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Abstract

Purpose — The purpose of this paper is to examine the role of service user and carer involvement in
NHS research and describe the nature of this involvement in three specialist mental health Trusts. It
also aims to discuss the value of service user and carer involvement and present the perspective of the
service user and research manager.

Design/methodology/approach — The paper reviews patient and public involvement policy and
practice in the NHS and NHS research. It examines the effectiveness of involvement activity and
utilises a case example to demonstrate the impact of patient/service user involvement on the NHS and
the individuals who take part.

Findings — The paper concludes that service user involvement is essential if research is to support
the development of health services that clearly reflect the needs of the service user and impact
positively on service quality.

Practical implications — Service user involvement is an established element of NHS research and
development at both national and local level. The Department of Health strategy for research, Best
Research for Best Health, reiterates both the importance of research that benefits the patient and the
involvement of the service user in the research process. Despite this, the changes in Department of
Health support funding for research, introduced by the strategy, may inadvertently lead to some NHS
Trusts experiencing difficulty in resourcing this important activity.

Originality/value — The paper illustrates the effectiveness of successful patient and public
involvement in research. It also identifies how involvement has developed in a fragmented and
uncoordinated way and how it is threatened by a failure to embed it more consistently in research
infrastructure.
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Service user involvement in NHS research

Public and patient involvement (PPI) in the NHS is not a new phenomenon and has
been supported by a raft of policy and guidance since the 1990s. Examples of this are to
be found in Department of Health publications (DoH, 1998, 1999, 2001a, b, 2004a, b,
2005), the Care Services Improvement Partnership (2005), and Bowers ef al. (2005). A
review of the literature demonstrates that user involvement is taking place in a number
of areas including: research, service planning and evaluation, education and training.



The majority of the research to date has focused on the processes involved in service
user and carer involvement and assessing the possible differences across the NHS. Key
findings suggested that, at present, user involvement is very much used on an ad hoc
basis with different levels of service user involvement occurring across the UK.
Different approaches to involvement have been identified including managerial,
consumerist, political activist and self-help management models (Beresford, 2005;
Simpson ef al., 2002). This underlines the complexity of this area, which is underpinned
by issues of power, culture, and politicisation.

Similarly, service user involvement in research is not new, indeed participatory
research has been in common use in developing countries for several decades. In the
UK, involvement really began to evolve in the 1990s and, despite some initial cynicism,
has been accepted and embraced by the research community. The setting up of Involve
(formerly Consumers in NHS Research) to support and facilitate public involvement is
testament to the NHS commitment. In tandem, many NHS Research and Development
(R&D) departments have expended a great many resources on developing capacity
amongst service users and carers and ensuring their involvement in R&D activity.

A survey conducted in 2007 by the NHS RD Forum’s service user and carer working
group found that a number of NHS Trusts have managed to do this by utilising some
of the Department of Health’s R&D support funding for this purpose and have been
able to demonstrate the benefits of doing so. The use of support funding has included
management or researcher support time, training, and funding for service user led
research. Priorities and Needs Funding (PNF) and Support for Science (SfS) funding
was replaced totally by new streams of funding[1], allocated on a competitive basis, by
April 2009, making it difficult to see how this activity can be maintained and the fear is
that a valuable resource will be lost. Although there wasn’t a specific element of PNF
and SfS funding delegated for service user engagement, many R&D managers and
research programme leads utilised some funds to pay for service user involvement or
capacity building. Moving to a system of funding based on competition rather than
having an annual allocation could mean NHS Trusts being unable to offer regular
opportunities for service user involvement in the research process leading to a loss of
expertise and resource. Of equal concern is the lack of funding to support the
pre-protocol work necessary in order to formulate bids for funding such as “Research
for Patient Benefit” and “Applied Research Programmes”. Effective involvement of
service users at all stages of the research process, particularly at planning, priority
setting and pre-protocol stage, cannot be cost neutral. Indeed, it should reflect the good
practice on payments for public involvement activity espoused in Reward and
Recognition (DoH, 2006a) and by Involve[2] (www.invo.org.uk).

