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Summary

This position paper provides a practice framework to help practitioners and managers
of social care services enable the inclusive, everyday participation of people from
‘seldom-heard’ groups.

The study focuses on four groups: homeless people with addiction problems,

people from black and minority ethnic communities, people with communication
impairments and people with dementia. SCIE has identified these people as less likely
to be heard by practitioners, managers and decision makers because of the way that
services and institutions operate.

Debates about participation have tended to talk about ‘hard to reach’ people,
suggesting that there is something about these individuals that prevents their
engagement with services. ‘Seldom heard’ is a relatively new term, which stresses the
responsibility of agencies to reach out to excluded people, ensuring that they have
access to social care services and that their voices can be heard.

The proposed framework is based on findings from previous research, a brief
literature search and primary case study research. The visual model (see Figure

1) was developed to show how, through confidence building and organisational
support, practitioners and people who use services can work together to move
from participation as an add-on to participation as an integrated, everyday way of
working. The practice framework and the model are offered as a starting point for
others to test and develop.

Participation

The services and projects taking part in this study operated within different policy
and funding environments, and approached participation in different ways. Research
identified two polarised approaches to participation. The first approach viewed
participation as a discrete activity which organisations and staff attempted to plan
and carry out in addition to delivering services. The second approach made no
distinction between service delivery and participation: participation was part of
everyday activities and relationships.

Values

Efforts of staff to build strong relationships with people who use services, developing
trust, mutual understanding and respect, provided a value base for an integrated
approach to participation. Staff did not make assumptions about why or how an
individual could be involved. People who use services were at the centre of the
process. Interviews with people who use services highlighted the importance they
placed on staff who acted in ways that were inclusive and non-judgemental, and who
were positive about the potential of people who use services.



Practicalities

People who use services and staff recognised the need for effective practical
arrangements, ensuring access to information, services and debates. Service

users wanted to know what was expected of them, what they could expect from
participation in a service or event, and what feedback they would receive about the
outcomes. This way of working became second nature for staff committed to an
everyday approach to participation.

Tensions

The experiences of staff and service users in the case studies revealed a number of
tensions which hindered an everyday approach to participation. For example, people
using services appreciated flexible arrangements but also wanted clear messages
about why they were being asked to take part. Resolving such tensions required staff
and people using services to negotiate how they work together. For staff this meant a
shift in professional roles from being seen as the expert to recognising the expertise
of people using services and sharing decision making. A table showing a range of
tensions in included in the report.

Barriers

The research revealed a number of barriers — attitudinal, organisational, cultural and
practical — to achieving everyday involvement of people from seldom-heard groups.
A tick-box approach to user involvement, the demands of programme monitoring
or funding conditions and unsupportive organisational environments were cited as
barriers. Key enabling factors identified by many staff and people who use services
included time and money, suggesting that time-limited activities will always have
limited scope for engaging seldom-heard groups. The report offers some good
practice ideas for overcoming barriers.

The practice framework

Based on the case study research, especially the experiences of people who use
services, a practice framework for everyday participation was developed. The visual
model presented in the report shows how the practice framework can become a
practical reality. It summarises essential elements that will enable practitioners

to help people using services from seldom-heard groups engage with services and
projects in ways that are suited to them and lead to positive outcomes.

Moving on

Everyone has the right to be involved in planning and making decisions about their
everyday lives and the services they receive. The voices of some people, however,
are less likely to be heard. This report suggests that seldom-heard users of social
care services can become engaged if practitioners and managers adopt an inclusive
approach to participation.

Vi  Seldom heard
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The report describes the value base and characteristics of everyday participation, the
organisational tensions and barriers that hinder best practice and practical action

to overcome barriers. The proposed practice framework, summarised in the practice
model, can help practitioners and managers move from participation as an add-on to
an integrated, everyday way of working.

Vii






Introduction

Ensuring that the voices of seldom-heard service users are not marginalised is a

key challenge for practitioners and managers. It is crucial that people from seldom-
heard groups are able to take up the opportunities presented by the personalisation
of social care services. This position paper offers a practice framework to help
practitioners and managers of social care services whose role includes enabling the
participation of people from seldom-heard groups. The framework is derived from
key findings identified in previous research, and from primary case study research
examining the processes of participation for four groups of people who use services
identified by SCIE as ‘seldom heard”: homeless people with addiction problems,
people from black and minority ethnic communities, people with communication
impairments and people with dementia.

