summary

This brief discussion of the recent literature on user involvement has
considered the patchy progress made on user involvement across service
user groups. The literature reviewed tends to focus, with some exceptions,
on problematic barriers to implementation. Good practice guidelines,
which have not been reviewed here, tend to highlight the opposite side
of the coin: ways in which organisations can facilitate and support user
involvement. Robson et al”’ take a similar approach, where they note
the features of voluntary organisations that assist change through user
involvement. They note that involvement was translated into change
when there was effective leadership by both service users and profes-
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sionals and where the priorities of users took precedence. This study
also differs from others in that it was an action research project that
considered change over time rather than at a single point.

2.7 Social policy and public sector reform
2.71 ‘'Voice and choice’

Beresford and Croft”* characterise the current policy context as ambigu-
ous, uncertain, complex and contradictory and recent policy measures
reflect this. By way of illustration, an agenda for ‘top-down’ reform will
be discussed.

Recent government policy has emphasised the concepts of ‘choice
and voice’ as mechanisms for public service reform. The intention is that
service users will gain more say over how local services are run, by choos-
ing between alternatives and participating in decisions about delivery.
The Home Office and other government departments have expended
considerable energy encouraging civic participation (for an overview of
the issues in relation to the voluntary sector see ).

Both choice and voice may be individual and collective. People may
choose as individuals (for example, over which person to appoint as a
personal assistant when receiving direct payments) and as a group (for
example, democratic collective decisions about particular service provid-
ers); they may also be involved in user participation (voice) as individuals
or collectively.

The Public Administration Select Committee”” notes that the gov-
ernment is much more enthusiastic about choice than it is about voice.
In their review of evidence, which focuses mainly on education, housing
and health but which they state is also applicable to other services, they
call for a balanced approach to both strategies. Concern is expressed that
empbhasis on choice is likely to compromise equity. The greater ability of
middle-class service users to choose between alternatives, and move if
necessary, " and the likelihood of ‘cream-skimming’ by the private sector
mean that if equity is to be maintained increased and continuing state
intervention will be required. While the government has not accepted
this argument, it continues to be disputed.

However, within the preference for choice, the preference is for indi-
vidual choice. Collective choice is seen as a minor strategy that will not
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be deployed as a most likely option. The Public Service Reform Team
states:

. collective choice means giving groups of users greater power to
decide where, when, by whom and how a public service is provided.
It is usually best deployed where individual choice is not feasible eg
policing, community safety and other local services."”’

Collective voice (user participation) is discounted by the New Local
Government Network' ™ on the basis that it is ineffective and does not
deliver speedy results. They further suggest that collective voice may
give rise to an unrepresentative elite. Instead, individual consumer voice
is suggested as a preferred approach to reform. While naturally these
arguments are not uncontested, government statements that downplay

37,139 . .
P71 lead to an equation of voice and

voice in favour of individual choice
individual choice. Voice is barely mentioned in recent statements.

The effect of this is to maintain a clear distinction between service
users and service providers and a demotion of engagement as a priority.
On the other hand, the issue of effective support for service users to
exercise individual choice remains in written policy statements, together
with recognition that professional and service providers are not well
placed to do this, particularly private sector providers.

Assessment procedures have been consistently documented as prob-
lematic for many service users."”” "’ Access to services for the kind of
help needed is not always easy to secure. Choice is not straightforward
because service users do not operate as customers in a free market.

A question for the research is therefore whether user-led services might
fulfil the role in the current climate. While not suggesting that this is
the only way to instigate and manage change, it may offer possibilities
for maintaining collective voice in questions about service provision and
could be positioned between service provision and use of services.

2.7.2 Summary

This review has considered the literature from 2003-06 that concerns user
involvement and organisational change. As is evident from the preceding
discussion, involvement does not lead automatically to change. There is
evidence, however, of greater involvement and some steps towards more
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of a partnership between service users and service providers. There are
now more examples of service users being involved in a wider range of
roles and at more organisational levels.

Some instances of cultural change over time have been documented.
The literature shows conclusively that this kind of change takes time and
effort, and that dismissing involvement as ineffective misses the point.
It is evident that it is not a ‘quick fix’ but a long-term effort.

User-led services are important both for the improvements they offer
to service users and for their potential to offer models of good practice
more widely. As a form of user participation that can bridge the divide
between service users and providers, ensuring adequate funding is likely
to require more than a simple increase of ‘choice’ options based on
cost-effectiveness criteria that do not adequately consider the support
requirements of service users.
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Practice survey methodology

3.1 Introduction

This research is concerned with people — people who use social care
services and professionals involved in commissioning and providing
services. The literature review revealed a complex picture of interaction
between these different groups influenced by varying legislative and
social policy backgrounds in the UK and varying impairment groups.
Relationshipsin social care are influenced by many factors including who
exercises most power and influence and how service users are organised.
There is no particular model or set of rules that can be applied to service
user-driven cultural change, therefore an approach of questionnaires
with semi-structured questions and focus groups was adopted to allow
for a full range of ideas to be considered from which conclusions could
be drawn.

3.2 Mapping and questionnaire

The mapping and questionnaire stage of the project aimed to find out
about service user-driven culture across as much of England, Wales and
Northern Ireland as possible.

The initial project proposal included the aim to send a questionnaire
toawide range of service users and service providers. Discussions with the
projectadvisory committee and SCIE identified difficulties with sending
out a single questionnaire to cover service users and service providers.

After looking at various options including sending out two different
questionnaires, it was agreed that this would be time consuming and
complicated. It was therefore agreed that a questionnaire should be tar-
geted at service user organisations as these would be in the best position
to identify what changes had taken place.

The questionnaire (see Appendix C) was designed to identify:
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* who was involved and what their role was

* how they are presently involved

* when they became involved

* what contributions service users were making

* what changes service users brought about in the specific area — what
changes occurred, what changes were hoped for, changes in progress
and changes for the future

* how long the change took

* how change was sustained

* specific examples of policy (such as commissioning services)

* specific examples of practice (such as involvement of service users in
training and appointment of staff)

* what good practice in respect of user involvement they considered
their organisation could offer

* whether they agreed to participate in a further in-depth practice
survey.

The questionnaire was designed to deliver information in terms of the
numbers of respondents who saw change having taken place, ratings of
whether the process had been difficult or easy, activities and factors that
had an impact on the process of change, the future potential for change
and threats to progress that was achieved.

Each of the questions then allowed respondents to give information
about the issues covered.

The questionnaires were sent out either through email or through the
post to 500 organisations across England, Wales and Northern Ireland.
These were from selected databases held by NCIL, Shaping Our Lives
and People First.

The two project workers analysed the questionnaires to produce fig-
ures for the quantitative responses and to code the common issues that
came from the responses to the qualitative questions.

3.3 Focus group meetings

The project proposal set out the aims of the focus group meetings as
being:



* to investigate more complex issues raised by the research commis-
sioning brief, such as assessing transferability and how to develop
sensitive and sound outcome measure to inform resource investment
decisions;

* to ensure the involvement of potentially marginalised groups such
as BME service users, mental health service users, people with com-
munication support needs etc;

* to involve social service professionals with knowledge and experience
in innovation and service improvement based on user-led culture
change;

* to seck to identify other external and internal drivers such as funding
cycles bureaucracy and monitoring, capacity and provision of services,
staffing and training.

The focus groups were identified from the questionnaires with the selec-
tion being based on:

* geography — the aim was to do one session in each of the nine English
regions, Wales and Northern Ireland;

* evidence of initiating service user-driven change in social care in each
area;

* willingness to participate within the timescale set for the research;

* representation across all impairment groups;

* that there was an ethnic mix.

A total of 10 focus group meetings were carried out for the project, with
nine in English regions and one in Northern Ireland. It was part of the
original plan for one of the groups to be in Wales but there were very
few responses to the questionnaire initially from Wales. Disability Wales
helped to support the work by sending out additional questionnaires to
user-led groups from their own mailing list. The responses received did
not indicate that focus group meetings were likely to generate significant
additional information, while further contacts did lead to more question-
naires being returned from Wales (with an eventual total of 15).

One of the questionnaires received from Wales in the first batch of
questionnaires met the criteria for a focus group in Wales; the organi-
sation concerned was unable to accommodate this due to capacity is-
sues. An alternative user-led organisation was therefore sought from the

Methodology
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returned questionnaires and detailed information over and above that
obtained from the main questionnaire for the project in order to cover
some of this gap in the information was obtained from an umbrella
organisation controlled by disabled people and covering the whole of
Wales.

A standard schedule was used for each of the meetings. The focus
group facilitators used the schedule to carry out semi-structured inter-
views with the groups to investigate issues that had been raised in the
groups’ questionnaire responses.

When arranging the meetings, groups were encouraged to invite a
representative from service provider organisations to take part in the
meetings. None of the groups were able to do so, although it may have
been better that this did not happen, as there were occasions when the
presence of a representative from service provider organisations would
have inhibited the discussions.

It was seen as important to ensure that the project gave coverage to
service providers’ views on these issues and to achieve this five telephone
interviews were carried out with representatives of service providers in
areas where the focus group meetings had shown the most positive ex-
amples of change.

3.4 Drawing the information together

The conclusions of the literature review, the findings from the question-
naire and the findings from the focus groups were drawn together in
order to reach some conclusions about service user-driven culture change
and to reach some recommendations on how change could be brought
about more effectively and better sustained.
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Practice survey discussion of findings

41 Questionnaire
A total of 123 questionnaires were returned.

The questionnaire began by asking whether changes had taken place as
a result of user involvement in the past five years. The answer were:

Yes 102
No 19

Two people did not answer this question.
411 Changes identified
The changes identified break down into the following categories:

New services: 17 respondents— these included developments around direct
payments, outreach services and support with issues such as parenting
and using public transport.

Maintenance 0f existing services: one re.vpondmt — one organisation had
been involved in a campaign to maintain existing services.

Policy change: 17 respondents — change in terms of policy development
was clearly a key issue for many respondents. Again there was a broad
range of examples including charges for services, quality standards and
a charter for older people. These types of policy changes often appear to
be achieved by users having places on relevant committees.

Accessible information: two respondents— two respondents described work-
ing with service providers on the development of accessible informa-
tion.
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Monitoring and evaluation: five respondents — respondents who were in-
volved in monitoring and evaluation with service providers included one
that was monitoring a service level agreement and another monitoring
the implementation of a charter for older people.

Staffing issues: 21 respondents — involvement in changes relating to staff
and staffing issues was another key area of change. This commonly
involved taking part in the recruitment and interviewing of new staffand
the training of staff. One group had young people trained to interview
staff candidates and fed in their views to the selection panel. Another
reported their users had developed materials for use in training and
induction of new recruits. In one area the local authority had prioritised
the retention of staff after users had stressed the importance of continuity
in the provision of social care services.

Education: four respondents — one respondent described being involved
in providing training to local authority staff and education staff and the
others were involved in social work degree courses.

Development of user involvement: 17 respondents — the development of
user involvement itself was a key theme. Respondents looked at this in
terms of obtaining funding for more staff, taking on new roles such as
providing advocacy support in mental health units, a user participation
group, participation in research, users as spokespeople for the organisa-
tion and training for users on issues around involvement.

This type of change is important as the development of user involve-
ment clearly has the potential to lead to further change. One respondent’s
organisation had moved from being an organisation for disabled people
to an organisation of disabled people, which was run and controlled by

disabled people.

Respondents saw these changes as having led to benefits for service
users in terms of more flexible and responsive services that resulted
in better quality of life and increased independence for service users.
Developments around user involvement were seen as giving service users
greater confidence and self-esteem.
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Lessons that respondents believed that they had learned from the

process of change were:

change needs to be based on the social model of disability and a
community development approach;

user-controlled organisations need to be resourced if they are to play
a role in change;

resources need to be used effectively;

service users should be fully involved in change;

service users need to be involved at a strategic level;

everyone involved in change needs to be constructive and proac-
tive;

service users and service user organisations need to be coordinated
in their approach to change;

service users and service providers need to develop positive relation-
ships;

attention needs to be paid to getting the process right from the start
of any changes;

at a practical level, meetings need to be properly organised and ac-
cessible;

time needs to be allowed for changes to take effect.