Public involvement in the NHS clearly has a political imperative (DoH, 1998, 1999,
2001a, b, 2004a, b, 2005; Health and Social Care Act, 2008) but it is also generally
regarded as necessary to the continued modernisation of health services and the
increase of patient choice. Service user involvement in research is vital if research is to
be meaningful and effective and deliver service user derived outcomes. The research
community must also be publicly accountable and service user involvement is a clear
conduit to wider dissemination of research findings in the community. Currently, the
evidence base evaluating the effectiveness of service user involvement in service
planning, delivery and research is effective is limited. However, there is a growing
body of research, and a great deal of anecdotal evidence, that suggests there are real
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benefits and positive outcomes, for the individual and the NHS, arising from service
user involvement (e.g. Telford et al, 2004; Lowes and Hulatt, 2005; Staley and Minogue,
2006). Much of this is based on small-scale local projects rather than large-scale
programmes of research or systematic reviews of the available evidence (e.g. Minogue
et al., 2005). There may also be particular features of participatory or user led research
that are fundamentally different to other mainstream research experiences. For
example, the goals may be different. Service users are generally drawn to involvement
through their experience of health services and can be seeking empowerment through
the research process (Toronto Group, 2005). It is also the case that service users may
gain a great deal of personal reward from their involvement, for example through
increased self esteem and confidence as well as development of new skills. Possible
impacts of service user and carer involvement in the research process that were
identified in the literature included:

+ empowerment of service users and carers — improving self identity;
 innovation;

« services redefined and therefore becoming more effective;

+ positive and negative impacts for service users and carers;

+ involvement in staff training and development improving staff ability to form
relationships with service users and carers; and

* involvement in recruitment leading to more appropriate staff employed.

Involve also identifies a range of benefits that service users can accrue from the
research process. These include: therapeutic gains, improved self-esteem and
confidence, improved employment prospects, and improvements to services (Involve,
2004).

Levels of service user involvement in the research process

The research cycle (see Figure 1) describes the process in which there may be many
opportunities for service user involvement. We will demonstrate, through examples in
one locality within the NHS, how it is possible to involve service users and carers in all
aspects, and at all levels, of the research process from planning to dissemination.
Inclusion is by no means unique as demonstrated by Lowes and Hulatt (2005) but this
example serves to demonstrate the processes involved, the potential outcomes and the
rewards and benefits of inclusion, and, examples of good practice. The West Yorkshire
Mental Health Research and Development Consortium[3] has achieved service user and
carer inclusion at all levels of the research process. This has been a process of gradual
development achieved through hard work and commitment on the part of service
users, R&D staff and clinicians. Service user involvement can take place at a number of
levels, each of them involving a different level of engagement and empowerment. Our
initial forays into service user involvement were at the consultation level in 2000 —
2001 and consisted of individual service users being invited to sit on evaluation or
research project teams.

One of the Consortium partner Trusts held a workshop in 2000 to scope service user
and carer interest in involvement in the research process and gain an understanding of
how service users wanted to engage with the Trust. At this stage, there was little clear
guidance on how to undertake the process though NHS organisations were gradually
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gaining more experience as Public Involvement departments and Patient Advice and
Liaison Services (PALS) were gaining expertise as they developed. As a result of the
workshop, a service user and carer research group was formed and it became a source
for researchers to consult when developing research protocols, information sheets and
consent forms. The group was also a resource for researchers wanting to recruit service
users onto research project management groups or teams. As a result, a small body of
service users and carers developed some experience and expertise in project
management and development. Others were given the opportunity to participate in
survey and questionnaire design and undertake interviews as interviewers.

In tandem with the development of the research group, service users were invited to
take part in the peer review panel responsible for the approval of research applications.
Six years later we had panels, in three organisations, entirely made up of, and led by,
service users and carers with academics and clinicians providing remote (electronic)
reviews. Training needs initially emerged as a result of inclusion in research projects
led by NHS researchers but training tended to be reactive rather than proactive.

