


What is the Integrated Care Network?
The Integrated Care Network (ICN) provides information and support to frontline NHS and
Local Government organisations seeking to improve the quality of provision to users,
patients and carers by integrating the planning and delivery of services.

Key to the role of the ICN is the facilitation of communication between frontline
organisations and central government, so that policy and practice inform each other
effectively.

The ICN is part of the Care Services Improvement Partnership (CSIP). 

What do we do?
The ICN seeks to impact on the five pillars that underpin our work:

Access to care

Reshaping services to improve wellbeing

Greater engagement with local communities and those experiencing social exclusion

Reshaping financial and other resource flows

Developing and redesigning workforce patterns

The resources the ICN provides incude:
Consultation, facilitation and brokerage

Leadership in partnership development

Evaluation and sharing of good practice

National conferences

Regional workshop series

Interactive website

Publications and online advisory notes

Regular e-newsletters

Applied research and academic links

Care Services Improvement Partnership
The Care Services Improvement Partnership (CSIP) was launched on 1 April 2005 after a
formal public consultation. Our main goal is to support positive changes in services and the
wellbeing of:

People with mental health problems

People with learning disabilities

People with physical disabilities

Older people with health and care needs

Children and families and 

People with health and social care needs in the criminal justice system

The Integrated Care Network offers advice on partnerships and integration that cut across
all services in health and social care. It works closely with other networks and programmes
across CSIP to ensure synergy in improvements. 
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Introduction
This paper aims to assist organisations that are working in partnership to involve service users
and carers effectively. It provides a framework for thinking about types of involvement, describes
key issues for organisations in approaching the subject and examines the options for
involvement. Suggestions are made about questions to be addressed jointly and practical
examples are provided to demonstrate what works in different situations. Case studies illustrating
different approaches are included. There is a wide-ranging literature related to the subject of
service user and carer involvement in general and Appendix 3 contains references for a selection
of relevant sources.

Description of people who use services
In this document the expression ‘service user’ is used to describe people who use services. There
is no commonly agreed language to describe people who use health and social care and related
services and different organisations use expressions including patients, customers and clients.
The emphasis of this document is that those using services and their carers should be at the
centre of service planning and recognised as partners in achieving effective outcomes. 



Section 1
Why involve people who use services
and their carers?
The purpose of service organisations is to meet the needs of customers or service users.
Organisations that provide health and social care must also consider the needs of carers who
form part of an individual user’s support network. Apart from the policy, requirements to involve
service users and carers in health and social care (see chapter 3), there are several reasons why
such involvement is essential to the effectiveness of organisations.

Service users and carers are not passive recipients of services. The ultimate effectiveness of
services relies on active and appropriate participation by people who use services. Put in its
simplest terms, people will get the most from services if those services make sense to them and
meet their needs. 

In many service areas, it is impossible for providers to understand what will meet people’s needs
without asking them. In health and social care while providers may have ‘expertise’ in technical
skills, only a minority will have direct and recent experience of using the services that they
provide. 

In order to participate actively, service users need to be engaged in decisions and choices about
services. As will be seen below, this applies to engagement at every level of service whether it
relates to an individual drug prescription or the setting up of a new community resource centre.
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Section 2
Policy background
Since the 1990s, national policy has put an increasing emphasis on involving service users and
the wider public in the development of public services. For example, the NHS and Community
Care Act 1990 required the production of Community Care Plans by local authorities. These Plans
had to be developed in conjunction with health services and include consultation with service
users. 

As the structures and responsibilities of organisations have changed the policy has changed to
reflect this. Involvement at a strategic level is now frequently related to commissioning and the
way services are specified rather than planning in-house services. For example, forums linked to
GP practices would in the past have concerned themselves mainly with how the practice
provided primary care. Following the introduction of Practice Based Commissioning (PBC) they
will be considering the nature of acute services to be commissioned from other NHS providers.

The White Paper ‘Our health, our care, our say: a new direction for community services’ (1),
published by the Department of Health in January 2006 was based on a public listening exercise.
The emphasis of the White Paper is on empowering people who use health and social care
services and carers to ‘make the actions and choices of people who use services the drivers of
improvement’ (Department of Health, 2006). 

The White Paper also reflects other priorities in the way services are commissioned and provided,
which are relevant to service user and carer involvement. The table on page 6 summarises
aspects of policy direction and some implications for service user and carer involvement. 
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Implications of White Paper policy direction on 
approaches to service users and carer involvement
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Policy direction Implications for involvement

The importance of directing resources
towards prevention of ill health and social
exclusion.

Need to find out from groups of service
users and carers about their lifestyles,
motivations and incentives.
Public Health expertise required. 
Primary care will be a key contact point
for consultation and delivery.
Providers like pharmacies, health clubs
and sports clubs will have role.

Enabling people with longer-term health
conditions to manage their health more
effectively through information, learning,
advice and support.

This groups of service users and carers
cuts across all sections of community
but there also sub sets where factors like
ethnicity are linked to higher incidence.
Need specialist services (e.g. diabetes)
to work with generic services (e.g.
primary care, home care, residential care)
in developing best approaches to
involvement.

Expectations that more service users will be
given money (in the form of Direct Payments
or Individual Budgets) to arrange their own
care.