4.1.2 Process of change

The questionnaire asked respondents to evaluate the ease or difficulty
of change, with the answers being as follows.

Very easy 5
Easy 25
Difficult 46
Very difficult 19

Five people indicated that it varied between the different elements of
change. Two people answered that none of these characterisations were
appropriate.

Issues identified as making change difficult were:
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* power issues, particularly around the inequalities between service
users and service providers;

* organisational and staffing issues — this included issues around
bureaucracy and the capacity for staff to support the process of
change;

* cultural change in an organisation were seen as particularly difficult
to achieve because it involves the biggest types of changes;

* funding — this relates to the cost of making change and the possible
additional cost of improved services;

* building a consensus about change could be difficult, particularly
where there was widespread involvement.

Respondents then gave views on how change could be made easier:

* good practice in user involvement;

* recognition of the social model of disability;

* better understanding of user-controlled organisations;

* funding for user involvement and for the process of change;

* the support of staff and professionals involved in the process of
change;

* good relationships between all involved in making change;

* training where required for all involved in change.

Many of these points offer solutions to the difficulties identified in the
previous list.

Service users were seen as a key part of the process of change by
the vast majority of respondents, with people characterising the role of
service users as follows:

Unimportant

Important
Very important 21
Essential 71
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A question about who started the process of change further highlighted
the important role of service users, with respondents pointing to the

following groups as initiators of change.

Individual users 47
Informal groups 25
Service user organisations 35
Advocacy organisations 19
Representative organisations 7
Professionals 15
Voluntary non-user-led organisations. 12
Local authorities 15
Other (please tell us) 1 — unspecified

Respondents identified the following activities that they/service user

organisations had been involved in relation to change:

Consultation meetings
Representation on boards, committees
Service design

Service planning
Evaluation

Research

Information
Promotion

Lobbying
Campaigning

Other

93
97
59
61
69
57
65
51
49
49
2
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The ‘Other’ categories added were ‘teaching’ and ‘involvementin recruit-
ment’.

41.3 The future

The questionnaire went on to ask whether the process of change and/or
progress was continuing, with the answers being as follows.

Yes 78
No 11
Not sure 9
No answer 4

One respondent added ‘very slowly” and another said ‘yes — with hic-
cups’.

Examples of continued change included:

* moving from involvement in some staff recruitment to trying to be
involved in all;

* renewal of a contract to provide input on the social work degree;

* impetus for further change from monitoring the implementation of
a service charter;

* establishing a new crisis house for mental health service users;

* embedding of the social model approach within local social serv-
ices;

* user involvement taking on a national dimension with the start of
the ‘People with Learning Difficulties’ Parliament;

* amove from ‘adversarial approaches’ to working in partnership with
service providers.

Two respondents said that they were unsure about whether progress
was continuing. Another said that it was but that funding issues were

making this difficult.

‘[We are doing] more of the same — continued battling for improve-
ments. Resource factors are making this increasingly difficult.
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People who did not see change/progress as continuing were asked about
the reasons for this:

* funding issues
* new priorities taking precedence.

One person felt the change around user involvement had never been a
real concern for service providers.

On a more positive note, one organisation said that the process had
stopped because all the changes that they had wanted to achieve around
user involvement had been reached, although they did say that they were
reviewing whether further action might be necessary.

People were then asked whether they had any concerns about progress
that they had achieved being lost, with the answers:

Yes 62
No 33
No answer 2

The reasons given for this were:

* funding cuts;

* problems around user involvement — this included issues around the
development of good practice in user involvement, particularly with
good practice being concentrated with specific staff, which means
that it is lost if they move on;

* changes to services —examples included services merging, the involve-
ment of the private sector, changing eligibility criteria and charges
for services were seen as negating progress that had been achieved;

* national policies negating local progress/changes.

4.1.4 Where change had not taken place

In drawing up the questionnaire the project team believed it was impor-
tant not to assume that change would have taken place and they gave
respondents an opportunity to look at why this was the case.

Nineteen respondents said that they did not think that change had
taken place in the past five years. While the following questions were
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intended for the 19 people who had given this answer, some who had
answered that change had taken place also completed this section.

Respondents identified the following reason why they believed that
change had not taken place:

* poor management ;

* lack of training;

* lack of accountability;

¢ lack of user involvement;
¢ lack of resources.

Some respondents felt it was not the case that there had not been any
changes but they were critical of how limited they had been:

‘The changes have been cosmetic and the improvements have been
bureaucratic.

Views on what was needed to start the process of change were:

* clearer policies, responsibility and accountability;

* transparent monitoring of services from a consumer perspective;
* better communication between managers and staff;

* better managers.

Three respondents saw the key as proper user involvement, with one
saying that change would start:

‘By services genuinely taking on the views of service users and not
paying lip service.

The final question then asked whether respondents thought that change
would start:

Yes 9
No 8
Not sure 9



Practice survey discussion of findings

4.1.5 Profile of respondents

The types of service users who worked with by the organisations that
responded were as follows:

People with physical impairments 67
People with sensory impairments 59
People with learning difficulties 58
Older people 46
Mental health users/survivors 62
Parents 27
Young people 26
Young people with experience of being looked after/in care 15
Users of drug and alcohol services 13
People with HIV 2

Disabled parents 2

The respondents included organisations working with the following
specific target groups:

BME group (not specified) 18
Africans (with HIV) 1
Jewish 1
Latin American 1
Men 17
Women 18

(17 projects ticked both men and women suggesting they
did not fully understand the intent of the question. Only
one project was a project specifically for women)

Gay men

Lesbians

Bisexual

N W U b

Transgender
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‘No — our group is not targeted at any one
of the above groups’ 90

Work and activities of the responding organisations were as follows:

Service commissioning 13
Service delivery 59
Information provision 57
Representation 41
Advocacy 52
User involvement 57
Other 16

Other areas of work identified were:

* self-advocacy

* advice

* training, service evaluation, research

* family decision making

* ‘involves all of the above’

* self-help

* coordinating national friendship network

* campaigning

* education and regulation of social care

* service monitoring

* supported housing

* direct payments support

* all who user our aims

* community support for minority ethnic groups

* education and training of students on social work degree

* service user panel member

* seminar on access

* policy and campaigning, developing capacity of local organisa-
tions.



Practice survey discussion of findings

The length of time that responding organisations had existed broke
down as follows:

Less than 1 year 4
1-5 years 18
More than 5 years 95

Two organisations noted they had existed for 31 and 37 years respectively,
and one said 107 years.

How many service users/members does your organisation repre-
sent?

Up to 100 31
100-200 26
200-300 9
300-400 3
400-500 6
Over 500 38

One group had approximately 1,400 members, another referred to rep-
resenting 2,000 people, and one had 6,000 members. One respondent
did not answer this question.

Service users were involved in the management of 110 of the respond-
ingorganisations; 14 said that users were not involved in the management
of their organisations.

Eighty-nine organisations had service users involved in the delivery
of services; 23 did not.

4.2 Focus groups

The focus groups were held with:

* the user forum at a parent and children’s centre (Eastern);

* agroup of people with learning difficulties (West Midlands);

* mental health service users/survivors (group 1) (East Midlands);

* mental health service users/survivors (group 2) (Northern Ireland);

* agroup of disabled people (London);
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* a user-controlled direct payments support service (South East);
* agroup of older people (Yorkshire);

* aservice user group who use a range of services (South West).

A total of 55 individuals took part in the focus groups, which were run
between September and November 2006.

4.21 Changes that hadtaken place

An impressive range of developments were achieved by the user-led
groups included in the focus group work. Ranging from a whole panoply
of user-led training and educational work with professionals both in
social care and well beyond, to plans and proposals for setting up new
user-led services such as post-natal depression groups, a crisis house and
ClLs. Issues of discrimination in wider society are also actively being
tackled by, for example, producing leaflets and videos to combat hate
crimes against people with learning difficulties, and groups persuading
providers to actively tackle bullying cultures within services. The com-
mon theme uniting all these initiatives is that of using and building
on service users real experiences (whether of social care itself or going
beyond this), to create meaningful outputs that tackle the real barriers
that people face and put in place effective support to service users.
Specific changes described by each group were as follows.

People with learning difficulties group

* General growth in user involvement

* Specific involvement in staff recruitment with social services

*  Specific projects on crime and involvement with the police and justice
system and on making use of health services easier for people with
learning difficulties.

Direct payments support group
* Growth in numbers receiving direct payments

* Growing role of the organisation
o Negative changes around continuing re-organisation of services.
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Disabled people’s group

* Improvements to domiciliary care services (after some problems re-
sulted from a review

* Short break care for under-18s

* Negative changes around the closure of services including user-led
support for people receiving direct payments and other user-led or-
ganisations.

Mental health service user group 1

* Payments for service users taking part in user involvement
* Involvementin research and training, particularly through their local
university.

Mental health service user group 2

* Independence for the group that had been a local branch of a national
organisation

* Establishing a resource centre as an alternative to the local authority
setting up a day centre

* Training for service users to play a more effective role

 Service users providing training to other organisations, including
Jobcentre Plus

* General increase in user involvement

* Establishment of user-led groups.

The parents’ forum

* The setting up of the centre that the forum represents, which had
been done with the full involvement of local parents, and this was
seen as a major factor in its success

* Saving a play group that was threatened with closure

* The creation of a post for a parent involvement worker

* Improvements to the toy library service by linking it to the main
library service
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Plans to establish a support group for women with post-natal depres-
sion

Training for forum members had helped them to contribute to the
work of the centre more effectively.

The group said they had conducted research that showed their work
resulted in reduced hospital admissions of the under-5s.

The mixed users group

The advocacy service had resulted in many changes and improve-
ments for individual service users

Service users were able to contribute as volunteers

Participation in user involvement at a regional level

A handbook for people living in a particular housing association
covering issues such as bullying and complaints procedures
Improvements at a local day centre, including more flexible rules and
better food

More people receiving direct payments.

The older people’s group

Ensuring that concessionary fares were available on public trans-
port

Work on poverty

Input into the development of new facilities

A charter for health and social care with services that set standards
that older people could expect from their services

Individuals being able to live in their own homes rather than move
into residential homes.

Information from Wales identified the following key changes had re-
sulted from user involvement or initiatives with significant user involve-
ment:

* strategic developments to support direct payments;
* the development of a unified assessment process that brings together

social services, GP and nursing services;
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* growing networks of disabled people and service users.
4.2.2 How change had happened

Users from all groups were virtually unanimous in seeing themselves as
the instigators of change. Users saw their groups acting as role models
for provider organisations, setting the pace and providing inspiration for
individual users within these groups to become more involved and raise
their expectations. Their success in achieving change came from factors
such as their regular internal communication, energy and commitment
from user leaders, and the groups giving users significant roles from
which they gained confidence and self-respect.

Key issues emerged from three of the groups about how change had
been achieved:

* Leading by example: the people with learning difficulties group be-
lieved that social services” practice of involving service users in staff
interviews had developed because of the group’s own practice on this
issue.

o The understanding of staff and practitioners: the direct payments sup-
port group saw the growth in numbers of people receiving direct
payments resulting from the increased understanding of practition-
ers; the group described how it could be difficult to get management
commitment to new ideas to filter through to frontline service provid-
ers.

*  Training: this was a key issue for the direct payments support service
in engaging the support of practitioners for direct payments.

Service users as the initiators of change: the mixed users’ group saw it
as essential for new developments to come from the perspective and
experiences of service users. This was reflected by the mental health
service user group 2’s view that change came from regular and thor-
ough consultation with service users in the resource centre that it
runs:

‘It is important to hold meetings regularly so that people are more
confident when giving their views — breaking down barriers and
boundaries and sharing a two way open relationship — recognising
that everyone is human.
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Users having significant roles within an organisation so that they began
to see themselves as making a tangible and valuable contribution: in the
mental health day centre users” group this happened through service
users running/facilitating meetings, running groups within the centre
(for example, a drama group) and being a part of the fundraising for
the centre.