Scope of the report

The report focuses on people who were engaged with services and had experience
of participation to draw on, so we could build a model. The practice framework will
be most relevant to practitioners and managers who work within service provider
organisations. It aims to support the positive engagement and participation of
seldom-heard service users from the point at which they first made contact with a
service.

The research and practice framework do not cover the issues of finding or accessing
members of seldom-heard groups. This is an important separate issue which was
beyond the scope of this project. In our literature search we did find some useful
ideas about access to services and consultations, for example by positive targeting
of seldom-heard groups (Ahmed et al, undated; CCNAP, 2001; Warburton, 2006). We
have also used information from this literature search to inform how we developed
the practice model.

We offer a practice model which summarises our research findings as a starting point
for others to test and develop the ideas. The model is derived from a small number of
cases and therefore the extent to which it applies to other settings and service user
groups needs to be tested.

Research method

The aim of the research was to identify the models used by people who use services
and practitioners by asking them about how the processes of engagement and
participation operate, how they would like them to operate and their decision making
about participation. We aimed to find out about barriers and factors that facilitated
participation such as incentives, environment, communication and expectations.

We undertook a brief narrative review of relevant literature to help identify the key
issues faced by each group, and incorporated the key findings into our interview
schedules, and into our thinking about developing a practice model.

We selected two sites for each of the four user groups — homeless people with
addiction problems, people from black and minority ethnic communities, people
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with communication impairments, people with dementia. The primary criteria for
selection was that each site should have some experience of involvement of people
who use services so that most respondents would be able to draw on personal
experience, rather than attempt to talk about abstract or hypothetical situations. The
organisations were geographically spread throughout England.

We gathered background information on policies and services before interviewing
managers, staff and people who use services at each site. A total of 41 people who
use services, 20 frontline staff and 12 managers were interviewed. The transcripts
of the interviews (some from audio recording, some from notes) were analysed to
test our hypotheses about the mechanisms of involvement. We also identified what
people understood by participation and the barriers to it and the factors enabling it
to happen.

The research plans and findings were discussed by a reference group of people using
services who are actively involved in developing participation for the target groups of
this study. The model of integrated participation which arose from the findings (see
Figure 1, below) was discussed with a sample of organisations participating in the
research, and further refined. The model was also presented at two seminars at the
SCIE Conference 2007 and the feedback from these sessions was taken into account.

Background issues

There is a gap in knowledge about how some groups of people who use services
participate in social care services. Previous work has identified that while
participation in services, including decision making at different levels, has developed
for some groups, others remain excluded (Carr, 2004; Begum, 2005).

The existing research falls into two broad categories. First, there are accounts of the
exclusion of certain groups from social care services including identification of the
many barriers that prevent access (for example, Yu, 2000; Evans and Banton, 2007;
Fountain and Howes, 2002; Parr et al, 2004; ). Second, a number of studies report
on initiatives which aimed to engage seldom-heard groups. Typically, these identify
practices and contextual factors that have enabled participation (for example, Cook,
2003; Chahal, 2004; Cantley et al, 2005).

Policy context

The personalisation agenda represents a huge change in the way social care
services are provided and funded. This new agenda presents both opportunities and
challenges to people from seldom-heard groups.

The government has outlined what personalisation means for public services:

Personalisation is the process by which services are tailored to the needs and
preferences of citizens. The overall vision is that the state should empower citizens
to shape their own lives and the services they receive. (Prime Minister’s Strategy Unit
[2007] HM Government policy review — Building on progress: Public services, London:
Prime Minister’s Strategy Unit, p 33)



There is a range of government papers and policies that have established a policy
direction in which personalisation and self-directed support are key factors. These
include:

* Independence, well-being and choice (2005).

* Our health, our care, our say: A new direction for community services (2006)
reinforced the messages in the Green Paper for a stronger voice, more choice and
control.

* Strong and prosperous communities: The local government White Paper (2006)
set out cross-government ambition to transfer more influence and power to local
people and local communities.

® Putting people first: A shared vision and commitment to the transformation of
adult social care (2007) provided cross-sector confirmation of the direction and
responsibility to deliver.

Putting people first sets out how central and local government, public sector
professional leaders, providers and regulators will work together to transform adult
social care. The vision for social care is that everyone who receives social care
support will have choice and control over how that support is delivered. The main
vehicle for delivering this vision is making personal budgets available to people who
use services.

Who are ‘seldom-heard’ service users?

‘Seldom heard’ is a relatively new term which needs some clarification. For some
time debates about user and public participation have referred to ‘hard-to-reach
groups’ (for example, Cook, 2002). However, this label can be interpreted as
suggesting that there is something about the individuals in these groups that results
in them not engaging with social care services. An alternative approach is to focus
on the responsibility of services and organisations to ensure that all people
potentially using services have access to those services and can have their voices
heard (Begum, 2005).