Service users and carers likely to be
interested in the market management
role of commissioners.
Obtaining feedback on service quality
requires new systems.
Design of access systems and total
budget allocation will be important for
service users and carers.

Providing more health care outside the
hospital setting.

Need to consider geographical access
and equality issues and how to ensure all
voices are heard.
Need to capture experience across care
pathways and not at fixed service point
e.g. ‘What difference has the
rehabilitation programme made to your
daily life’ instead of ‘How would you rate
the hospital physiotherapy service’.

Increasing the choice people have about
which services they use.

At individual and strategic levels (see
below) people require good information
in order to make informed choices and
provide informed views about quality and
performance i.e. how do I know that
hospital X is good and should be on the
list of providers?
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Section 3 
Levels of involvement
It is helpful to distinguish different levels of involvement because, to some extent, this will
determine the best approaches to involvement. Broadly speaking the purpose of involvement can
be defined as on one of three levels:

At individual service user and carer level. This is where decisions are being made about
services for an individual and their family/carers. The decision making process related to
individuals in heath and social care is often described as ‘assessment and care management’ or
‘diagnosis and treatment’. 

At an operation level. This concerns arrangements for service delivery and involvement and
could be aimed at helping design a new service, change an existing service or monitor the quality,
effectiveness and performance of a service. For example, arrangements to develop a referral
system for older people with mental health needs between acute hospital services and the
community based EMI services. 

Strategic level. This level is where decisions are made about the overall objectives and direction
of service development, broad allocations of resources and overarching policy. For example,
discussions about the extent to which health and social care services for older people should be
jointly managed and have joint budgets.



Section 4
How do partnerships affect service 
user and carer involvement?
Organisations that work in partnership with others need to consider how arrangements for service
user and carer involvement can be adapted or developed to reflect the partnership. This applies
to partnerships set up around a specific service and to more generalised partnership working
where organisations aim to maximise co-operative working across all their activities.

There are good reasons for members of partnerships to attempt to coordinate their service user
and carer involvement activities, these include:

n A coordinated approach will be seen by others, including service users and carers as evidence
that organisations and services are working together, which can have several outcomes
including increased confidence in services and less risk of conflicting positions being taken in
public about issues;

n There is less risk of wasteful duplication of work whether its administrative support or asking
the same group of people similar questions;

n If services are delivered jointly then all providers will benefit from coherent feedback from
service users and carers. As we know, people who use services and carers are often unaware
of who provides what and in a joint service, they should not need to know. Feedback on
interface issues is especially helpful in enabling effective partnership at an operational level;

n Partnerships contain a much larger pool of expertise, history and resources to draw on than
any one organisation can hold (see next chapter of organisational culture).

Thinking about the levels of involvement there are some basic questions for partner organisations
to consider:

Individual level
n Do we have a common or overlapping group of service users and carers? If yes, in what ways

do we currently involve them in decisions about their services and is this a common process?

n Is the Single Assessment Process (SAP) being used by practitioners to involve service users
and carers appropriately and in a coordinated way?

n If we gather information about individual needs and experiences do we use it to inform joint
decisions at the operational and strategic level? 

9
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Operational level
n Are we planning or do we have services that we want service users and carers to experience

as integrated or coordinated?

n Are we planning or do we have services where co-location is expected to bring benefits to
service users and carers in terms of coordination and convenience?

n Have we replaced (or are we considering replacing) multiple points of contact/referral into a
range of services, with a single or more limited number?

Strategic level
n What permanent joint bodies do we have that make decisions about direction and resources

and in what ways do they have direct input from service users and carers on an equal basis?

n Apart from direct involvement of service users and carers what other systems exist for feeding
in their views to strategic bodies?

n How do the collective views of service users and carers from individual and operational levels
get used to inform decisions?



Section 5
Impact of organisational culture
All partnerships have to find ways to work with different organisational cultures, to resolve
conflicts and use different perspectives to best advantage. Views about, and mechanisms for
service user and carer involvement will reflect these cultures and within each partner organisation
there will also be a spread of attitudes. Partner organisations need to identify and discuss openly
the implications of cultural differences. Some examples of risks and benefits are summarised
below.

Risks
Many health and social care organisations employ practitioners who have direct contact with
individuals as clients/patients. In some professions, there is a commonly held belief that this
contact alone is sufficient to provide insight into the needs and preferences of groups of
customers. Whilst it is true that the process of assessment or diagnosis will reveal aspects of
need, it is not a satisfactory way to obtain the views of service users and carers beacuase:

n There are differential power relations implicit in the practitioner/client relationship which make it
less likely that people who use services will express views they consider negative;

n The length of such consultations is rarely long enough for any subject to be explored other
than in a cursory manner;

n The purpose of the consultation will not be to obtain views on services and any insights into
service quality will be limited;

n There is no opportunity to select participants in a way that would reflect a cross section or
sample of a wider group.

If an organisation has put considerable time and resources into developing and maintaining
particular forms of service user and carer involvement they may become over reliant on this. They
may resist contributing to alternative or more jointly based activities. This can be particularly true
where the involvement mechanism is linked to wider political systems e.g. citizen’s juries or
panels, public opinion polls.