* Key individuals: some people, particularly those in leadership posi-
tions, play a central role in supporting the development of change.
Again from the mental health day centre user group 2, the manager
of the resource centre was seen as having played a key role in the way
that the centre had developed.

The common theme through all the groups on this issue is the empow-
erment and participation of service users matched with the support of
staff who were themselves supportive of and receptive to ideas around
change. Another key point is that these need to be staff at all levels of
an organisation: change will only be achieved where it is supported by
managers and frontline practitioners.

4.2.3 Further change

The groups were all asked whether they saw further change as necessary
and the view across all the groups was virtually unanimous in saying
that further change was needed.

Many were concerned about service providers remaining resistant
to many types of change and there was was an element of fatalism in
some of the groups that further efforts were unlikely to produce further
improvements.

“The attitudinal change needed is massive. We are still dealing with
the same issues after 40 years. “They” don’t want to change.

This said there was some acknowledgement in the mental health day
centre user group that the changes that have been achieved were extensive
and had exceeded their expectations.



Practice survey discussion of findings

4.2.4 Issues specific to Northern Ireland

The group in Northern Ireland and the organisation in Wales were asked
to give details of any specific issues that had affected the way change
had taken place in their countries.

The Northern Ireland group suggested that issues around their centre
serving a mixed community were not of great significance; subsequent
information suggests that there are greater issues now around providing
services to migrants from European Union countries.

They also acknowledged that under-funding might be slightly less of
a problem for them than in some other areas.

A further point from the group in Northern Ireland was that they
generally agreed that general mental health discrimination continues to
be very high in Northern Ireland although the group thought that this
took second place to sectarian differences, which they saw as continuing
to be central to their lives.

4.2.5 Involvement of service users in change

Within user-led organisations, users tend to be meaningfully involved
at all levels and all activities: from conception of projects, initiating and
guiding, through to actually delivering the work. User-led organisations
actively seek to have a voice at local, regional and national levels and to
influence both existing services and new initiatives.

Several of the groups interviewed, particularly the direct payments
support service, the parents’ forum, the mental health day centre users
group and the mental health service user group 2 gave examples of how
they were able to initiate user-led change.

The parents” forum spoke about being able to respond to changing
situations rapidly and also to making economic use of resources, by
sometimes withdrawing services they saw as ineffective. They gave the
example of having had a problem with the drop-in playgroup run by
the centre, as it was becoming over-subscribed and parents had had to
be turned away on several occasions. The parents’ forum had been able
to respond quickly with a decision to implement a rota system, enabling
all parents to have some access to the service. They felt this was evidence
of their ability to be trusted by funders and statutory authorities to act
responsibly.
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Similar points were made by the mental health day centre user group
who said that user-led philosophy gave rise to most of the changes that
had taken place.

The mental health service user group 2 highlighted how they put a
strong emphasis on building relationships of trust between professionals
and service users:

‘People get to know you, you start to trust them, they start to trust
you and it snowballs. Your confidence builds and you feel a lot easier
about getting involved. It’s easier to step out of the comfort zone.

4.2.6 Impact of user-led change on service users

There was overwhelming evidence of the impact of involvement on us-
ers, in increasing their confidence and sense of being valued for what
they contributed. User-led services were also reported to provide more
effective support for users. They experienced a feeling of empowerment
and control over their lives that traditional services had not been able to
provide. Their relationships with staff in their own organisations were
ones of equality and trust and at times their user involvement work also
led to an improved relationship with other professionals.

Specific examples of the impact that had resulted from user-led change
included the following:

* Having more of a stake in decisions:

‘People now have a voice and will let us know if something is not right
— we can then take things forward.” (older people’s group)

* Feeling more valued and greater confidence as a resulted of increased
involvement:

“You are a human being.” (mental health day centre user group)
The mental health service user group 2 spoke about how they felt

their involvement with the organisation’s resource centre was the first
time that they had felt truly empowered.
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* Increased take-up of direct payments and greater independence for
service users.

These issues point to a number of important outcomes for service users
as a result of changes and improvements. As well as the obvious results
in terms of better outcomes for individuals and increased quality of life,
there are key issues about the increased confidence and self-esteem for
service users, and that where this happens there is an additional impact
in terms of these service users being better able to play a part in future
changes.

4.2.7 Organisational relationships

Relationships between service user and service provider organisations are
of key importance but the interviewed groups’ relationships with service
providers revealed a very mixed picture.

Some groups felt they had robust and meaningful relationships of
partnership, whereas other groups had experienced tokenism and being
denied the information they needed to participate in processes. Strong
progress that had been made could be seriously threatened by structural
or policy changes made at national or regional level. Champions could
be vital in securing powerful relations with service providers, but are
vulnerable to being sidelined or lost in restructuring exercises. On the
positive side, contact with outside organisations could sometimes result
in unexpected but positive outcomes.

Positive examples included the direct payments support service group
where people talked about having a ‘genuine partnership’ with the local
authority. This included being able to challenge the authority where
appropriate:

‘Although it’s an excellent relationship it’s not a cosy one. We will

criticise them and when we do, we don’t pull our punches. They will

be fairly robust with us at times too. So it’s not a cosy set up but it is

a very healthy one’

In the people with learning difficulties group a support worker said:
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‘Social services have asked us to do consultations over the past three
years and because people have been involved in a way that has been
meaningful, I think that’s changed a few hearts and minds.

The older people’s group had had mixed experiences but was very clear
that having access to ‘the top people’ in the different departments of
different services was crucial to the successful work that they had un-
dertaken. There were times when this had been difficult and the group
had had to persevere to make the connections. Members of the group did
suggest that there are some representatives of services that they trusted
more than others.

Negative examples included the disabled people’s group that de-
scribed a very mixed relationship with the council. Members of the two
organisations at the meeting had had opportunities to work with the
local authority on the reviews of services but they had clear doubts about
the effectiveness of this involvement.

The mental health service users 2 group seems to have experienced
some similar problems, describing experiences of tokenistic involvement
with examples of patients councils saying that there was no feedback,
complaints were not dealt with, and, as a result, nothing was resolved.

However, even with these problems they felt that change was improv-
ing the situation and pointed to the importance of having allies among
service providers to argue your case when you were not there and noted
that changing attitudes and culture was a long slow process.

Organisational relationships are clearly crucial to the achievement
of change. The groups” experiences clearly highlight the importance
of relationships that are positive but challenging and can withstand
disagreements while taking issues forward constructively. In many this
could be characterised as the first level of culture change that needs to
be achieved before other issues can be addressed by service users and
service providers when working together.

There needs to be recognition that achieving this involves funding
for independent user-controlled organisations to fulfil this role.

Itisalso clear that central government initiatives are having a negative
impact on this type of relationship in some areas, particularly changes
to the Sure Start programme, where they should be supporting this type
of approach.
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4.2.8 Relationships with individual workers/managers

Individuals with influence within service provider organisations could
make a major contribution to the creation and process of change and
sometimes users felt the commitment of such people achieved change
even in the absence of any policy framework.

In some cases there were individual staff members who had taken
a particular role in the process of change and/or had developed a par-
ticular understanding or relationship with the service user organisations
involved.

‘Ultimately it’s about getting one person who will understand the
principle that we were trying to argue. You get one person at the right
level who will listen and things happen.’ (direct payments support
service)

Staff turnover could therefore have a significant impact on the process
of change. Low rates of staff turnover gave service user organisations
the opportunity to build up strong relationships with staff, providing
a stronger basis for change. Where there was high staff turnover these
relationships would clearly not be so effective and an important part in
the process for change would be lost.

There were also clearly issues around differing levels of power between
different members of staff, with some staff being in a better position
to influence change than others. This could be a complicated issue, as
staff in different positions in organisations could influence change and
practice in different ways, giving rise to situations where senior manage-
ment supported change and improvements but they were undermined
by lack of support from frontline staff.

One of the groups that had experienced such a situation — the direct
payments support service — pointed to the importance of engaging all
staff in the process of change and the potential rewards for individual
staff members in being part of this process.
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4.2.9 Funding issues

Some groups felt relatively secure but there were problems with funding
not covering all the activities groups felt they needed to be involved
in. Other groups felt insecurity of funding seriously undermined their
ability to focus of service delivery.

The groups interviewed included some with relatively secure funding
and some that were facing potential problems. Those with more secure
funding were clearly in a better position to function and to make a
contribution to the process of change.

One of the positive results of this project was to find that that so much
change had been and could be achieved without funding becoming an
overwhelming issue. However, it is impossible to look at any aspect of
service user involvement without touching on the issue of funding, as
the situation is so precarious for so many groups.

4.2.10 What users need to drive through change

There was a strong consensus among those interviewed about the im-
portance of their own organisations, which provided a non-judgemen-
tal, stress-free environment for people to build up their confidence and
skills.

This was seen to be essential in enabling service users to move on
to influencing outside the organisations and having a role in change.
Their own organisations also offered various forms of peer support where
people could discover their common experiences, which were an empow-
ering process. Information and regular internal communication were
also important.

Other key issues identified were:

* the involvement of service users, with suitable forums and structures
to achieve this;

* resources for service user organisations;

* service user organisations to have campaigning/lobbying roles;

* information on all issues that may have a bearing on change in accessi-
ble formats so that it was available to all the service users involved;

* the need for professionals to listen to service users and their organisa-
tions.
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All of these relate back to the need for strong and effective service user
organisations that were in a position to drive and support the process of
change. These organisations will only exist in a supportive environment
that recognises their role and value.

4.2.11 What professionals need to help respond positively to
change

The groups interviewed thought that professionals would be helped by
being better informed, particularly about the work of service user groups,
and by better internal communication within their own organisations.

Interviewees saw a need for consistency between policy directives
and staff working at an operational level, and for bureaucracy to be
reduced. These issues may be closely linked to the changes of attitude
that would lead to greater willingness to listen and to give service users
more choice and control — changes that service users regarded as being
of crucial importance.

The need to be better informed about service user issues and the
work of service user organisations was seen as particularly importantand
the parents’ forum suggested that staff would get a much better under-
standing of the issues by working more closely user organisations. The
disabled people’s group also argued that an important part of achieving
this was the provision of disability equality training for all staffin service
providing organisations.

4.2.12 Poor practice in user involvement

Users continue to encounter examples of poor practice in user involve-
ment and the focus group meetings found examples of this including
providers reluctant to move beyond the ‘consultation’ stage, or even carry
out consultation honestly, tokenism and perpetuation of the medical
model of disability.

Specitic examples of poor practice in user involvement included user
involvement being led by staff from service providers and staff leading
on the writing of a report because they believed that:
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‘They [professionals] control the agenda; our job is to endorse what
they consider important things for users. He [a professional] said
everything they were doing WAS involvement; I said no, it was just
consultation. He said they are exactly the same thing, but I disa-
greed. I was used to our ways of doing things, I found their way very
patronising.’

4.2.13 Making change easier and lessons that could be learnt

For most groups, the capacity and stance of the users groups them-
selves seemed the most important element in determining the success of
change: they referred to the need for users groups getting in a position to
be proactive, applying pressure consistently over long periods and ‘being
bold” and insisting on being involved. One group talked about being
‘ahead of the game’ and thinking like a business. At the same time it
was impossible to ignore the barriers that stood in the way of change,
and groups called for these to be removed: inaccessible meetings, lack of
disability equality training within provider organisations, a need for a
deeper understanding of the disability movement, social model etc, and
a need for greater openness around, for example, mental health issues.

Removing barriers to change was clearly very important. The groups
interviewed saw it as particularly important to address issues around
bureaucracy and organisational power.

The direct payments support group argued that there was a need for
managers in service provider organisations to be more assertive in mak-
ing change happen in their organisations.