It is important for social care providers to consider which groups of people using
services currently and potentially in their communities are seldom heard, making
it necessary for providers to have local demographic knowledge. Identification
and analysis of subgroups is a prerequisite for engaging with these groups. Service
providers have a duty to ensure that all members of their communities have their
right to services made a reality in practice.

Plenty to say but seldom heard
‘Hello, my name is [removed for confidentiality]. | am a laryngectomee. My vocal
chords were removed due to cancer over 12 years ago. For the past 7/8 years | have

tried to be involved as a service user in various cancer, health and disability groups.

Sadly | find | am always the only person without “normal” communication. | am
very aware of how the many people without — or [with] severely impaired — speech
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are thoughtlessly lacking the support given to other visible impairments. We are
not represented on decision-making bodies, no PAs [personal assistants| supplied
to assist us, and communication aid supply limited.

Public services only contactable by telephone on the mistaken assumption that we
can all use one. Vulnerability not recognised. It is so very easy for anyone to talk
down or ignore a person who cannot TALK back loudly. The isolation of our daily
lives is not understood.

Consultation meetings tend to be dominated by a minority of over-verbose
speakers.” (from a request for help received by SCIE)

What is meant by ‘participation’?

There is no single agreed definition of participation. A multitude of related terms
further confuse the debate: engagement, consultation, involvement, inclusion,
access, representation, etc. A lack of common understanding of what is meant by
participation makes it difficult to pin down the problem and design solutions. Some
work focuses on access to services and some on access to decision making about
service and policy development including research.

There have been different approaches to conceptualising participation and attempts
to make sense of its multi-dimensional nature. Some user-led organisations have
focused on the distribution of power as a fundamental, defining characteristic

of relationships between service providers and users. The desired outcome of
participation then becomes a transfer of power from providers to people who use
services or a greater sharing of power — a democratisation of services.

One practical implication of this model is that people who use services need to be
influential, usually through direct involvement, at every level of decision making.

As a result, considerable numbers of services users with sufficient capacity, time,
skills and interest are needed in order to populate all the decision-making processes.
This model implicitly includes an assumption that different types of participation
can be arranged within a hierarchical structure, giving us the now-familiar ‘ladders’
metaphor (for example, Arnstein, 1969; Wilcox, 1995; Hart, 1997).

Recent work has attempted to move away from this hierarchy, with its implication
that involvement in, or control of, top-level decisions should be the goal, to a ‘whole-
systems’ approach (Wright et al, 2006; Moriarty et al, 2007). The ‘whole system’
consists of four different aspects of organisations and services which all need to

be addressed simultaneously and welded together: culture, structure, practice and
review. These four aspects are represented as interlocking jigsaw pieces. In terms

of the whole-systems model, our research with seldom-heard groups can be placed
where organisational culture and practice interlock.



Case study research findings
Getting involved

Some of the seldom-heard service users in this research were involved in service
development and strategy via the processes of management and governance of
services. Most, however, were not involved at this level, but still perceived themselves
as being involved. Crucially for them their involvement in a service centred on their
needs and priorities at that time. But as the case examples show, participatory
practice at the everyday level provided an important foundation for involvement in
service development and governance.

People who use services and staff, but especially the people using services, did not
talk about participation or engagement. They talked more about ‘getting involved’ or
simply what they were doing, which was mostly everyday activities such as meeting
friends, going to a group, or learning new skills. In response to this we decided

early in the project to ask people about how they got involved rather than about
engagement or participation explicitly.

The concept of participation as an integral part of how an organisation works was
identified in an evaluation of user involvement in the Leonard Cheshire Foundation.
The report concludes that ‘There is no body of concern that can be seen as “service
user involvement” that is separate or isolated from all decision-making structures
and processes’ (Leonard Cheshire, 2005, p15).

‘Getting involved' includes:

* getting support, information and advice from professional staff

* getting support, information and advice through sharing experiences with other
people in the same situation

* helping others through mutual support, one-to-one or in groups

* helping others through volunteering

* making friends through joining groups and doing training courses

* enjoying themselves and having fun through shared experiences and activities such
as games, dancing and outings

* learning skills such as cooking, typing, using email

* helping to improve services by giving feedback and completing questionnaires

® training professionals in communication methods

* finding out about and using complaints procedures in different services

* protesting about national policies

* taking part in forums of people who use services

* being a member of a staff selection interview panel

* giving views about policy and practice in an agency so that it can update and
revise documents.