Organisations where centralised financial control is a strong influence can engender anxiety about
getting into dialogue with service users and carers in case it ‘open the floodgates’ or encourages
‘unreasonable’ expectations. 
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Benefits
Different cultures and traditions also have much to offer partnerships: 

n Organisations with a history of grass roots work may have developed innovative and less
traditional modes for involving users and carers, both in their own service development and in
representing users views to others. For example voluntary organisations that support service
users and carers to become mentors and researchers, who in turn gather the views of a wider
group of people who use services and carers.

n Organisation with business and academic backgrounds may have invested in staff and
systems with expertise in various types of customer research.

n Long standing organisations with developed governance systems are more likely to have
experience of setting up formal systems such as:

• Regular co-option of lay members onto decisions making bodies;

• Recruiting participants for deliberative processes such a citizens juries;

• Regular ‘surgeries’ across their geographical patch;

n Some services will have a broad customer base and be trusted by service users and carers so
that invitations issued by them to participate in consultation of some kind will be welcomed
e.g. GP surgeries.

n Some organisations will have made greater progress in using technology to involve service
users and carers e.g. interactive surveys via websites. 



Section 6
Reaching agreement on service user
and carer involvement
Partners may want to establish long or short-term service user and carer involvement (or a
combination of both). Examples of each are shown below:

(a) Agreeing on systems of involvement designed to provide continuing intelligence to
inform planning and development at one or more of the three levels (individual,
operational and strategic).

For example, service user and carer involvement in improving outcomes from cardiac
rehabilitation, where the following systems could be linked together:
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(b) Agreeing on involvement process for a particular service change of development.

For example, service user and carer involvement in improving outcomes from cardiac
rehabilitation, where the following systems could be linked together:
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Whatever the type of service user and carer involvement if it is initiated through a partnership, the
following principles should be applied:

Participation from the outset
All partners must be involved from the outset so that they own both the final system and the
outcomes. Without this, there is a risk that some partners will decide that the outcomes are
invalid because the design was inappropriate. This is very important because effective
involvement will almost inevitably result in some criticisms of existing services. This is especially
true with new initiatives that are usually triggered by dissatisfaction with existing services. 

Agreement on the objectives of involvement
Agreement about the purpose of involvement is important because if this is not clear then it will
inhibit decisions about the best approaches to use and may also lead people to disown findings
later on. Questions to consider are:

n What service(s) are we interested in, are their boundaries clear or do we need to define them in
some detail. For example, if you are wanting to involved people who use services and carers in
evaluating a care pathway for a particular condition this may need more explanation than if you
are looking at how well the local emergency careline works.

n What is the eventual outcome we are looking for? This could be something simple like
deciding on whether to extend the opening of day centres/hospital to weekends. It could be
more complex but relate to existing services e.g. should we integrate the Council’s careline
service with the GP out of hours phone service. It could be about the potential for an entirely
new service e.g. how can we develop a range of community mental health services that will
significantly reduce repeated admissions to inpatient services.

n What role or function will service users and carers be involved in? This could include:

• Monitoring or evaluation of service quality and performance;

• Developing ideas for new services from scratch;

• Assessing the merits of options that have already been developed;

• Contributing to debate and decisions about existing services;

• Shaping the services that they will receive as individuals. 

n Are service users and carers representing their own views only or expected to represent (or
find out about) others as well?

Agreement on best approaches(s)
Partners need to agree on approaches because this will reinforce their commitment to the
outcomes and because resources (possibly joint) will be allocated to the process. There are no
hard and fast rules to guide this decision but the next chapter summarises ways of involving
people and circumstances where they could be beneficial. 

Getting the best out of involvement
One part of planning for involvement is to think about the process by which the views and
experiences of people can be translated into actions that will improve services. When an
approach to involvement is selected it is important to anticipate the form in which people might
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express their views. For example, it is often the case that individuals prefer to describe their
experiences as a ‘story’ in a sequence that makes sense to them. This is especially so in
processes like individual assessment of need but will also feature in focus groups, interviews and
forums. 

In other words, service users and carers will not necessarily provide clear ‘answers’ to the
questions that providers and commissioners may have in mind. However, this is not a problem if
those listening and analysing the responses recognise that a 3 stage process will be needed as
shown below:

For partners the second stage has potential to create conflict because different organisations
may, for example, have different perspectives about what might influences service user views. For
example, does a customer perceive a receptionist as obstructive because the receptionist has
poor customer skills or because the appointments system is difficult to explain? Stage 2 needs to
be undertaken openly and jointly to ensure that disagreements do not undermine the usefulness
of service user and carer feedback.

Agreement on supporting involvement systems
Unless involvement has been set up as an integral part of the budget for a service from the outset
then developing and maintaining effective systems will require time and money. Having chosen
one or more involvement systems partners will need to identify the costs and agree how they will
be covered. 

Sometimes partners will decide to adapt pre-existing involvement processes to inform the work of
the partnership. In this case, it may be that one organisation currently meets all the costs of
supporting this. In this situation, negotiation will be needed about how costs might be
apportioned. 

The following are potential areas of cost:

n Skills required in those who will implement involvement e.g. skills in interview design and
techniques, group facilitation, training in presentation etc;

n Administrative systems for ensuring effective communication, note taking, publicity, printing,
postage etc;

n Venue and travel costs to enable people to participate;

n Interpreters, translators, media for people with sensory impairments;

n IT based systems for communicating and for analysing responses.
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Section 7
Ways in which service users and carers
can be involved
There are numerous approaches to involvement. Set out below are the main types and a
description of when they can be effective. They are split into those that it is possible to use for
one off or intermittent involvement and those that are longer term. Partner organisations will often
find that a combination of different approaches is needed to obtain sufficiently broad involvement.