‘Sometimes there is not enough exertion of power. We get an agree-
ment at senior level and they don’t seem to be able to exert enough
power of their own staff to make things happen and this causes
frustrations, so we would quite like it if the local authority had more
internal clout”

Others came back again to the issue of there being strong and well-sup-
ported service user organisations. The feedback from Wales was that the
key lesson from their experience of change was to ensure that service
users were involved at all levels and in all ways, making a reality of the
slogan ‘nothing about us without us’. To achieve this it was important to



Practice survey discussion of findings

establish strong partnerships and networks of service user organisations
in order to work together to find solutions, and to do this the capacity
of service users needs to be developed through information, training
and advocacy and then through support for the development of service
user organisations.

Partnership working was also identified as an important issue by
other groups but concerns were expressed about how equal the partner-
ships were between service user and service provider organisations. The
mental health service user group expressed particular concerns that these
partnerships would always be fragile while service providers controlled
the funding of service user organisations and that funding remained
vulnerable to cuts.

It was suggested that service user organisations needed to strive to be
as effective as possible and to deliver good quality services. The direct
payments support group argued that they had been successful by mak-
ing sure that they took advantage of every opportunity to get involved
with different services.

In many ways the most important lessons that were learned were
simply that it could be done and that change had been achieved through
positive partnerships. The lessons around this again reflect the funda-
mental importance of developing true and positive partnerships between
service users and service providers.

Some groups argued that it was just this type of partnership that best
represented what true culture change should look like and what it would
achieve. The parents’ forum argued that this partnership must be based
on mutual respect between service providers and users, and saw a need
for some humility on the part of service providers, showing that they
valued the process.

They suggested that in practice this should involve:

‘A councillor regularly coming to meetings, parents being involved
at strategic partnership meetings as equals, actually engaging with
parent; accepting that we do know the agenda.’

4.3 Views of professionals

In order to complete the picture of culture change in the areas where focus
groups were held, a series of telephone interviews were carried out with
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senior social care professionals operating within the same administrative
boundaries.

The individuals were selected for their ability to comment on the
changes discussed in the focus groups, their willingness to take part,
and their seniority enabling them to take an overview of developments
over a period of time.

The telephone interviews were based on a pared-down version of the
questions used for the focus groups (see Appendix D) and interviewees
were given the opportunity to view the questions prior to the interview

taking place.
4.3.1 Changes between 2002 and 2007

Professionals described a situation of increasing representation and
visibility for service users: users being involved on partnership boards,
implementation steering groups for the single assessment process and a
mental health alliance consisting of users and professionals engaged in
service planning, design and evaluation.

Having users fully involved in meetings at which important decisions
are made was increasingly seen as ‘normal’.

4.3.2 Involvement of users with the changes

The professionals’ view was that successful change results from the con-
vergence of users lobbying for specific changes, and managers and other
professionals being open to what users are saying and able to implement
the changes.

They highlighted the importance of user organisations being sup-
portive and working collaboratively with service providers. However,
in one of the examples given change had been achieved by people with
learning difficulties making ‘inappropriate’ use of a partnership board
meeting to raise their concerns about bullying at day centres, indicat-
ing that professionals and service providers recognised that there were
circumstances in which it was appropriate for service user organisations

to be challenging.
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4.3.3 Where change has not been enough

There was a clear acknowledgement of the limited nature of change to
date:

“The power has still not properly shifted.

Interviewees identified the following particular areas where progress had
not been sufficient.

Unequal participation: there were areas where involvement and participa-
tion was taking place but this was undermined by inequality between
service users and service providers/professionals. An example was of a
partnership board where users only had limited opportunities to put
issues they wanted to discuss on agendas for meetings. The fact that
informal discussions take place between professionals outside of meet-
ings also excludes users from many important discussions and issues.

Dysfunctional systems: this refers to situations where issues that should
be dealt with in other areas/forums, such as a complaint that should be
dealt with through complaints procedures, were brought to strategic
involvement forums. The result of this was that neither the complaints
nor strategic involvement systems functioned properly. Meetings were
used inappropriately by users to raise complaints because they felt they
had nowhere else to go with them, and complaints raised via the proper
avenues were not being dealt with.

Conflicting agendas: differing policies between central and local govern-
ment and between different departments in central government were
seen as holding back progress. Some professionals feel very constricted
by a plethora of targets and regulations, many of which conflicted with
each other and with the rightful aspirations of service users to control
over their own lives. Examples given included accountability to carers,
health and safety, the ‘duty of care’ and fears over the potential impact
of the Mental Capacity Act. There was also a particular example of how
efforts to include people with learning difficulties in mainstream colleges
were being hampered by education policies that encouraged colleges to
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offer courses in the community that meant that colleges wanted to offer
courses in venues like day centres.

4.3.4 Lessons learnt

Interviewees wanted to see a far more proactive role for professionals in
supporting user-driven change, and saw senior managers as having key
contributions to make.

It was felt they could help by actively identifying and supporting
champions for user-led change at the right level. Support should be given
to such champions to enable them to voice users’ legitimate demands for
involvement in service design, planning and delivery.

Therewasalso a call to investigate the ways in which meetingsactually
functioned. Many meetings functioned in a tokenistic way, with users
present but having no effective way of getting their legitimate concerns
on the agenda. Interviewees were clear that ways needed to be found of
genuinely engaging with users, whether this was by changing how meet-
ings functioned, or finding other ways to engage with users.

The need to get providers on board was identified: providers who
were not engaged at the outset of projects could feel threatened, whereas
they may react more positively if they felt some ownership of the change
process.

4.3.5 Measurable outcomes

The message from professionals is that outcomes of real user-led culture
change could be measured, in terms of real benefits and improvements
in quality of life for service users. They wanted to see more attention to
these real benefits for users, rather than measuring of paper processes.

There were positive examples of this kind of outcome, such as the
use of brokerage schemes enabling people with learning difficulties to
do different activities during the day rather than simply attend a day
centre. In the case of the user-led mental health day centre, the voluntary
attendance rate had increased from less than one third before it became
user-led, to full occupancy, suggesting that users were now finding the
centre a useful and positive experience.
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There were also examples where attention seemed focused on proc-
esses, and outcomes were apparently being neglected.

4.3.6 The future

There were different experiences of the continuity of change in different
areas with two obstacles to continuing progress:

* commitment to change being concentrated in particular personnel,
with the threat that this would be lost if they moved on;
* financial pressures.

At the same time interviews also saw opportunities for user-led change to
bring more effective use of existing funds. Doing things better does not
necessarily mean making them more expensive, for example, encourag-
ing people to use ordinary mainstream services.

Other threats to future progress were seen as coming from continu-
ing pressures for re-organisations and the pervasive negative attitudes
of some professionals, which continue to under-value user-led initiatives
and users’ own evaluation of what works for them.

An example that combined several of these issues was a health trust
that was about to be merged with another, leading to a doubling in size
and many changes of roles for personnel. The post held by the ‘cham-
pion’ for user involvement and the emerging culture of ‘centre stage’ for
service users were under threat.

Another concern was that there was too much emphasis on per-
formance indicators that did not address the concerns of service users,
although one interviewee thought that this could be addressed through
the In Control Programme.
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5

Conclusions

5.1 User involvement as a continuing priority

The theme of user involvement as a continuing policy priority for service
providers and a priority for service user organisations is one that comes
through strongly in both the research report and the questionnaire and
interviews carried out for the project.

The research report identified three approaches to involvement: par-
ticipation based on Arnstein’s ladder model first put forward in 1969;
service provision by user-controlled organisations, as exemplified by
CILs; and political campaigning.

It found that:

“While the literature consistently discusses the barriers to involvement
noted above, most supports user involvement and considers it to be
an essential means to service improvement.’

The report goes on to say that current practices limit the effectiveness of
user involvement and mean that the pace of change is slow.

The questionnaire and interviews clearly identified user involvement
as a key issue for the organisations that participated. Their responses
indicated that they seek to have an input into local, regional and national
issues in relation to both existing services and new initiatives. Their
descriptions of the ways in which they themselves operated as organi-
sations also indicated that they operate according to user involvement
principles with their own memberships — with many seeing themselves
as role models that service providers had learnt from.

While many obstacles remain to the involvement of service users,
there are equally many positive examples. This was reflected in both
the research report and in the responses to the questionnaire and in-
terviews carried out by the project. Examples of good practice included
full partnership between a local authority and an independent direct

73



74

payment support service leading to greater take-up of direct payments,
the establishment of a support centre for children and young people, a
local charter for health services for older people and a user-led centre for
mental health service users/survivors.

The research report looks at the characteristics of user involvement
in current reviews and reforms of social policy. It characterises these as
being about ‘choice and voice’ — choice about services and having a voice
in how they are run. While these can be undertaken individually or
collectively, the research report argues that service providers and policy
makers prefer to put the emphasis on individual choice.

According to the report, some reports have gone as far as to dismiss
collective involvement as ineffective but elsewhere there is recognition
that independent support for individuals in making their choices is im-
portant and the report suggests that there is a need for further research
about this role for service user organisations.

The project report clearly recommends that commissioners and serv-
ice providers need to be open to the development of user involvement
and that professionals need to be better informed through training.

One of the key issues in the early stage of the project was the defi-
nitions of change that should be used by the project. This began as a
discussion about the scope of the questionnaire survey carried out for
the project and the potential difficulties of using a questionnaire that
could cover service providers and service user organisations to cover
these issues.

Discussions at a steering group meeting indicated that service user
organisations would be in a better position to identify where cultural
change had taken place, so for this reason, and practical issues around
the time resources available to the project, it was decided to concentrate
the survey on service user organisations and bring in the perspectives of
service providers later in the project.

This suggests that there may be scope for further work on what con-
stitutes change and a more detailed investigation of different perspectives
on change and how it is achieved.



Practice survey discussion of findings

5.2 Barriers to participation across different types of
service users

Differing priorities and unequal power relationships between service us-
ers and professionals were a key barrier identified in the research report.
This was seen as impacting on the individual situation of service users,
particularly in relation to direct payments, and wider developments and
change.

Relationships between organisations and individuals were found to be
a key issue in the group interviews and responses to the questionnaire.
The professionals interviewed recognised themselves that there is not
equity in the participation of service users and that issues such as the
cycle of meetings meaning that decisions were taken without involving
service users.

Some of the professionals interviewed also questioned the effective-
ness of meetings as a way of involving users and suggested this needed
to be investigated in order to find ways to improve their effectiveness.
They also suggested that alternative methods of involvement might need
to be identified.

In areas where there was positive involvement and work for change
the interviewees believed they had strong and robust relationships with
service providers that could be seen as true partnerships. In otherareas the
groups felt that they were treated tokenistically and that they were often
denied the information that they needed to participate effectively. Some
of the professionals interviewed were surprisingly frank in admitting that
they did not respond to service users where their views and requests did
not fit in with the plans and practices of the service provider.

Organisational relationships are clearly linked to the relationships be-
tween the individuals who make up those organisations, and the groups
thatwere interviewed clearly saw these asimportantin relation to involve-
ment and change. The idea of champions to support involvement and
change was seen as important by both service users and professionals.
In one area the user group said that the continuation of change was the
result of the support of particular staff.

The group interviews carried out for the project found that where
individual service users gained considerable benefits from taking part
in user involvement in terms of developing confidence and self-esteem,
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they also reported that their relationships with other staff/professionals
improved as a result of this.

These issues around relationships between service users and the staff
of service provider organisations is clearly one that is important for prac-
titioners and for the implementation of user involvement policies. This
relationship appears to be the crux point in user involvement particularly
in terms of whether it becomes a success or failure and a positive/negative
experience for the service users and practitioners involved.

The professionals interviewed for the project explicitly recognised
the need for professionals, and senior managers in particular, to be more
proactive in supporting user-driven change. They also highlighted the
importance of ensuring that the actual providers of services (where there
is a division between commissioners and providers) to be engaged in the
process.

The issue of the positive/negative experience of this relationship for
individual service users is again of great potential importance and may
have a significant bearing on practice. Questionnaire responses in par-
ticular highlighted the potential individual benefits of taking partin user
involvement in terms developing self-esteem and self-confidence. This
being the case it might be suggested that user involvement needs to be
given much greater priority in one-to-one social care practice.