(Examples from case studies)
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Models of participation

The services and projects which took part in this study operated within different
policy and funding environments. While managers and staff felt some pressures
which jeopardised their efforts to promote involvement, they often managed to
create supportive environments. The managers and staff in all the settings were
broadly supportive of developing the participation of seldom-heard groups. However,
services and staff adopted different approaches to participation.

People who use services told the researchers many positive stories about how

they were involved with these services in a wide variety of ways. They had

built relationships with the staff and other people using services over time and
appreciated being valued and treated with respect. Many reported that they enjoyed
the sense of purpose they had in achieving things for themselves and through helping
others. They also praised the balance between encouragement to get involved and to
try new things, and the option to slow down or withdraw.

Significantly, the process of involvement was facilitated by skilled and committed
staff. These staff recognised individual needs and respected people’s need to
address their immediate priorities. The key role of professional staff in enabling

the participation of seldom-heard groups is reflected in the literature (see, for
example, Beresford et al, 2006). Allan (2001) found that staff needed support and
encouragement to utilise their existing skills and knowledge to develop better
communication with people with dementia. In turn, effective communication led to
involvement in different activities including consultation about services.

‘Everyday’ participation

The picture that emerged in all the services, except one which was specifically
designed to involve people who use services in training professionals, highlighted
two approaches to participation. The first approach viewed participation as a specific
activity which organisations and staff attempted to plan and carry out in addition

to delivering services. The second approach made no distinction between service
delivery and participation: participation was part and parcel of everyday work,
services, activities, relationships and events. Because of the way that participation
was integrated, it was difficult for some staff and people using services to articulate
it as a separate thing that we, the researchers, wanted to talk about.

One feature of the first perspective was that, as a separate activity, participation
often focused on involvement in a decision-making process about current or future
services, for example, feedback from people using services, or expressing preferences
about plans. The need for this kind of consultation or participation was often in
response to management, policy or funder agendas. It was a requirement in funding
applications, and perceived to be a ‘good thing’, yet kept as a discrete activity. In
contrast, the second perspective placed people who use services at the centre of the
process. In this case the relationship between people who use services, individually
and collectively, and the service, and in particular the staff, encompassed a wide
variety of elements. One of these elements was about meeting immediate needs.
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Other research with black disabled people has identified the importance of meeting
people’s basic needs as a priority before attempting to engage in research and
development projects (Singh, 2005). Similarly, research on ways of consulting

with people with dementia found that ‘Whatever was done, it was crucial that the
emphasis was on providing opportunities for the person to express themselves, rather
than adhering to a specific procedure or technique’ (Allan, 2001, p 2).

For some people who use services on some occasions an element of their relationship
with the staff and the service focused on service or policy development, but only
when it was an issue for them. Two examples illustrate this point:

* A small group of people with dementia had been meeting once a week as part of
a computer project. Their group had social and mutual support benefits for the
members in addition to creating a website designed for people with dementia. One
issue the group discussed concerned a National Institute for Clinical Excellence
decision about dementia treatment. As a result the group, some of whom had high
levels of impairment, decided to take part in a demonstration in central London.

* Older people from Greek, Afro-Caribbean and Asian communities met in groups
at a day centre. They attended their groups to get out of the house, meet friends,
have lunch or a massage, do activities and get advice. Group members raised
issues about standards of home care with staff who supported them to complain
to social services. Similarly, problems with the council’s transport service were
resolved by group members writing letters asking for changes to the service. The
problems were resolved within three days of the complaints being made.

We suggest that these people’s ‘participation’ in civic life through demonstrating, and
in service development through complaining, would have been unlikely to happen if
they had not been part of a group already.

Our central argument so far is that everyday participation is the bedrock of
involvement in other aspects of services, for example in their development,
management and governance. However, it is not sufficient for people who use
services to feel valued and develop the confidence to take part in decision making
about services. It is also necessary for organisations to enable access to decision-
making structures and processes.

Some interviewees in our study clearly had the skills, knowledge and confidence

to take part in management and development of services. One case study focused

on the involvement of people with communication impairments due to aphasia’ as
trainers for other professionals. What was striking about this case was that their
experiences of getting involved in the group of people who use services — people who
eventually trained as trainers themselves and delivered courses to communications
professionals were very similar to those of people who were getting involved in
services and groups primarily aimed at delivering support and advice. For example,
they were uncertain at first about their involvement and abilities, needed support to
gain confidence and found being part of a group of people using services helpful, and

! Aphasia is a communication disorder where a person loses the ability to use and
understand language.
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the staff supporting them were skilled, committed and met their access needs (Byng
et al, 2002).