Sorter term approaches

Self – Completed questionnaires and surveys with fixed questions

Can be cost effective if: you require information on a very limited number of areas and if the
parameters of a subject you are interested in are already agreed:

n Do you want the day centre to be open at weekends Yes/No.

n If Yes, which of the following hours do you think it should be open …

BUT you need to be sure that the questions are unambiguous and the answers will give you
the information you need. Recent research by the Picker Institute (2) illustrates how often the
wording of questionnaires and surveys results in data that is difficult to interpret.

If you want to give respondents scope to raise issues over and above answering the specific
questions the space can be provided on the questionnaire for free text (this will increase
analysis work and costs). 
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Questionnaires and surveys administered by someone

If you require information on more complex issues but the parameters of the subject are
already agreed then this can work e.g.

n If the day centre was open at weekends but you could only use it for same number of
days each week that you do now, would you choose to attend at weekends?

This approach enables the person asking the questions to clarify their meaning. It is however
much more costly than self completed surveys. The same caveats apply as with self-
completed surveys in terms of the questions being unambiguous and relevant. 

Face to face structured and semi structured interviews

These are suited to situations where:

n The subject matter is personal and therefore people would not want to share information
with a group and it will be easier to obtain if there is rapport between interviewer and
interviewee;

n The information you require relates to individual circumstances and would not be easy to
collect in a group situation;

n The information you require is quite complex and does not lend itself to standard
questions.

Face to face open discussions on one to one

This approach assumes no pre set questions or subject areas other than something very
broad e.g. tell me about your experience of service X. It can be useful where:

n You have little or no advanced knowledge about the types of issues that might be
important to service users and carers;

n You suspect that responses will be unhelpfully skewed by having pre-set questions;

n You believe that interviewees will find fixed question formats intimidating or confusing. 

Semi-structured interviews allow the interviewer more scope to use their initiative over
things like the time allocated to different subjects, the depth in which subjects are covered in
response to the interviewee’s replies.
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Focus groups

These involve discussions with a small group facilitated by someone independent and relate
to a particular service, subject or set of issues. They can be structured around questions or
left more open. Normally the same group of people meet only once. They are suited to
situations where you believe that participants sharing and comparing their experiences or
views is likely to enhance the quality information you will gather. They are also useful if you
want to gather views from a larger number of people than you could manage to interview on
a one to one basis. Because they are short term they can be useful for single issues or as
part of a larger evaluation.

The limitations of focus groups are that generally you obtain less detailed information than
one to one and that some people will be reticent in a group situation. 

Public consultation meetings

These are rarely useful where you require any depth or complexity of information. Their
format means that it is difficult for attendees to really participate and the open invitation
makes it difficult to plan for anything other than plenary sessions. The risks of low attendance
and limited participation make this less likely to yield useful information than the other
formats.

Planning events, workshops etc

These would include events that are structured, last several hours and are designed to obtain
quite sophisticated information by taking participants through a series of deliberative tasks or
discussions. They could be one off or run in a series over time and are facilitated. Such
events allow you to bring together service users, carers and other stakeholders and enable
them to debate issues and develop ideas rather than simply stating their respective views.
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Longer-term approaches 
Most of the processes described above are used on a one off basis or intermittently. There are
various approaches designed to be more permanent and continuously linked into decision-
making. The advantages of longer term approaches (if appropriately supported and resourced)
are that they:

n Enable participants (service users, carers and others) to gain expertise in operating the
systems effectively;

n Provide time for relationships and trust to develop between parties;

n Make it easier to link service user and carer involvement to decision making processes;

n Demonstrate commitment to involvement;

n Can provide comparative information about services over time;

n Allow systems for succession to be established to enable turnover of participants.

19

Citizens juries – a cross section of the population who make themselves available to
deliberate on specific decisions about which there are known to be differing views and about
which it is believed most people will have an interest e.g. decisions about incentives to
discourage car travel.

Citizens panels – a cross section of the population who are asked regularly to respond to
questions about issues of local concern, can be done by telephone, postal questionnaire or
electronically. The subject matter needs to reflect the make up of the panel, a general cross
section will only be able to respond to questions about universal services (e.g. roads, refuse
collection, GP surgeries, dentistry). Panels can be made up of people from a more specific
group based on any relevant features.

Panels are helpful if you are aiming to get a ‘representative’ sample of opinion and have the
advantage that people agree in advance to respond. 

Service user and carers as members of decision-making bodies

This is increasingly used in health and social care in relation to partnership boards and
commissioning bodies. Concerns about whether individuals are ‘representative’ can be
overcome by establishing a broader service user and carer constituency with which they
discuss issues. The biggest risk with this approach is that service users and carers will not
receive the information and support they need in order to make an effective contribution. 
It could be argued that involving people in this way but not supporting them is worse than
not involving them as it will lead to cynicism on all sides at best or worse to disengagement
and breakdown of relationships. 
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Service user and carer forums

Forums may be formed by organisations that want a way to gather collective views but may
also be created by service users and carers themselves seeking to improve their influence
and to gain mutual support. Forums may be set up specifically as a sub group of a decision
making body with meetings mirroring one another. The value of forums is that they usually
have a core of active members with whom others can negotiate regarding different forms of
involvement. Forums may be created to reflect a whole range of interests, for example: 
Age, ethnicity, services used, geography, core issues or projects. 