The point from the professional interviews about service providers not
responding to issues raised by service users that do not fit in with their
own plans may also need consideration in relation to both individual
and organisational practice.

Another issue identified in the interviews and questionnaires that did
not appear in the research report was the potential impact of external
organisations. This could be positive, as in the example of the media
supporting a campaign, or negative, as in some areas where it was felt
that central government policies might have a negative impact on local
initiatives.

5.3 Differences in experience across different types
of service users

It is well documented that there are wide variations in levels of involve-
ment between different types of service users, with groups such as young



people, drugand alcohol service users and users from BME communities
often absent from involvement initiatives.

The research report looked at these issues across a wide range of
service users:

¢ children and families

* fostering and adoption service users

* older people

* people with learning difficulties

* mental health systems users and survivors
* people with a sensory impairment

* people with a physical impairment

* service users from black and minority ethnic (BME) communities
* drug and alcohol service users

* homeless people

* carers.

Variations in the influence of different types of service user was not
raised as an issue by respondents to the questionnaire or in the group
interviews.

Different types of service user being treated differently in relation
to user involvement is clearly an issue that needs to be considered at all
levels of service provider including individual practice. The extent and
nature of the variations may also warrant further investigation.

5.4 Cultural change and resource issues

The research report identified funding and resources as a key issue but
did not explore it beyond this. However, it did come out as a crucial issue
for the questionnaire respondents and the interviewees.

Several respondents/interviewees saw financial pressures as putting
considerable pressure on future developments and continued user in-
volvement, with concerns in some areas that improvements that had
been achieved that may have been lost.

This said, in many cases the organisations that took part in the ques-
tionnaire and interviews — including the professionals — believed that
change and improvements could be achieved within existing resources.
Similarly, funding was not the only threat to progress, with organisa-

Conclusions

77



78

tional changes such as mergers and re-organisations presenting chal-
lenges for some organisations. In one area there was a suggestion that
performance indicators are needed to ensure the continuation of and
development of user involvement.

Funding and resources would generally be seen as policy rather than
practice issues, but given the point above about change that had been
achieved within existing resources there may be implications to be con-
sidered in relation to practice, particularly at management levels.

5.5 Cultural change as a long-term issue

The research report says that user involvement and participation were
seen as the key to change but does not give any details of this.

Responses to the questionnaire and the interviews carried out for the
project offer a wealth of examples of ways in which this has happened.
These examples include a range of new schemes and services that have
been set up as a result of what service users have identified as needed
and appropriate.

In many cases, the actual change that had been achieved was around
the development and improvement of user involvement, suggesting that
involvement may be a key part of achieving change. The interviews with
professionals identified the participation of service users in decision mak-
ing as becoming part of the norm.

This might be an issue that would warrant further investigation and
could be seen as relevant to practice at all levels, relating back to the
point above about the individual benefits for service users who take part
in user involvement.

5.6 Key message

The key message for practice from the project is that cultural change and
service user involvement are inherently linked. Improving the practice
around user involvement at all levels — which is a cultural change in
itself — is the key to improving change in all other aspects of service
provision.
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Recommendations

Commissioners and service providers

Be willing to listen and to value the contribution service users do,
and can make, to the delivery of better services.

Ensure senior managers promote service user-driven cultural
change.

Ensure relevant professional bodies provide networking and training
opportunities to support service user-driven cultural change.
Professionals need to become better informed about service users’ ex-
perience through service user-led training modules as part of regular
qualifications to practice in social care.

Decision-making structures

Service user involvement should be embedded in all levels of decision
making that affects the lives of service users.

The structure for the involvement of service users needs to be agreed
with service users at the start of the process.

Structures for involving service users should be reviewed annually to
ensure they are working and are appropriate to the needs of service
users.

Decision-making structures need to be fully accessible not just in
terms of providing accessible information but also in terms of under-
standing and involvement in decision making.

Decision-making structures should have a specific budget for user
involvement.

Support for service user involvement

* Service user organisations should be adequately funded to support

service user involvement.
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¢ Such funding should be secure and promote the independence of the
service user organisation from local providers.

* Service user-led groups with a record of achievement in user-driven
change should be encouraged and given the resources to share their
expertise with other organisations through information and training
with an annual promotional event sponsored by SCIE.

* Service user organisations need to provide peer support, accessible
information, training and skills development in a non-judgemental
environment to promote service user-driven cultural change.

* Funding should be freed up to resource user-led organisations to
develop their own user-designed services to demonstrate better out-
comes for service users and enhanced cost-effectiveness.

National

* Service user-driven cultural change needs national commitment
through involvement in national relevant bodies and decision mak-
ing.

* National policies and strategies must consider the impact on service
user-driven cultural change in their development and implementa-
tion.

¢ Performance indicators on user involvement need to include measur-
ing how service users have been involved, how processes have changed
to encourage service user participation, and how much support is
provided for service user involvement.

Outcomes

* Itshould be recognised that the central purpose of service user-driven
cultural change is to enhance outcomes for service users.

* An annual statement of service user involvement should be drawn
up by each provider organisation that highlights what has been the
outcome for service users.
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Armer (2006)

Arnstein
(1969)63

Badham
(2004)%°

Barnes (2004)'2

A guidance report providing recommendations
and advice on user involvement in the Leeds
area

An article that outlines a model for
understanding citizen participation: citizen
power, delegated power, partnership,
placation, consultation, informing, therapy
and manipulation are described, in descending
order of influence. The model is offered as a
means of distinguishing between ‘the empty
ritual of participation and having the real
power needed to affect the outcome of the
process’

An article that describes the gap between
rhetoric and practice with regard to children’s
rights and participation. Government priorities
with regard to engaging children with political
processes do not connect with children’s
priorities, which often relate to use of space on
a local level. The article describes the Ask Us!
Project, through which young people effected
change in one area

This paper discusses the development of
independent living and calls for measures to
remove barriers to equality. These include

the removal of direct payments from local
authority control and giving the administration
to service user-led organisations. User-

led services as well as cultural change in
government departments are discussed as
means of effecting the resources needed for
disabled people’s participation in society
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Barnes and Provides an overview of the development of

Mercer (2006)° user-led services as alternatives to traditional
services that have been shaped by the
preferences of professional providers. User-
led services are discussed in the context of
the development of the disabled people’s
movement and the findings from a study into
the current situation of user-led services are
reported

Barnes et al A literature review on the involvement of

(2003)?" disabled people in services and the degree
to which this has resulted in organisational
change

Beart et al Describes how people with learning difficulties

(2004) 00 benefited from peer support and the process of
increasing identification with the group and its
aims

Beattie et al A study involving younger people with

(2004)8° dementia reporting that people interviewed
were well able to express their views. Risk
assessment procedures and the provision
of age-appropriate services were particular
concerns. The authors argue that services need
to find ways of consulting such individuals
about their experiences

Beresford and  ‘Highlighting four key characteristics in the

Croft (2004)™  current policy and political context of social
work: ambiguity, uncertainty, complexity
and contradiction, this article argues that
social work is unlikely to develop a more
emancipatory role, unless social work
practitioners gain more support to play a
central role in its construction and develop
much closer links and alliances with service
users and their organisations and movements’



Beresford et al
(2005)"

Bewley and
McCulloch
(2004)2

Birchall and
Simmons
(2004)s5

Breakthrough
UK (2005)™°

Butt (2005)'%°

Canadian
HIV/AIDS
Legal Network
(2005)™"s

Care Services
Improvement
Partnership
(2006)™

Report from 13 discussion groups of service
users held in various parts of England. Outlines
what services users disliked about social care
services and what they would want instead

The report emphasises the importance of peer
support to people with learning difficulties

in accessing direct payments. There is little
independent direct payments support run by
and for people with learning difficulties despite
this and accessing direct payments remains
problematic

This report discusses user participation in
public services from a general and theoretical
point of view. Different models of participative
relationships are suggested and the reasons
why people participate are discussed

A response that emphasises the importance of
support for independent living and funding for
user-controlled services. Concerns with regard
to the intersection of individualised budgets
and benefits are explained

Factors that serve to exclude and disadvantage
black and minority ethnic (BME) people from
using services are discussed. Suggestions are
made as to how diversity might be promoted
and some of the complexities of doing this are
pointed out

A manifesto by Canadian drug users calling for
the recognition of the human rights of illegal
drug users on a national and international level

A report that sets out guidance for expense
and other payments for service users taking
on involvement work. A broad framework for
practice is suggested with details to be worked
out at local level
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Carr (2004)*

Cave (2006)"*

Chahal and
Ullah (2004)°

Chief Secretary
to HM Treasury
(2003)*”

A literature review of research into service
user involvement. Problems associated with
service resistance are discussed: unequal
power relations, resulting in manipulation
and marginalisation of some user groups.
Service user-controlled organisations are
more responsive but face uncertain working
contexts. Argues that embedded, continuous
but varied participation approaches may be
most effective. Concludes with a series of
recommendations for practitioners, managers
and policy makers about how to set an agenda
for organisational change

The author provides a brief account of
supporting user groups of drug users and
argues that involvement should not just mean
participation in treatment

A report giving an update on the ways that
BME groups experience discrimination with
regard to public services. Particular issues
highlighted include experience of stereotyping
and prejudice, discrimination within their

own communities, mono-cultural service
provision, lack of information, unmet need and
family support issues. Implications for service
providers are discussed

A Green Paper that resulted from the enquiry
into the Victoria Climbié case. The paper
emphasises the importance of outcomes for
children: being safe, enjoying and achieving,
making a positive contribution and economic
well-being. Services are expected to work
together to achieve these outcomes and the
appointment of a children’s commissioner is
announced. There is a general injunction to
involve service users and listen to their views



Clare and Cox
(2003)°¢

Clarke and
Statham
(2005)°5

Coleman with
Rowe (2005)°

Crawford et al
(2003)7

CSCI (2004)¢°

Cutler (2003)%

Appendix A

Argues for a more purposeful approach to
involving people who have cognitive and
communication impairments

This article provides an overview of recent
initiatives to include the voice of children in
services and suggests ways of ensuring that
younger children are listened to

This report considers young people’s
engagement with citizenship and democracy
in terms of internet use. It argues that political
institutions are disconnected from young
people and that political activity should be
planned with the needs of young people in
mind. Young people need more support to find
information and targeted information from
trusted sources or youth-created content is
preferable

A literature review that discusses organisational
change and service user involvement in the
NHS, social services, voluntary and private
sectors. Concludes that there is not much
evidence of change having taken place,
especially in instances where re-allocation of
resources was required

A report that discusses direct payments and
examines reasons why the take-up has not
been higher. Recommendations are offered for
national and local government and concerned
organisations

Suggests a straightforward approach

for setting standards concerning young
people’s participation in services. Reviews
the performance of a variety of different
approaches to setting standards
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Danso et al
(2003)°2

Dearden-Phillips
and Fountain
(2005)™"

DfES (2004)'2

DH (2005)°3

DH (2006)4

A literature review on the extent to which
children and young people’s involvement

has brought about change in public services.
Reports on the fact that participation is still
limited by barriers and that marginalised
children are less likely to be involved. While
some limited evidence of service change is
reported, the emphasis has been on process
rather than outcomes

Gives an account of the setting up and
workings of the ‘parliament’ model, whereby
people with learning difficulties meet together
as representatives of a wider constituency.
Some specific changes that took place as

a result are mentioned, and wider cultural
changes outlined

Outline of the duties of independent reviewing
officers concerned with the welfare of looked-
after children. Arrangements for ensuring

the participation and support of children in
meetings concerned with them are explained
This guidance sets out rights to assessment and
information about direct payments to children
and carers

A White Paper that outlines changes in a range
of service provision, including bringing together
health and social care services and expanding
personalised funding



Emerson et al
(2005)°7

European
Association for
the Treatment
of Addiction
(2004)"7

Fyson and Ward
(2004)*°

Appendix A

A report considering whether person-centred
planning was effective in improving outcomes
for people with learning difficulties. Progress
of 25 people in four geographical areas

was followed. Labels of mental health or
emotional/behavioural problems, autism and
mobility impairment meant it was less likely
a plan would be received. Those with a plan
gained access to more community activities
but were not more socially included. The report
concludes that person-centred planning is
helpful but not sufficient