Other agencies also provided access to service and policy development, for example
through recruitment panels for staff, management committees, forums of people
who use services, satisfaction questionnaires and volunteer roles.

Inclusion

Participation can usefully be redefined to include a variety of different activities
rather than a narrow set of practices such as consultation and forums of people who
use services.

This integrated, everyday approach to participation had emerged from the efforts of
staff to build strong relationships with service users which developed trust, mutual
understanding and respect. The interviews with people who use services revealed
that they valued the way that staff acted in ways that were:

* inclusive
* positive and optimistic about people who use services
* non-judgemental.

The importance of understanding values and incorporating them in the practice
model is that they act as a framework in uncharted territory. The process of
translating values into practical action in different situations and over time means
that practices are developed and tested to ensure they are effective.

The variety of the perspectives of people who use services on getting involved
demonstrated that it is important not to make assumptions about why or how an
individual could be involved. The value base described above provides a foundation
for staff to recognise the variety of individual situations. People who use services
spoke of a number of issues that were personal to them and that affected whether,
when and how they got involved, including:

* their own capacity in terms of energy or motivation
* their identification with a service or group intended for a specific part of
the community
* their cynicism about whether services could help or genuinely wanted their views
* their fear that criticism of services would affect current or future access to services
or endanger financial support for services.

Other studies have demonstrated the importance of respect for people who use
services. Bamford and Bruce (2000) asked people with dementia about the outcomes
they wanted from services and identified as important: autonomy, having a say,
feeling valued and respected and being treated as a normal person. Focusing on

the needs and priorities of individuals with aphasia and identifying the values that
underpin this approach have led to a new model of practice for communication
professionals (Byng et al, 2002).



Translating values into practical actions

* Members of a group for people with dementia reported that a support worker
put no pressure on anyone to get tasks done or progress, and was prepared to
repeat instructions as many times as necessary for them to complete tasks on the
computer themselves.

®* Residents of a hostel for people who are homeless and have addiction problems
described how staff encouraged them to go to activities and on courses, and that
the manager believed in and was optimistic about them.

* People with communication impairments felt valued as a result of being trained
to become communication trainers. They liked being involved in something that
‘helps them and ... helps us’. During the training they had time to talk and to laugh
and because there was adequate time they knew that ‘when you make mistakes it
doesn’t matter’.

* A person with dementia who was a volunteer suggested that he should be able
to join in staff activities such as preparing lunch rather than remain in a ‘service
user’ role. The staff used their commitment to inclusion and to giving people with
dementia control as a basis for reflecting on the issues raised and finding ways of
accommodating this person’s aspirations and expectations.

Without the value base described in the above examples, it is likely that existing rules
and boundaries regarding, for example, roles, risk and health and safety would have
prevented exploration of participation in these situations.

Practicalities of participation

There is already a substantial amount of guidance on the importance of ensuring
access to information, services, venues, events and debates through getting the
practicalities right (SCIE, 2005). The importance of practical access was echoed in
this study.

People who use services and staff recognised the need for good practical
arrangements. We suggest that in the cases we examined, organising the
practicalities had become second nature or part of the everyday approach to
participation. It appeared that getting the practical side right flowed from the value
base described above and the staff’'s commitment to it.

Enabling practical access

Communication, meetings, transport

Deaf/blind, deaf and hard of hearing people found it useful to have interpreters who
were not staff of the agency providing services, and all information in plain language
with pictures to back up text. The organisation of meetings was also important to
them with plenty of notice about arrangements, changes or cancellations, and clear
explanations of what meetings were about and what was expected of them. They
also said it helped if meetings were not too long.
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Transport was a big issue for this group, with nervousness about unreliable transport
and, for some, fear of how they were treated by members of the public, affecting
their willingness to get involved in some events.

Planning joint work with people who use services

The researchers in this study modelled good practice based on our experience
as a team, which was confirmed by our findings, and were able to draw on our
experiences as practitioners as well as researchers.

One researcher made a number of visits to an older people’s centre to meet staff
and members of the different black and minority ethnic groups there. This paved the
way for the research interviews and gave time to organise interpreters and to discuss
appropriate recognition and payment for their participation.