Service users and carers as researchers, mentors and advocates

The majority of approaches to involvement are mediated by paid staff in some way, either as
gatherers of information/responses or as analysts of the feedback. A different approach is to
enable service users and carers to initiate the process themselves. These approaches
provide support and training to a group of service users and carers who in turn involve other
service users and carers, often through gathering their views/experiences in the way that
other researchers would. Where service users and carers become mentors they can both
support other service users and carers in accessing services but also gather information from
them about their needs and experiences. 

Self assessment

At the level of individual involvement, the assessment process for deciding need has
traditionally been led by professionals who use a common format for certain groups of
people. The White Paper emphasis on empowerment is likely to see encouragement for
more self-assessment, where both people who use services and carers complete their own
assessment forms and identify the services they feel they need. 



21

Section 8
What works?
Two systematic reviews of research on service user and public involvement are referenced later in
this report under ‘Relevant Guidance and Research’. Key messages about the techniques for
public and service user involvement from these reviews are:

n There needs to be a range of models of involvement, depending on the time and intensity of
activity that participants wish/are able to engage in;

n Evidence suggests embedded, continuous but varied participation approaches which engage
service users as partners in decision making seem to have most potential for influencing
change;

n There is no single, best method to gain public opinion. The method must be carefully chosen
and rigorously carried out in order to accommodate the question being asked.

Key messages from these reviews about process and outcomes are:

n It is not difficult to find out what people want; the difficulty is in achieving change;

n User involvement does not stop when people’s views have been obtained and this process
must be followed by continuing work to change services based on their views;

n A lack of organisational responsiveness is an issue common to all the reviews. A fundamental
political commitment to change should be driving participation and partnership initiatives;

n Power issues underlie the majority of identified difficulties with effective service user-led
change. Service user participation initiatives require continual awareness of the context of
power relations in which they are being conducted;

n Development of mutual understanding and trust takes time. Working to timetables determined
without service users may result in the exclusion of some people or limit their effective
participation;

n Front-line staff need training to help them appreciate why and how service users are involved,
and to carry them along with the process;

n Attention to the diversity of service users in terms of race, culture and sexuality is lacking both
in mainstream services and participation initiatives;

n There is little if any research focus on change not sustained, initiatives that fail or groups that
collapse, so we may be missing opportunities to learn from mistakes. Partner organisations
could benefit from reviewing their respective histories of service user and carer involvement to
avoid repeating mistakes and identify what worked. 
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Appendix 1
Factors to take into account in reaching
agreement over the processes and purposes of
Involvement
n People’s previous experience of consultation, which influences their expectations;

n Different use of language – one person’s plain English may still be another person’s jargon;

n A level of unfamiliarity with the roles of organisations, their processes and policy making
amongst consultees, which organisers fail to appreciate;

n Set views or positions that people want to advocate, even if this is not appropriate for the
particular context;

n The inherent complexities of the processes and objectives you are trying to explain;

n Commissioning organisations and those responsible for the work failing to identify and
describe the purpose and process clearly for themselves;

n A deliberate lack of clarity, to suit organisations’ own purposes;

n People not absorbing information that is made available to them, perhaps because it is in an
inappropriate format or does not seem relevant at the time.

From Sergeant, J. & Steele, J. (1998) Consulting the public: Guidelines and good practice.
London: Policy Studies Institute. Reproduced with permission of the publisher.
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Appendix 2
Factors that make it more likely that the
involvement process will be completed and
result in action 
n Those who were in a position to make decisions were involved in the work from the beginning,

and felt a sense of commitment and interest in it;

n The work was credible in the eyes of those who could act on it – they accepted its purpose,
methods and legitimacy;

n There was continuity of staff between those carrying out the consultation and those making
decisions on the basis of it;

n There was a clear route and institutional framework for using the results to influence relevant
decisions;

n The results were broadly acceptable to those required to act on them;

n The environment has not changed dramatically since the consultation began;

n Results were presented in a form that was accessible and meaningful to those intending to use
them.

From Sergeant, J. & Steele, J. (1998) Consulting the public: Guidelines and good practice.
London: Policy Studies Institute. Reproduced with permission of the publisher.
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Appendix 3
Relevant policy, guidance and research 

Policy documents
Reward and recognition, the principles and practice of service user payment and
reimbursement in health and social care, Department of Health, Aug 2006 

A recent Department of Health publication, available online only, about how to reimburse service
users and carers in a fair and consistent way, that takes account of their circumstances and
allows them to make choices about how to be involved.

www.dh.gov.uk/PublicationsAndStatistics/Publications/PublicationsPolicyAndGuidance/
PublicationsPolicyAndGuidanceArticle/fs/en?CONTENT_ID=4138523&chk=vDLLsV 

Our health, our care, our say, Department of Health, 2006

White Paper that summarises current and proposed development in health and social care, based
on outcomes of national listening exercise.