This report records service users’ views on
drug treatment services. Recommendations
for a large number of changes are made,
based on feedback received. The agency notes
that opportunities to influence the direction
and development of services through direct
involvement in policy are almost negligible

Based on the findings of a two-and-a-half
year research programme, this report offers
practical examples of good practice in
implementing strategic change in services
to people with learning difficulties. It follows
on from the Valuing People White Paper, and
makes suggestions about person-centred
planning, employment and day services,
housing and user involvement
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Gabriel and
Bowling
(2004)°

Graham-Jones
et al (2005)"3

Hasler (2003)%*

A report of a national survey of quality of

life based on 999 older people over the age

of 65 living in private households in Britain.
Important issues reported were having good
social relationships, help and support, living in
neighbourhoods that give pleasure, that feel
neighbourly with access to facilities including
transport, having health and mobility, enough
money to meet basic needs and to enjoy life
and have independence and control over one’s
life

The article reports on a study that compared
self-reported health outcomes of homeless
people who were allocated a health advocate
in comparison with those who received health
services without an advocate. Concludes that
advocacy is effective in improving outcomes
experienced

A report of research into user participation

at higher organisational levels. Users had full
roles, as board members, chairs etc, but the
range of participation was not broad. Considers
a number of issues: organisations have not
changed as a result, the numbers on the board
matter, governance (top-down) is at odds with
the user movement (bottom-up) and there

is the possibility of co-option. May not be

the most effective way for users to influence
services



Hasler and
Stewart (2005)%

Hewitt (2006)'3°

Hill et al
(2004)®°

Hodge (2005)"

A report into the situation in two government
areas: Yorkshire and Humberside and the

North East. Direct payments worked best

in local authorities where a supportive local
authority infrastructure combined with both an
understanding of the principles of independent
living and a commitment to partnership with
users. Where direct payments have been most
successfully developed, local authorities fund
user-led support organisations

A speech by the health minister that makes
a case for competition and contestability in
health service reforms. It is maintained that
a new organisational form will characterise

NHS trusts, with control exercised by local

communities

An overview of issues relating to the
participation of children and young people,
including a discussion of the conflicts between
policies that are punitive and those that seek
to increase involvement. The importance of
use of space, being listened to and fairness

is raised, and questions of democracy and
representatation. Concludes with a series of
recommendations

The article discusses the ways that existing
institutionally defined power relations were
maintained in a forum involving mental health
service users and service providers

Appendix A

105



106

House of
Commons Public
Administration
Select
Committee
(2005)3

Hudson (2006)2®

Hudson et al
(2004)?

Janzen and Law
(2003)'2°

Jochum et al
(2005)34

A report that considers issues of choice

in service provision, and influence (voice)

in service design. Health, housing and
education are particular concerns. The
report recommends a stronger government
commitment to increasing the voice of
service users and discusses the complexities
of increasing choice. Choice between service
providers is distinguished from ‘choice from
variety’, where service users are offered
different services by one provider

Argues in favour of a ‘person-centred’ approach
to organisational change as opposed to ‘top-
down’ policies

A report into service user views about social
care services. The outcomes identified as
desirable by service users are contrasted with
policy priorities. It is argued that changes need
to be made to bring services into line with
users’ priorities

Literature review commissioned by SCIE

for a broader review. Provides details about
research into the involvement of older people
and concludes that despite some instances of
good practice, there is almost no evidence of
user involvement leading to change in service
provision in line with the established wishes of
service users

An overview of government priorities

for encouraging active citizenship and a
comparison with the priorities of the voluntary
sector. The argument is presented that

while government priorities have focused on
renewing people’s involvement with political
processes, many people are more concerned
with issues rather than process



Jolly with
Priestley
(2004)™

Joseph Rowntree
Foundation
(2004)?

Joseph Rowntree
Foundation
(2005)¢”

Langan and
Lindow (2004)®

LDAN News
(2006)121
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A working paper that presents data on the
spread of direct payments across the UK. The
different take-up rates between local authority
areas and between service user groups are
discussed

Report of the Older People’s Steering

Group. Highlights the difficulties of
unresponsive services, especially with regard
to older people’s life experiences and social
connections. Notes there are few good
examples of user involvement and calls

for standards on: numbers of older people
involved, the stage at which they are included,
ability to influence outcomes, resources and
involvement throughout the whole process

In their response to the Green Paper, the
Foundation also gives a summary of findings
across research reports. The importance of
user involvement and funding for user-led
services as well as person-centred approaches
to planning for people with learning difficulties
is emphasised

The authors argue that ‘the continued focus
upon risk in mental health services means that
there is a danger that people so defined will
be excluded from decision-making about their
lives. Defensive practice is also more likely".
Seventeen mental health service users, 10
relatives, 6 friends and 56 professionals were
interviewed over two time periods. Practice
was variable and depended on the initiative of
individuals

A special edition of a newsletter containing
articles, news and commentary on the
involvement of drug and alcohol users
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Macgregor and
Hill (2003)s

Mayor of
London/Greater
London Drug
and Alcohol
Alliance
(2005)'22

Morgan
(2005)"24

Morgan
(2005)'%

A report of a study about carers’ access to
assessment. Only a small increase (from 21%
in 1997 to 32%) was reported. Many did not
know about their rights to an assessment.
Where carers received an assessment, 37%
experienced an increase in services, which was
more likely to focus on health issues rather
than breaks. Direct payments offered a positive
alternative to the problems of social care staff

The report described initiatives to involve
service users in three geographical areas

in London. Using Arnstein’s model of a

ladder of participation, suggestions about
appropriate strategies are provided. The report
describes successful outcomes from ‘real time
community change’, whereby service users
were given funding to set up projects

A survey setting out the views of fostered
children and foster carers. Issues included

not having enough information (for both
parties), children’s knowledge about care plans,
contact with birth families and getting foster
placements right. Foster carers were concerned
about lack of support from social services and
financial hardship. Fifty per cent of children
said their views were asked for in the family
and that this made a difference, 25% said

it made some difference and 15% said they
were not listened to or their views made no
difference

A report presenting findings from inspections
of children’s services. The majority of services
passed the standard for involvement of
children, with smaller numbers receiving a
commendation or unsatisfactory grade



National
Treatment
Centre for Drug
Abuse (2004)'2°

NCIL (2006)%

New Local
Government
Network
(2003)'38

Newbigging and

Lowe (2004)%2

Oldfield and
Fowler (2004)%

O'Mara
(2005)"

Provides examples of groups of users and carers
who have influenced some developments in
local services

This response to the Green Paper draws
attention to the under-resourcing of Centres
for Independent Living (CILs) and other user-led
organisations. Issues highlighted also include
adequate assistance, self-assessment, charging
for services and the need for training

The concept of choice is discussed in terms

of the way that it might influence the
development of local services. Collective user
involvement (voice) is briefly discounted as

an effective mechanism for change. Individual
voice is offered as a preferred strategy

A report discussing the limited implementation
of direct payments in mental health services
in several localities. Issues include the need
for specific support and advocacy, for culture
change in services, and for information about
payments. Additional problems concern the
split between health and social care services
A wide range of statutory and voluntary
organisations were surveyed and responses
received from those working in organisations.
Young people were not consulted. Reports

on subjective judgements of organisational
personnel

Statement arguing in favour of the involvement
of active drug users on the basis of the
immediacy of their experience
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Patel (2005)""

Pearson (2004)"

Phillips (2004)32

Postle et al
(2005)"

Public Sector
Reform Team
(2006)™"
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Service unresponsiveness to the needs of
refugees and asylum seekers is discussed,
together with an analysis of their
disadvantaged position. It is suggested that
a more imaginative and proactive approach
to finding out what people need and to user
involvement is necessary

This paper provides an outline of policy
developments in direct payments provision
across different parts of the UK and between
service user groups

Guidelines on how to involve homeless people
in services. Acknowledges that in comparison
with other service sectors, homeless people
have yet to be involved to any great extent,
and that non-traditional forms of involvement
may need to be adopted

Advocates a role for professionals in countering
the political exclusion faced by older people. It
is argued that in turn this action may positively
impact on ageist discrimination in healthcare
and other services as well as counter broader
exclusionary processes in society. The

study reports on findings from focus group
discussions with older people

This discussion paper outlines the government’s
approach to public service reform. The

model comprises top-down performance
management, users shaping the service from
below, market incentives to increase efficiency
and quality of service and capability and
capacity. Choice is prioritised over voice



Robson et al
(2003)°

Rose (2003)83

Rose et al
(2004)™
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A report from an action research project
involving 11 projects. Change was driven by
leadership of both managers and users. Key
enablers were ‘consistent commitment to
user-centred user involvement, translated

into practical change at many levels’;

and supportive leaders (both user and
management) who facilitated opportunities for
users to have influence. Change occurred where
users’ priorities took precedent. Barriers and
features indicating success are discussed
‘Service users tend to be unaware of the major
way in which their care is co-ordinated but
even less involved in it. On the rare occasions
service users are involved in their care and
other elements of empowerment are in

place, they are more satisfied overall with

the services they receive.... Increasing co-
ordination of care at a managerial level does
not necessarily lead to greater awareness or
involvement amongst individual users of CPA.
This may be linked to the way service workers
are perceived by their mental health workers
and it is argued this needs to change if users
are to be full “partners™

A literature review that examines the
relationship between mental health service
user involvement and organisational change.
Key issues identified include the important role
of process in user involvement, the difficulty

of measuring changes and different views on
what constitute successful outcomes. Changing
organisational culture is seen as crucial for the
success of user involvement
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Roulstone et al
(2006)?3

Rummery
(2006)¢®

Secretary of
State for Health
(2005)°#

Shaping Our
Lives National
User Network
(2003)3

A report on carer involvement in the UK.

The position paper concludes that although
many local authorities and primary care

trusts are trying to involve carers, and many
provide feedback on what is happening,

there are structural problems that inhibit

the effectiveness of organisational change.
Evidence of organisational change as a result of
carer involvement is limited

The author argues that while some benefits
may ensue from partnership working between
health and social services organisations,
changes are unlikely to take place unless it
serves the purpose of service providers and
service users are involved from the outset.
Evidence suggests that partnership working
may divert resources away from meeting
service user needs

A report on the progress of Valuing People
(20071). The report asserts that people with
learning difficulties should have a say in making
decisions and that services should listen to
them. Key areas discussed are advocacy, direct
payments and individual budgets, person-
centred planning, communication and family
carer networks. The report notes continued
exclusion of minority ethnic service users

The report details the Shaping Our Lives
project with four local organisations of service
users: Black User Group (West London),

Ethnic Disabled Group Emerged (Manchester),
Footprints and Waltham Forest Black Mental
Health Service User Group (North London)
and Service Users’ Action Forum (Wakefield).
Discusses user involvement and service
evaluation and how these are combined into a
focus on outcomes. Particular focus on ‘race’
and ethnicity



Shiner et al
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Sinclair (2004)%*

Singh (2003)4

Stuart (2005)"2

Swain and
Walker (2003)7
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The report argues that difficulties and risks
associated with community involvement were
largely resolved by professionals through an
emphasis on partnership and retention of
power. There was little evidence of drug user or
carer involvement in strategic decision-making
structures. Welfare-based strategies rather
than law enforcement are suggested as a way
forward, as communities generally perceived
law enforcement to be the responsibility of the
state

An article that provides an overview of issues
relating to the involvement of children and
young people, including a review of recent
literature on participation

Discusses the varied experiences of four
minority ethnic organisations of disabled
people and points to the importance of
acknowledgement of cultural background
and life experiences as a way of making links.
Making space for the discussion of personal
experience was effective in bringing about
change, increased awareness of rights and
abilities to use experiences when training
service providers

Reviews issues concerning the low take-up of
direct payments among BME service users and
puts forward reasons why they will not be fully
embraced as well as reasons why they are not
easily available. Suggestions are put forward

as to how direct payments might be made an
effective form of support

Discusses the findings of a small-scale

study into relationships between parents

and professionals. The question of power
relationships between the parties is examined
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Tisdall and Davis Using the UK literature on policy networks, a