The researcher working with people with communication impairments and people
with dementia discussed options for interviewing people who use services and staff.
This led to a joint decision to use small group interviews of three or four people
rather than one-to-one sessions. This method enhanced communication through the
support of members who already knew each other. For one person who used very
little speech, the group setting gave the opportunity for her to indicate agreement
and disagreement with her colleagues’ contributions. In a one-to-one session she
would have been almost completely excluded from the process.

We also took a flexible approach to the research reference group. One member
required a specialist typist/interpreter. The availability of this specialist was limited
so we arranged separate meetings to suit this group member.

Learning about cultures

A centre for older people acts as a base for three different groups of older people:
Greek, Asian elders and Caribbean pensioners and friends. The centre staff had built
up membership of these groups through outreach work and offering relevant advice,
information and support services.

The groups used festivals and cultural events such as Eid, saints’ days and Diwali,
to invite members of other groups to join with them and share food and customs.
This led to opportunities for learning about each other’s cultures and built mutual
understanding and opportunities for wider collective involvement, for example,
making complaints about the local authority’s transport service.

This example reflects some of the features of a ‘mainstreaming’ approach to
equalities such as responding to the complexities of diversity (Blakey et al, 2006)
and focusing on service users’ priorities in service design (Bowes, 2006).
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Working with uncertainty

This research identified that staff and people who use services had to navigate their
way through a number of uncertainties and tensions to ensure that people could get
involved and achieve some positive outcomes. Table 1 sets out some of the tensions

that emerged from our research.

Table 1: Tensions

The need to have a clear purpose for & Avariety of choices about what to get
any service, group or event involved in
Clear messages about what was &  Flexibility and adaptability of services,
expected of people who use services projects
Meeting output-based external &  Respecting individual service user
expectations about participation, circumstances, priorities and needs
for example, number of people
finishing a course
Meeting management demands for & Focusing on the process of developing
consultation on policy or practice relationships and trust
Encouraging people who use services ¢35,  Being realistic about individual capacity
to get involved and having high and motivation and avoiding putting
expectations about what they someone under pressure
could achieve
Expecting staff, as professionals, to & Incorporating expertise and experience
be expert, make judgements, take of people who use services, and sharing
responsibility and decisions responsibility and decision making

with them
Participation as an activity allocated VAN Participation as part of everyone’s work

to specific staff, designed to meet
targets set by funders

Uncertainty about where the process of involvement would lead and about eventual
outcomes was a feature of service users’ accounts. Reflecting on recent experience,
many people using services had a good idea of why they were involved with a service
or group and what they got out of it. However, they were less clear about what they
had expected. The following examples illustrate the wide variety of reasons why
people get involved with services, activities, courses and groups.

‘There’s no end of laughs.” (member of dementia group)

‘| want to be able to help, not be a patient.” (member of communication

training group)

1
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‘| have the confidence to get back to employment.’ (member of training course for
homeless people with addiction problems).

People who use services also wanted clear messages about what was expected of
them, what they could expect from participation in a service or event and what
feedback they would get about the outcomes. The challenge for staff and services
was to find ways of responding to these multiple expectations and needs.

Changing role of professionals

The ethos of everyday, inclusive participation of people who use services required
staff to incorporate the expertise and experience of people who use services in
decision making. Everyday participation also meant that staff and people who use
services shared responsibility and decision making.

Traditionally, however, many professionals are trained and recruited to be experts
with the specialist knowledge and skills to make judgements about the best interests
of their clients. An everyday participatory approach blurs the boundaries between
the roles of professionals and people who use services. One user observed that

‘the environment is very informal and volunteers and staff are mingling around [so]
there’s very little dividing’.

There is evidence from research that professional staff are positively exploring these
newly blurred boundaries. For example, social movements and consumer power
combine to challenge professional roles. In response, professionals are having to
adjust and shape their knowledge and skills to meet specific needs and priorities in
particular circumstances, for example in relation to language and culture (Foster and
Wilding, 2000; Byng et al, 2002; Dominelli, 2004). Another study identifies the need
for professionals to have a ‘breadth of vision’ which allows them to operate outside
the conventional demands of their programme or job role (Merighi et al, 2005).

A study of involvement of people with dementia in service evaluation concluded
that staff need to be able to take a critical stance in relation to the care they
provide (Fook et al, 1997; Cheston et al, 2000). We would argue that this approach
and resulting practices are a requirement of developing an everyday approach to
participation.

However, further tensions may arise since, while participation can make relationships
between staff and people who use services more adversarial, there is a desire that
new partnerships will emerge involving policy makers, professionals, managers and
people who use services, based on mutual respect and trust (Foster and Wilding,
2000).