www.dh.gov.uk/PolicyAndGuidance/OrganisationPolicy/Modernisation/OurHealthOurCare
OurSay/fs/en

Good practice guidance – general
How good is your doctor? Picker Europe, 2006

A review of questionnaires for gathering patient feedback on their doctors. Contains examples of
pitfalls. 

www.pickereurope.org

How managers can help users to bring about change in the NHS. NHS Service and Delivery
Organisation R&D Programme (SDO), 2003

A briefing on good practice based on two literature reviews, which examined the best ways of
involving users. One review looked at service user involvement in change management in general
services and the other looked at service user/carer involvement in managing change in mental
health services.

www.sdo.lshtm.ac.uk/briefingpapers.html 

A new vision for adult social care: scoping service users views. Hudson, B., Dearey, M. and
Glendinning, C., Social Policy Research Unit, University of York, Feb 2005

This report places what is known about users and carer’s aspirations in terms of outcomes within
the context of partnership working and commissioning systems for health and social care. 

www.york.ac.uk/inst/spru/pubs/pdf/newvision.pdf 



Care Services Improvement Partnership Integrated Care

Tools and techniques for involving patients, service users and carers. NHS Clinical
Governance Support Team (Jan 2005)

Provides brief and clear summaries of different approaches to involvement including some that
are less commonly used such as ‘patient diaries’ and ‘critical incident techniques’. Although the
language used relates to health the information is applicable to other services like social care. 

www.cgsupport.nhs.uk/downloads/Patient_Experience/Tools_Techniques_for_Involving.pdf

Relentless optimism – creative commissioning for personalised care. Commission for Social
Care Inspection September 2006 

A report from a seminar hosted by the Commission for Social Care Inspection (CSCI) in May
2006. Participants considered the implications for commissioners and providers in introducing
innovative and practical ways to achieve personalised care. The report considers barriers to
delivering services that offer choice and control to individuals, emerging issues from Individual
Budget pilots and lessons from the commercial sector about commissioning relationships. Issues
for PCTs and Local Authorities in combining Practice Based Commissioning (PBC) and systems
like Direct Payments are considered.

www.csci.org.uk/PDF/Relentless_Optimism_(tagged)_pdf.pdf 

Good practice guidance – specific service user and carer groups
Seeking the views of local people on health and social care for older people in Trafford
South, Kings Fund, March 2000

Describes the process adopted by Trafford South PCT as a first step to involving older people in
service planning.

Rehabilitation Briefing Paper 4: involving older people in health development, Kings
Fund,1999

Summarises outcomes from a literature review on methods of involvement, strengths and
weaknesses.

Comprehensive assessment of older people Briefing Paper 2, Kings Fund, July 1999

Explores the importance of comprehensive assessment in recognising and planning for complex
care needs of older people.

Older people’s definitions of quality services, Joseph Rowntree Foundation report by Hazel
Qureshi and Melanie Henwood (2000)

Describes the way in which older people define quality in service delivery.

www.jrf.org.uk//bookshop/eBooks/185935338X.pdf 

Older people shaping policy and practice, Joseph Rowntree Foundation Report (Oct 2004) 

This report is based on research that was led by older people and contains messages about what
is important to older people as well as lessons about involving people who use services as
researchers.

www.jrf.org.uk/knowledge/findings/foundations/044.asp
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Long Term Medical Conditions Alliance (LMCA), by Bec Hanley and Kristina Staley. 

These three guides are aimed at voluntary health organisations and contain practical advice on
how to proceed with service user and carer involvement. 

n A good practice guide 
www.lmca.org.uk/pdfs/LMCA%20Good%20Practice%20Guide.pdf

n How to develop a strategy
www.lmca.org.uk/pdfs/LMCA%20Strategy.pdf

n Sharing our experience
www.lmca.org.uk/pdfs/LMCA%20Sharing%20Experience.pdf

Listen to Us: Involving people with dementia in planning and developing services, 
by Caroline Cantley, Janet Woodhouse and Monica Smith, 2005.

This guide was produced by Dementia North as part of a Department of Health funded project to
explore how people with dementia can be involved in service planning and development. It
covers the context and challenges, approaches, management issues and practicalities. It
illustrates good practice by using real life examples drawn from case studies.

www.changeagentteam.org.uk/_library/IPWD%20report.pdf

Exploring ways for staff to consult people with dementia about services, 
Joseph Rowntree Foundation, May 2001

Describes how staff can encourage people with dementia to express views in the context and
complexities of normal care settings.

www.jrf.org.uk/knowledge/findings/socialcare/541.asp

Promoting the involvement of people with learning difficulties in staff recruitment,
Joseph Rowntree Foundation Sep 2002 

Describes the outcomes from Learning to Choose Staff project in which a training course for staff
was designed and evaluated in 5 separate organisations. The report summarises what worked
and why.

www.jrf.org.uk/knowledge/findings/socialcare/912.asp 



Care Services Improvement Partnership Integrated Care

Appendix 4
Case studies

A: the needs of people with learning difficulties who regularly take
medicines
The Medication Matters Project was set up to explore what people with learning disabilities,
and their families or carers, understand in terms of

n people's knowledge and understanding about their medication;

n what information people have been given about their medication and by whom;

n what support people receive to take their medication;

n areas where people would like to receive more information and support.