(2004)™

Thomas
(2005)'26

Thorlby
(2006)¢

Tobin and Vick
(2004)72

participatory project is examined in terms of
its ability to achieve certain objectives

A study about care managers’ attitudes to
looked-after children’s participation. The
author concludes that there is evidence of
some change, particularly in children’s formal
representation; their participation in actions
taken with regard to their own care was less
marked. The suggestion is that this change
has come about as a result of the according of
formal rights through national policies

A report that considers HIV patients’ ability to
move between hospitals. While it was possible
to create services around the needs of patients,
the fact that not all elected to move opened up
the possibility of increasing inequality. Those
that moved were more articulate and could
complain more loudly. Concludes that the
challenge is to make sure that vocal patients
are able to improve the services that are poorer
A review of direct payments policies written

by local authorities. While most included
statements about user involvement and
independent living, some material was out of
date and did not reflect more recent guidance.
The effect of this was to restrict access to
some user groups, particularly older people.
Most policies referred to user involvement in
financial monitoring but not to involvement

in the strategic working of the schemes
themselves



Turner and
Beresford
(2005)%

Turner et al
(2003)%

Voice for the
Child in Care
(2004)'#"

Wallcraft and
Bryant (2003)®

Watson
(2006) ¢

Appendix A

This report describes difficulties faced

by disabled people who take part in user
involvement. While many may be paid for
their time, benefit system rules and unhelpful
attitudes from Jobcentre Plus staff may
penalise participants unfairly. Changes to
benefit rules, particularly with regard to
permitted work and means-tested benefits
are recommended, together with training for
Jobcentre Plus staff

Report on two local service user consultation
events in Shropshire and Sheffield. Views on
benefits, social care services, mental health and
public safety and mental health are reported.
Those consulted reported scepticism regarding
user involvement and care services on a
number of levels, including outcomes from
involvement, expectations and the organisation
of services

A report on the views of children in care about
living in children’s homes, being fostered, social
workers, education, relationships, making
decisions, leaving care and identity and image.
Recommendations about service improvements
based on children’s views are provided

A report that provides details about mental
health service user groups in England. Argues

in favour of increased resources for user groups
and for increased influence for groups at a
national level

This report argues that carers’ rights are being
ignored because they are not receiving the
assistance they should. Rights to life, freedom
from inhuman and degrading treatment, to
family life, and to education are not adequately
considered
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Wilson and
Evets (2006)'%®

Wright et al
(2006)%3

Young et al
(2006) 108

Young (2006)%¢

This article argues that foster care is becoming
increasingly professionalised. This may be a
means by which managers may exert control
over the workforce

Provides a guide to involving children and
young people from the perspective of social
care organisations. The emphasis is on the
process of involvement in design, delivery and
review of services

Concerns decision making regarding
physiotherapy services for children with
cerebral palsy. Practitioners had most power
to implement decisions, and parents had more
than children. Most decisions were taken
unilaterally

This article synthesises three studies seeking to
evaluate partnership working across health and
social care services. Issues discussed include
balancing the voices of different groups, the
relative success of some groups (mental health
service users, people with learning difficulties
and older people) in comparison with others
(drug users, children). Further issues were the
preference to ask users to comment on existing
decisions rather than those to be made, and
the length of time needed for successful
collaboration to develop

Publications concerned with the perspectives of particular groups regard-

ing involvement in services are listed here to provide a cross-reference

for the publications cited above. More studies now discuss service user

involvement across user groups and where this is the case, the sources

are listed in the row ‘Across all user groups’.
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Within each of the categories there are still areas of overlap. For example,
literature on carers, families and children and fostering and adoption
shares similar concerns. This is also the case for people who are homeless
or drug/alcohol service users. Finally, people with physical and sensory
impairments have been placed in the same category here because there
is not a strong distinction in the literature.

Numbered reference(s)

Children and families

Fostering and adoption services
Older people

People with learning difficulties
Mental health service users

People with a physical/sensory
impairment

Black and minority ethnic
communities

Drug and alcohol service users
Homeless people

Carers

Across all user groups

85-87, 89-95, 107, 108, 141
123-128

3, 129-131

96-102

73,77-83

9, 21, 26, 84, 90

109-114

115-122
132,133
23, 103-106

1,2, 4, 20, 22, 24, 29, 63-66,
68-70, 72, 74-76, 84

17






Appendix B
Steering group

Shaping Our Lives, the National Centre for Independent Living (NCIL)
and Leeds University Centre for Disabilities Study would like to thank
the commitment of the Steering Group that met at the offices of NCIL
to offer a steer on the project. They included the following individuals

and organisations:
Colin Barnes

Don Brand

Patricia Chambers
Vicki Holland

Sara Lewis
Laura Luckhurst
Sandy Marshall
Liz Ranger
Simon Stockton
Dean Thomas
Michael Turner
Miranda Evans

Centre for Disability Studies, University of
Leeds

Social Care Institute for Excellence
Shaping Our Lives, Hammersmith and
Fulham Black User Group (Bugs) coordinator
Local authority in North Wales

(on secondment)

Social Care Institute for Excellence

NCIL, research consultant

NCIL, contracts manager

Contact a Family

Association of Directors of Social Services
Disabled Parents Network

Shaping Our Lives, research consultant
Disability Wales
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Service user-driven culture change

1. Contact details

Name of organisation:

Appendix C
Questionnaire

Address of organisation:

Postcode:

Telephone number:

Fax number:

Email:

Contact person

Would you like to receive an email summary of the research

findings?
Yes (please tick) O

2. Details of your organisations

a) Which are the main service user groups served by the
organisations? (please tick one or more boxes that apply)

People with sensory impairments
People with learning difficulties

Older people

Mental health users/survivors

Parents

Young people

Young people with experience of being
looked after/in care

ooOoOoood
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Users of drug/alcohol services O

b) Is your group specifically targeted at one or more of the
following? (please tick one or more boxes that apply)

Black or minority ethnic group (]
Please specify which group
Men

Women

Gay men

Lesbian

Bisexual

Transgender

No — our group is not targeted at any
one of the above groups

Oo0OoO0o0oOod

c) Is your organisation primarily concerned with any of the
following? (please tick the box that applies)

Service commissioning
Service delivery
Information provision
Representation
Advocacy

User involvement
Other — please tell us

OO0O0O00O0O

d) How long has your organisation existed?

Less than 1 year O
1-5 years O
More than 5 years ([
e) How many service users/members does your organisation
represent?
Up to 100 O
100-200 (]
200-300 (|
300-400 (]
400-500 (]
Over 500 O
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f) Are service users involved in the management of your
organisation?

Yes [1 No [J
g) Are service users involved in the delivery of services?
Yes [0 No [J

h) If you have answered yes to (f) or (g) please say how service
users are involved

3. Details of changes that have taken place

Important — Sections 3-5: these questions are for organisations
that believe change has taken place as a result of user involvement.

a) Have changes taken place as a result of user involvement
within the past five years? (please tick boxes that apply)

Yes [ Please go to question (b)
No [ Please go to Section 6

b) Can you give us any specific examples of the changes that
have taken place in terms of policy and practice? Examples
might include service users being involved in commissioning
services or in the appointment and/or training of staff.

123



c) What difference do you think this has made to service users’
lives and the services people receive?

d) What lessons could your experience of user-led culture
change offer to other organisations?

4. How change has been achieved

a) Overall, would you say that achieving change was (please
tick the box that applies)

Very easy
Easy

Difficult
Very difficult

oood

b) Can you explain why?

¢) What would have made it easier to achieve change, or what
would make it easier to achieve change in the future?
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5. The people involved

a) How would you describe the contribution of service users to
the process of change identified above?

Unimportant
Important
Very important
Essential

OoooOod

b) Who started the process of change?

Individual users
Informal groups
Service user organisations

Advocacy organisations
Representative organisations
Professionals

Voluntary non-user-led organisations
Local authorities
Others (please tell us)

OOoOoOooooaa

c) How and in what ways have service users been involved?
(please tick one or more of the boxes that apply)

Consultation meetings

Representation on boards, committees
Service design
Service planning
Evaluation

Research
Information
Promotion

Lobbying
Campaigning

Other (please tell us)

OOoO0O0oOoOoood
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d) Has there been any evaluation of the changes that have
taken place?

Yes [
No [
Please could you send us any evaluation reports you may have.

6. Where change has not taken place

Important — Section 6 is for organisations who do not think that
change has taken place.

a) Can you say why you do not believe there have been any
changes or improvements in social care?

b) How do you think it would be possible to begin a process of
change?

c) Do you believe that change will start to happen?

Yes OO No O

7. The future

a) Is the change or progress continuing?
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Yes [ No O

If yes please can you tell us what is happening now?

If no, please can you tell us why you think it has stopped?

b) Do you have any concerns about progress that you have
achieved being lost?

Yes O No O

If yes please can you tell us about what is happening and why you
think improvements that you have achieved are being lost.

8. Participation

When we have received completed questionnaires we will be
selecting some areas to visit to interview people who have been
involved in these changes. We are able to pay service users a fee
and pay for their support costs in order for them to be involved
with this project.
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Please tick here if you think you or your organisation would like to
participate in some further interviews.

Yes OO No O

9. Data protection

The information that your organisation supplies will be used to
create a knowledge review on behalf of the Social Care Institute
for Excellence that will be made available to the wider social care
sector.

Please therefore sign and date the completed form to indicate your
organisation is happy for us to use the information supplied.

Signed by/on behalf of

Date




Appendix D
Questionnaire used for telephone
interviews with professionals

Changes that have taken place in the past five years

Can you briefly describe key local changes in social care that have
taken place in the past five years?

What has the role of service users been in these changes?
Learning/transferability
What lessons could other organisations learn from this process?

Are there ways that outcomes can be measured from the changes
that have occurred?

Making it stick
Is the process of change continuing? If so, how?

Are the positive changes that have taken place secure? Are there
any threats to the progress that has been achieved?

End March 2007

129



A
Adoption and Children Act—
20029
adoption services, user
participation profiles 32—3
alcohol abuse
regional issues
Northern Ireland 23
Wales 18
service user participation
profiles 31-2
All Wales People First 17
Anti—Social Behaviour Act—2003
10
Anti-Social Behaviour Orders 34
approaches to user involvement
23,73
Arnstein, S. 23, 73
asylum seckers 31
Audit Commission 13

B
Bamford Review 18-20, 21-2
Barnes, C. et al 13, 27
barriers to participation 13, 24-6
making change easier 667
report conclusions 75-6
benefits and allowances 25-6
Beresford, P. and Croft, S. 25, 35
Birchall, J. and Simmons, R. 25
black and ethnic minority service
users
participation profiles 301

Index

recommendations and concerns
31
regional issues
Northern Ireland 22-3
Wales 17-18
Bryson, P. 21

C
Cambridgeshire Parliament 29
Care Services Improvement
Partnership 26
carers
participation profiles 30
regional issues 17
Carers (Equal Opportunities)
Act=2004 10
Carr, S. 12-13, 24-5
Centres for Independent Living
(CILs) 9, 23
origins 27
change champions 13, 75
change processes 45—8
key lessons 45
prospects for further
development 48-9, 77-8
removing barriers 66—7
and study design 74
changes resulting from user
participation 59-61
key identified areas 435
attitudes of professional staff
67-71

attitudes of service users 45—8

131



132

focus group findings 57-8
future directions 48-9, 77—8
impacts on other service users
60-1
outcome measurements 70—1,
80
perceptions of no progress
49-53, 69-70
in user-led organisations 59—60
Children Act—2004 9
children and young people
participation profiles 28-9
concerns and priorities 28
regional issues
Northern Ireland 21
Wales 16
Children’s Fund partnerships 28
choice issues 35—-6
CILs see Centres for Independent
Living
citizen participation models
(Arnstein) 23, 73
Commission for Social Care
Inspection 25
commissioning bodies, key
recommendations 79
Contact a Family Cymru 17
cultural change
long-term considerations 78
and resource issues 77—8
Cutler, D. 28