Protected spaces

Everyday participation took place in groups, services, teams and organisations
which were protected from certain practices which undermine this approach. The
process of enabling everyday involvement of people from seldom-heard groups
required insulation from tick-box approaches to the involvement of people who use



services, demands of programme monitoring or funding conditions and unsupportive
organisational environments.

Two key enabling factors identified by many staff and people who use services were
time and money. The process for developing strong relationships based on trust,
respect and mutual understanding required a considerable amount of time. This
implied that time-limited projects, services and consultations (including this research
project) will always have limited scope for engaging seldom-heard groups.

There was a need to finance staff time to develop relationships with seldom-heard
service users both within mainstream services and specialist organisations. In
addition, money was needed to ensure practical access to information, meetings,
services, people, events etc. In some cases lack of access was not simply about
finance but also the supply of expertise, for example British Sign Language (BSL)
interpreters trained to the right level. Some barriers to participation experienced by
people who use services, and some good practice responses, are set out in the two
boxes below.

Barriers experienced by people who use services

Attitudinal barriers

* staff treating adults using services as if they were inferior

* perception that some staff do not believe in the potential of the people
they are supporting

* experiencing harassment when using public transport.

Organisational barriers

* not enough thinking time for some people with impairments

® communication in meetings too fast for some communication methods

* emphasis on meetings, excluding people who operate better in other situations

* too much reliance on computer-based communication and reference to websites,
and not enough thought given to other forms of communicating

* finding people to engage with, especially when service use is episodic and service
users have transient lifestyles

* practicalities of communication, for example, cost, technology, training, skills

* content of communication, for example, the extent to which different parties have
different perspectives or are on different wavelengths.

Cultural barriers

* individual perception that a service or group is ‘not for me’

* fear that complaining or criticising services will jeopardise the service or an
individual's access to it

* meetings or events where ‘lots of people talking in the same room’ make
communication or understanding difficult for some people

* concern about being called or labelled a ‘service user’.

Practical barriers
* lack of interpreters
* lack of information about rights and services

13
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Poor acoustic environments for communication, for example, too much
background noise

Lack of accessible transport and finance for it

documents that are too long, complicated and not in plain language

difficult group dynamics and relationships between people who use services
becoming a disincentive for some service users; for example, one or two
dominating persons

lack of clarity about, for example, how much power and influence a group of
people who use services has within an organisation

‘Picking and choosing’ service users to ‘get the right answers’, for example, in
meetings with MPs.

Good practice to overcome barriers

treating people with respect and valuing individual contributions to build good
relationships and trust

offering face-to-face communication and encouragement to help build
relationships

describing clearly what someone can expect from getting involved and what they
are expected to contribute

making sure people know they can say ‘no’ to getting involved, and still get
involved in the future

engaging people with an activity or task which provides a stimulating focus and is
not directly about service or policy improvement

offering a variety of activities and ways to get involved, for example, getting help,
helping others, learning, having fun, socialising

allocating sufficient resources to ensure good access in terms of communication,
transport, meetings, support and payment.

Putting yourself in the shoes of a person using services

Questions that people may have in mind when deciding about getting involved:

Will I be treated with respect?

What will | get out of it?

What can | offer?

Can | make a difference?

Are these opportunities relevant, interesting and enjoyable?

Will | be of help to others like me?

Will I have problems with communication, transport or other support?
Can | talk to someone to find out more?
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A model for everyday participation

From the case study research we developed a practice model for
everyday participation.

In the model below, the sentences in the[boxes|are the factors which enable
service providers and people who use services to achieve everyday participation.
The sentences in italics are how the service providers and users work together. The
sentences in bold type are the response to the social interaction or activity.

Figure 1: Practice model for everyday participation
PARTICIPATION AS AN ‘ADD-ON’

Seldom-heard people who use services are often excluded from service user participation

l

Enabling two-way communication between staff and users and
enabling users to support each other

Staff sensitivity to circumstances Organisational support for
and access needs offers the inclusion of seldom-
reassurance to users D heard people who use
l \ services l
Feeling valued Confidence to get involved Belief that participation is
and try different activities central to responsive
policy and practice

l / Capacity to develop a

Ability to contribute and to
help other people who use services

/

Confidence to discuss/criticise
services and service providers

variety of opportunities for
users to get involved

Strategies for

overcoming
/ constraints
Staff respond to feedback /

including criticisms -
Climate that expects,

promotes and supports
articipation
Joint problem solving and P P

improvements to policies
and practices /

INTEGRATED, EVERYDAY PARTICIPATION

Seldom-heard service users are included
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The model shows how people who use services are placed at the centre of a
framework for everyday participation. People who use services are more likely to
achieve the outcomes they identify when organisations:

* recognise and respect the circumstances and capacity of each individual service
user or potential service user

* adopt an everyday participatory approach which integrates participation into all
aspects of a service or group or organisation

* work from a value base which is inclusive, positive about the potential of people
who use services and non-judgemental

* create a policy, funding and management context which encourages a
participatory approach to flourish

* recruit and train frontline staff, volunteers and managers to understand and
implement an everyday participatory approach in a practical way

* provide a wide choice of ways of getting involved

* accept uncertainty about the likely outcomes of involvement including a wide
variety of possible outcomes and a mix of ‘successes’ and ‘failures’

* accept that people who use services have a very wide variety of expectations
about what outcomes may derive from getting involved with a service or group or
activity

* build mutual understanding between staff and people who use services

* view involvement, engagement and participation as a two way relationship that
may wax and wane over time

* redefine an organisation’s or service’s goals and expectations of participation or
‘service user involvement’ in line with users’ goals and expectations

* address new situations openly with people who use services and staff together.

The following case study demonstrates what everyday participation can mean in
practice. In this case study, the work of a day opportunity centre for people with
dementia, which is open seven days and three evenings per week, is described by the
centre organiser and by people who use services.

Everyday participation in practice

Centre organiser’s views:

‘To consult service users there are monthly members’ meetings with a service user as
chair. The week before the meeting staff prompt and remind people that the meeting
is coming up. They have a sign over the fireplace to ask people if they want to include
anything on the agenda. People participate well.

We plan nothing here. It is an arrogance to plan someone’s day for them. We go with
the flow, people themselves initiate. Staff would suggest but not herd. Members may
choose to do nothing.

Two members of the group are also part of the Scottish Dementia Working group,
and they are on two local committees.’



‘The centre started off with a ratio of six members of staff to nine service users, it is
now four staff. Without the staff we couldn’t do what we do.

People are supported to do absolutely anything and everything — go to the bank,
shopping, attend appointments, maintain life skills, anything.

Our service manager four-and-a-half years ago had a rare vision, she was crazy
and brave! She was so tuned in, she wanted to change the ethos of a day centre,
wanted to give people opportunities. If | ever feel that slipping away | make sure
| find it again.

It seems too easy to say we just maintain involvement. It’s quite seamless. Don’t
know where the service user ends and the staff begins. We have low staff turnover.
For staff it's the “it thing”. You've got to be “in it” while you're doing it. You could
train people for ever and they wouldn’t necessarily have “it”. Tune in and go with it.
You need to go to where people with dementia are [and] sometimes you don’t bring
all of yourself back.

When we had staff off sick, we had a replacement staff member from Paisley, it just

wasn'’t working. Three service users complained, he was not “in it”. He was sent back.

It was good they felt they could do this.

One man was refused by his local church choir. We helped him to lobby the church.
Barriers are lack of awareness by others about supporting people with dementia.

Local authorities are more aware that people with dementia are here. They know
that if they ride roughshod over people the centre will challenge any decisions.

We have a no locked-door policy, instead we have a wind-chime that alerts us if
people are coming in or out. In four-and-a-half years we haven't lost anyone.
Feedback from people who use services:

‘It's a good atmosphere. The staff are great.’

‘It's good for you. It’s got to be so it makes you want to come back. There’s choice.
They [staff] are never weary, they share your interests and ideas.’

‘| was apprehensive. But they make you feel welcome. You've got to try. I've never
looked back.

‘It's a good club. You make friends here.’
‘Yes | would recommend it, it would make you relaxed.

Three more members were asked to take part in the interviews but decided to
continue with a dominoes competition instead.
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Social care services are going through a period of rapid change. As the
implementation of the personalisation agenda proceeds the issues discussed in

this report will take on a renewed urgency. Everyone has the right to be involved

in planning and decision making about their everyday lives and the services they
receive. The voices of some people, however, are less likely to be heard. During
periods of rapid change and innovation seldom-heard service users may find it even
more difficult to communicate their requirements. This report suggests that seldom-
heard users of social care services can become engaged if practitioners and managers
adopt an inclusive approach to participation.

The report describes the value base and characteristics of everyday participation, the
organisational tensions and barriers that hinder best practice, and practical action

to overcome barriers. The proposed practice framework, summarised in the visual
model, can help practitioners and managers move from participation as an add-on to
an integrated, everyday way of working.
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