This research has resulted in the development of three workbooks on how to make choices about
medication, which can be completed by people with learning difficulties in conjunction with their
carers:

n 'My medication' for people to write down all the things they need to know about each
medication they take;

n 'All my medications' for people to write down a list of all the medications they take and when
and how they take them;

n 'How to make choices about taking medication' helps people to think about making decisions
about starting on a medication they have been offered and to weigh up the pros and cons.

Approaches to involvement
n The researchers used a participative methodology involving people with learning disabilities as

co-interviewers. They also helped to analyse the data and write up the research;

n The research team worked with a service user advisory group – a group of 5 co-researchers
who have learning difficulties;

n They developed clear, accessible checklists of questions that people with learning difficulties
and their families or carers should expect to be fully answered before starting, and during
treatment with psychotropic medication;

n Individual groups are also playing an important role in helping to disseminate the project
findings.
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B: NICE Patient, Carer and Public Involvement Policy
NICE (National Institute for Health and Clinical Excellence) has a formal policy for public
involvement in all the programmes of work it undertakes. The public are involved in different
ways. 

The Patient and Public Involvement Programme (PPIP): A dedicated team within NICE
develops and supports opportunities for patient, carer and public involvement. The PPIP: 

n Provides advice on developing and supporting opportunities for patient, carer and public
involvement – to NICE and the organisations and groups it commissions to develop its
guidance; 

n Identifies organisations that represent patient, carer or public interests that may have an
interest in specific guidance topics on NICE's work programme;

n Runs workshops for organisations that represent patient, carer or public interests that want to
know more about how NICE guidance is produced and how to contribute to its development;

n Provides information, training and support to individual patients, carers and members of the
public who are interested in or do contribute directly to NICE work. Support ranges from
informal telephone advice to formal training workshops; 

n From time to time, works directly with service users, patients, carers and the public to ensure
that their views and experiences inform the development of NICE guidance;

n Comments from a lay perspective on draft guidance issued by NICE; 

n Evaluates patient/carer/public involvement in NICE activities.

Specific participation projects are:
The Citizens Council is made up of 30 people who meet twice a year to comment on the work
of the organisation. The Council is organised and facilitated by an external agency. This agency is
responsible for recruiting Council members; organising witnesses to speak at meetings;
facilitating the Council's deliberations and formation of conclusions; facilitating the production of
reports from the meetings. 

The stakeholder panel, which provides a model that can be adapted to provide participation for
Partnership Boards. The panel is made up of the range of organisations that have an interest in
the work of NICE. For example, organisations representing the views of patients, carers, service
users and the public can register an interest in topics on the NICE work programme. Registration
is open to any national organisation for topics in the guidelines, interventional procedures and
public health programmes. 
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C: Shopping in Rural Northumberland – developing prevention and
support services through commissioning
At community consultation events lack of access to shopping emerged as an issue not just
having access to basic goods but equally important the issue of older people’s independence and
sense of well being. It is a major concern for many older people living in rural areas. 

Age Concern Northumberland set up and now manages a Rural Shopping Project for socially
excluded older people in the most rural and isolated areas giving assisted access to shopping
and cultural activities in two areas of the county. The scheme provides opportunities to shop,
socialise, and join in community activities – both close at hand and further afield. 

Older people who use the project are the key ingredient – what they want to do steer the
destination, content and approach of each trip. Most join trips regularly. People stop using the
project only if their support needs exceed the staff and volunteer resources. Service user
feedback after each trip informs the next one and plans for others. Evaluation by health and
social care professionals informs development and support. 

Approaches
n ‘What works here’ dictates variety between the way schemes work in the different areas;

n Monitoring and evaluation that involves older people’ feedback has been included from the
start;

n Funding is shared between – Supporting People, grants from Countryside Agency and
Charitable funds with North Northumberland and Tynedale and Getabout Rural Transport
Partnerships plus a small contribution from participants;

n Local steering groups ensure sustainability and responsiveness.

D: Bolton Supporting People, the Community Expert Panel 
Bolton Supporting People programme supports over 6000 people including homeless young
people, people with a learning disability and older people. In a recent Audit Commission
inspection, the inspectors described Bolton’s SP programme as “excellent” with “excellent
prospects” to improve. They were particularly impressed with the level of involvement in the
service among clients and former clients. In particular, the service can demonstrate how with
support involving people allows them to grow and become empowered. 

Within each service, clients participate in weekly house meetings, and in some services support
staff with some routine activities like the Health and Safety checks.

To make sure that the service provided is appropriate a Community Experts Panel has been set
up. Its purpose is to:

n Develop communication with all users;

n Help set service standards within the ODPM quality assurance framework;

n Provide a formal consultation process for the service development.

The Community Expert group has developed the procedures to ensure fair access to the service
and the criteria and process for exclusion.
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One expert is conducting a survey of satisfaction in one week, to contribute to continuous
improvement. Some Community Experts will also begin a formal process of review, as peer
reviewers of other parts of the service. There is a training programme to prepare them for this
activity, but the manager noted that over the last twelve months the group has already developed
the key skills. 