D

databases used 7

Dearden-Phillips, C. and
Fountain, R. 29

decision-making structures, key
recommendations 79

direct payments 27
barriers to uptake 25
users with mental health
problems 27
carer’s perspectives 30
legislation and policies 8-9, 10,
23-4,27
local support 9
practice survey discussions 54
and user-led organisations 1415
Disability Action (Northern
Ireland) 20
Disability Discrimination Acts 9
Disability Wales 16
disabled people
participation profiles 27
practice survey discussions 55
regional issues
Northern Ireland 20
Wales 16
drug abuse
regional issues
Northern Ireland 23
Wales 18
service participation profiles
312

E

education and special needs,
issues for Northern Ireland 22

effectiveness of user participation
see changes resulting from
user participation; outcome
measurements

Equal lives (Bamford Review of
Mental Health and Learning
Disability—2005) 18-20, 21-2



ethnicity of respondents 51

European Association for the
Treatment of Addiction 32

European legislation, on human
rights 9

Every Child Matters (Chief
Secretary to HM Treasury
2003) 28

external organisations 76

F
family carer networks 29
financial issues 14
user pay and expenses 25—6
see also funding issues
focus group meetings (general)
40-2
focus groups (practice survey)
53—67
meeting venues 53—4
numbers participating 54
topics covered 54-7
fostering services, participation
profiles 32-3
funding issues 23—4, 64
for future developments 48—9
key recommendations 79—-80
in Northern Ireland 59
staff views 64
Fyson, R. and ward, L. 29

G
gay and lesbian carers 30
government policies see

legislation; policy development

and pubic sector reform
government targets 33—4

Index

see also performance indicators
for user involvement
Greater London Drug and
Alcohol Alliance 32

H
Harm Reduction movement 32
Hasler, F. 25
Health and Social Care Act—2001
10, 31
homeless people, involvement
with services 34
Homelessness Act—2002 10
human rights
and carer support 30
legislation 9

I

Independent Living Movement
27

information accessibility 43

Irish Travellers 22-3

J
Janzen, K. and Law, S. 33

joint working arrangements 24
Joseph Rowntree Foundation 15,
33-4

journals 7

L

learning difficulties
practice survey discussions 54
regional issues
Northern Ireland 21-2
Wales 17
service user participation

profiles 29

133



134

Leeds University Centre for
Disability Studies 1
legislation 8—12
Children Act=2004 9
Community Care (Direct
Payments) Act—1996 8-9
Disability Discrimination Acts
9
Health and Social Care Act—
2001 10, 31
human rights 9
see also policy development and
pubic sector reform
literature review 3—37
identification of good practices
12-14
legislation and policy
development 8-12
limitations of study 6—7
methodology 4
research question 4
search strategy 5-8
information sources 5

keywords 5-6

M
Macgregor, G. and Hill, M. 30
McLaughlin, E. and Faris, N. 11
manager—service user
relationships 63, 76
meetings
recommendations 57
timing problems 25
mental health service users
participation profiles 26—7
participation rates 26

practice survey discussions 55,
58
regional issues
Northern Ireland 19-20
Wales 15-16
models of participation 23, 73
monitoring and evaluating
services
effectiveness of user
participation 44
outcome measurements 70—1,

80

N
National Centre for Independent
Living (NCIL) 1
National Forum for People with
Learning Difficulties 29
national policies see policy
development and public sector
reform
New Local Government Network
36
new services 43
Northern Ireland
children and young people 21
key issues 18-23, 59
black and ethnic minority
service users 223
disabled people 20-1
drug and alcohol service abuse
23
mental health 19-20
people with learning difficulties
21-2



legislation and policy
development 11
nursing homes, issues for
Northern Ireland 21-2

0]
older peoples services
participation profiles 33—4
practice survey discussions 56—7
organisation profiles (practice
survey) 52-3
organisational relationships
impact of external agencies 76
service user—service provider
61-2,75
see also service provider
organisations
outcome measurements 70—1, 80

P

parent’s forum, practice survey
discussions 55-6

participation models 23

participation practices see service
user participation

participation rates 24

partnership boards

effectiveness concerns 29

see also service provider

organisations

partnership working 24

Patel, B. 31

patient choice 35-6

pay and expenses 256

Payne, H. et all6

peer support 29

Index

performance indicators for user
involvement 80
see also outcome measurements
performance targets 33—4
physiotherapy services 30
Pinkerton, J. 21
policy development and public
sector reform 8-12, 35-7
effectiveness of user
participation 43
key recommendations 79-80
‘voice and choice’ 35-6
see also legislation
political involvement
campaigning by user groups
234
for direct payments 27
participation by older people 34
participation by young people
28
poor practice issues 65—6
Postle, K. et al 34
power relations 13, 24-5
practical arrangements for user
participation 14
practice survey 39-71
findings 4371
focus group results 53—67
questionnaire results 43—-53
responses from professionals
67-71
methodology 39—42
focus group meetings 40-2
mapping and questionnaire
39-40
respondent profiles
organisations 52—3

135



136

professional staff 67-71
service users 51-3
survey report conclusions 73—8
key recommendations 79-80
professional staff
survey findings 67-71
attitudes to changes (-2007) 68
future considerations 71
key lessons 70
measuring outcomes 70—1
poor practices 65—6
resource needs 65—6
views on limitations of change
69-70
views on user involvement 68
project outline see Social Care
Institute for Excellence (SCIE)
Public Administration Select
Committee 35
Public Sector Service Reform

Team 36

Q
questionnaire design 39-40, 74

R
recommendations of research
study 79-80
refugees 31
representation issues 25
research project
aims and outline 1
key issues 1
literature review 3—37
practice survey 39-71
findings 43-71
methodology 3942

profiles of respondents 51-3
recommendations 79-80
conclusions 73—8
recommendations 79—80
research question 4
resource implications 64-5,
79-80
respondents to practice survey
individual users 51-3
organisations 523
professional staff 69-71
risk assessments 27
Robson, P. et al 14, 34-5
Rose, D. et al 26-7
Roulstone, A. et al 30
Rummery, K. 26

S
sectarian politics
impact on children 21
impact on minority populations
22-3
self—advocacy 29
service professionals see
professional staff
service provider organisations
change resources 64-5, 78
cultural change issues 77—-8
key recommendations 79—-80
survey respondent profiles 52—3
see also organisational
relationships; professional staff
service user participation
approaches and models 23, 73
background legislation and
policy 8-12



barriers and constraints 13,
24-6,75-6

development changes 445,
57-8

effectiveness and service changes
key identified areas 43—5
attitudes of service users 45—8
future directions 48-9
perceptions of no progress
49-53

forms of involvement 23-35,
57-8

by black and ethnic minorities
301

by carers 30

by disabled people 27

by drug and alcohol service
users 31-2

by homeless people 34

by older people 33—4

in children’s services 28-9

in fostering and adoption
services 32—3

in mental health services 26-7
in services for learning
difficulties 29

research studies 24—6

funding and financial issues 14,
23-4

good practices 12-14, 73

impact on other service users
60-1

information sources 7—8

meetings and practicalities 14,
25,57

participation rates 24

perceptions of no progress

49-53, 69-70

recommendations 57—8, 79—-80
regional issues
for Northern Ireland 18-23, 59
for Wales 1518
representativeness 25
resource needs 64—5, 79—80
social policy and public sector
reforms 35—6
training issues 14, 44, 57
user—led services 14—15, 37,
59-60
report conclusions and
recommendations 73—80
see also changes resulting from
user participation
service user—service provider
relationships 61-2, 75-6
Shaping Our Lives 1
National User Network 31
Social Care Institute for
Excellence (SCIE)
aims 1
contributing organisations 1
key issues 1
Soffe, J. et al 15-16
special needs see education
and special needs; learning
difficulties
staff respondents (practice survey)
see professional staff
staff turnover 63
staff—service user relationships
63, 76
staffing issues, effectiveness of
user participation 44
star ratings see performance
targets

Index

137



statementing processes, issues for
Northern Ireland 22
Swain, J. and walker, C. 30

.
Thomas, N. 32
training issues 14
effectiveness of user
participation 44
focus group findings 57
Travellers 22-3
Turner, C. 16
Turner, M. and Beresford, P.
25-6

U

user participation see service user
participation

user-led services 14—15, 37,
59-60, 80

protocols 15

A"
Voice for the Child in Care 33

\"Y
Wales
key issues
black and minority ethnic
service users 17-18
carers 17
children and young people 16
disabled people 16
drug and alcohol abuse 18
mental health 15-16

people with learning difficulties
17
legislation and policy
development 10-11
Wales Carers Alliance 17
websites 8
Willis, S. et al 21
workforce respondents see
professional staff

Y
Young, B. et al 30
Young, R. 24



NOVEMBER 2007 KR17

Developing social care:
service users driving culture change

This knowledge review sees the National Centre for
Independent Living (NCIL), Shaping Our Lives and the
University of Leeds looking at service user-driven culture
change.

The knowledge review looks at current literature and practice
around service user involvement, the extent to which service
user involvement has brought improvements to social

work and social care and where the change has become
established practice.

This publication is available in an
alternative format upon request.

Social Care tel 020 7089 6840
Institute for Excellence fax 020 7089 6841
Goldings House textphone 020 7089 6893
2 Hay’s Lane www.scie.org.uk

London SE1 2HB
Registered charity no. 1092778
Company registration no. 4289790



	Knowledge Review 17: Developing social care: service users driving culture change - cover
	Contents
	Acknowledgements
	Definitions
	Executive summary
	1 Introduction
	2 Literature review
	2.1 Introduction
	2.2 Methodology
	2.2.1 Research questions
	2.2.2 Sources of material
	2.2.3 Search strategy

	2.3 Legislation and policy development
	2.3.1 England
	2.3.2 Wales
	2.3.3 Northern Ireland

	2.4 Good practice
	2.4.1 Involvement in social care services

	2.5 User-led services
	2.5.1 Issues in Wales
	2.5.2 Issues in Northern Ireland

	2.6 Forms of user involvement
	2.6.1 Studies on user involvement across user groups
	2.6.2 User involvement and different user groups
	2.6.3 Summary

	2.7 Social policy and public sector reform
	2.7.1 ‘Voice and choice’
	2.7.2 Summary


	3 Practice survey methodology
	3.1 Introduction
	3.2 Mapping and questionnaire
	3.3 Focus group meetings
	3.4 Drawing the information together

	4 Practice survey discussion of findings
	4.1 Questionnaire
	4.1.1 Changes identified
	4.1.2 Process of change
	4.1.3 The future
	4.1.4 Where change had not taken place
	4.1.5 Profile of respondents

	4.2 Focus groups
	4.2.1 Changes that hadtaken place
	4.2.2 How change had happened
	4.2.3 Further change
	4.2.4 Issues specific to Northern Ireland
	4.2.5 Involvement of service users in change
	4.2.6 Impact of user-led change on service users
	4.2.7 Organisational relationships
	4.2.8 Relationships with individual workers/managers
	4.2.9 Funding issues
	4.2.10 What users need to drive through change
	4.2.11 What professionals need to help respond positively to change
	4.2.12 Poor practice in user involvement
	4.2.13 Making change easier and lessons that could be learnt

	4.3 Views of professionals
	4.3.1 Changes between 2002 and 2007
	4.3.2 Involvement of users with the changes
	4.3.3 Where change has not been enough
	4.3.4 Lessons learnt
	4.3.5 Measurable outcomes
	4.3.6 The future


	5 Conclusions
	5.1 User involvement as a continuing priority
	5.2 Barriers to participation across different types of service users
	5.3 Differences in experience across different types of service users
	5.4 Cultural change and resource issues
	5.5 Cultural change as a long-term issue
	5.6 Key message

	6 Recommendations
	References
	Appendix A: Annotated bibliography
	Appendix B: Steering group
	Appendix C: Questionnaire
	Appendix D: Questionnaire used for telephone interviews with professionals
	Index