Approaches to involvement
n The panel began with small tasks (a leaflet for users) to build up confidence;

n Members can see they make a difference;

n The panel meets regularly (every 6 – 8 weeks);

n The sessions are fun, but achieve;

n The sessions are professionally facilitated by arts project workers;

n Membership includes people who no longer need the service giving the panel a history;

n Panel members are rewarded for attendance with lunch and a voucher.

E: Involving carers of older people with dementia in the social care
inspection process
This project was commissioned by the Commission for Social Care Inspection (CSCI) and
undertaken by Age Concern Norfolk Suffolk and Norwich in the Eastern Region. Age Concern
Norfolk focused on ways of involving family carers of older people in care homes in the inspection
process. They did this by supporting a small group of carers to: 

n Take part in the CSCI care home inspections and evaluate that process

n Form a carers’ panel;

n Devise monitoring and evaluation workbook tools, including ways of feeding back to care
home managers and staff.

Eight care homes were invited and four took up the invitation. Fifty letters were sent out to carers,
ten responded and five agreed to take part: three in the inspections and four in the discussion
groups focusing on the formation of carers’ panels. Many of the carers who responded were older
people with other caring and/or work responsibilities. The carers involved felt strongly that carer’s
panels could provide support to other family carers, management and staff as well as a way of
becoming involved in monitoring and development of good practice. 

Approaches to involvement
n Support from care homes made a significant difference to carer recruitment;

n Carers were given a clear idea at the outset about time commitment

n They were given a preparation programme for inspection visits and supported during all stages
by a project worker;

n The carers met the inspector on site before all the inspections to provide clarity about
arrangement and any specific areas of focus; they had a de-briefing session afterwards on
site;

n Transport was provided;
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n One CSCI inspector provided a guide for observation highlighting the care standards to look
out for;

n Inspections were unannounced to provide a “real” picture; carers were able to observe and
communicate with residents without too much intervention from staff;

n Support was given to write up inspection observations;

n Participants took part in the discussion group sessions and the evaluation of the project.

F: Involving older people in POPPS planning and evaluation
Sheffield health and social care agencies wanted to ensure that the voice of Older People was
represented in the bid made for POPPS monies in 2005 and then in evaluation of success.

They followed a systematic process that included:

n Finding older people who they knew would be able to contribute in the timescale – (from the
50 Plus panel, Sheffield Older People’s Congress, groups from the city’s regeneration
programme, and from the Older People’s Partnership Network of age related organisations);

n Reaching out more into the community to find interested older people from black and minority
ethnic communities, using the local Black Community Forum;

n Holding a large event to outline the task, seeking feedback and requesting older people to
volunteer to take part;

n Testing the proposals during the application process in a further workshop for the selected
group, meeting focus groups in care homes, and the focus group linked to the existing NSF
standard 8 group, and the trustees of the Age Well group run by older people;

n Asking older people to select their preferred work streams for the further work.

Following the successful application:

n Older people form 50 per cent of the POPPS Board, and are involved in all the work streams;

n Individual older people are actively involved in recruitment and selection of new posts to
implement the bid; and in the tender process including the evaluation and selection of three
service delivery contracts;

n Individual older people are part of the two year local evaluation of the POPPS programme by
agreeing the tender for evaluation, how to measure success and being part of the panel who
will evaluate the tenders; and then to monitor and support the Evaluation Team;

n A pool of ‘expert elders’ will be recruited to support future developments, and to mainstream
older peoples input into service planning, governance and service improvements. 

Approaches to involvement
n People who already demonstrated willingness to be involved were approached first;

n Harder to reach groups were included;

n Careful explanations were given on purpose and role;

n Older people are involved at every stage;

n Older people demonstrably have power in planning.
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G: Bolton Patients Council evaluating mental health services
The Patients Council (made up of service users) have evaluated the Bolton Mental Health Service
provision of services within the Care Programme Approach Framework. They devised a
questionnaire to ask service users how involved they were in the development of their care plan, if
when their situation changed the care plan was reviewed, if they had access to advocates,
appropriate information etc. The questionnaire was circulated to drop in centres, day centres and
in-patient units and also CMHTs to encourage people to complete. Some members of the group
did face to face interviews and assisted with the questionnaires where appropriate.

The information was then analysed and collated by the Bolton Patients Council and feedback
given to the Bolton Mental Health Service in a structured way. 

Some of the findings were:

n Service users did not always feel involved in the development of their care plans;

n Service users were not given sufficient information regarding treatment options and side
effects;

n Advocacy services were not always promoted by staff. 

The Mental Health Service developed an Action Plan with input from the Bolton Patients Council
to address areas where there was a need for improvement. This Action Plan is monitored for
progress via the local Care Programme Approach Review Group that is attended by a Patients
Council Representative. To date the service has responded to the above points by:

n Ensuring training re. service user experience provided by the Patients Council is available for
staff to attend;

n Incorporating the need to involve the service user in the development of care plans within CPA
training;

n An audit for a random sample of care plans checking to see if the service user has
responsibility for some actions within the Plan;

n Discussing corporately within the Trust the need for information re treatment and side effects.
The Information kiosks available in the reception area of out-patients also give this information
now; 

n Revising the advocacy protocols to spell out communication and working practices.

Pointers to success:
n People who use services were central to the whole process;

n They were supported to use a range of methods;

n Users completed the analysis of the findings;

n They continue to be involved through the action plan;

n They can see improvements in the service as a whole as a result of their work.
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