The involvement of service users in an evaluation of an Electro Convulsive Therapy
(ECT) service provided a particularly valuable learning experience in terms of
developing suitable training. This project involved service users both at project design
stage and also in undertaking interviews alongside a researcher. An interview-training
package was developed and delivered and proved to be effective preparation for the
interview process but the team of service users identified a need for further training.
The additional training focused on confidentiality, dealing with difficult situations and
handling risk. For subsequent projects, this training package progressed to include
project design, gaining project approval and writing research application forms,
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questionnaire design, report and article writing, and was based very clearly on an
action learning approach. By 2005, we had begun to bring the separate elements of the
training together into one package. This became REsearch in ACTion (REACT).
REACT provided the opportunity for a number of service users to contribute and gave
one service user the chance to actively work on the project as a coordinator.

Other service users and carers became participants and members of our various
research committees, research programme steering groups, bid writing groups,
academic research groups. Service users and carers gained a great deal of confidence
and experience and progressed to leading their own projects as well as collaborating
with clinician and researcher led work. In turn this led to some success in writing for
publication (Minogue et al., 2005; Direct Impact, 2005, 2006). In addition, other service
user led research groups formed, some of which were independent and some University
based. Such was the pace of development that a dedicated service user and carer
involvement post was created for an initial period of nine months to support capacity
building. A Department of Health Service Delivery and Organisation funded project
also took the decision to employ service user and carer research assistants to work on
an evaluation of self-care initiatives.

The National Institute for Health Research and public involvement

The NHS Research strategy Best Research for Better Health (DoH, 2006b) was launched
in January 2006. At the core of the strategy was the formation of a virtual institute, the
National Institute for Health Research (NIHR), focused on the needs of patients, guided
by an advisory board and led by the Department of Health. The overall vision was to
create a comprehensive research system to develop and conduct leading edge research
and become a world leader. Best Research for Best Health (DoH, 2006b) places the
service user/patient firmly at the centre of the Department of Health’s strategy for NHS
research. This is underlined by the introduction of new streams of funding such as
“Research for Patient Benefit” (RfPB) and “Programme Grants for Applied Research”
(PGAR). In the former, research proposals must demonstrate the benefits to patients
and the impacts on service delivery.

Applied research must, as its title indicates, have a direct bearing and impact on
improving health services, patient care or outcomes for patients. Applications for
funding rightly demand that the applicants identify how they have involved service
users in the development of the proposal and how they intend to involve them in the
research study. It is unlikely that many researchers or research managers would
disagree with the ethos of this, although some may lack the skills and knowledge to act
on this or develop capacity in this area. However, a significant area for concern is the
ability of NHS Trusts to build capacity amongst service users and carers, and fund
their involvement, as a result of the new system of funding introduced by Best
Research for Best Health (DoH, 2006b). There is danger, therefore, of the strategy
seeking to improve the quality and relevance of research for service users without it
supporting service user involvement with the resources required to do so effectively.
This paper describes service user involvement in NHS research illustrating the
importance of this activity with an example of involvement in one locality.

The NIHR provides an umbrella organisation, or institute, for all aspects of the
research process including infrastructure, systems for governance and information, a
faculty for investigators and associates, and management of research funding. The



NIHR places the patient and public at the centre of its purpose and its activities.
Involving patients and the public is a core theme within the infrastructure, which
includes Clinical Research Networks and Research Centres. For example, all the
Clinical Research Networks have some mechanism to support user involvement;
similarly, research centres and facilities are expected to develop and support PPIL. The
research stream of the NIHR, comprising of the streams of funding for programmes
and projects, also has patient and public involvement at its core as illustrated by the
PGAR and the RfPB. Public involvement is currently supported in a number of ways
including through the Central Commissioning Facility (CCF), Involve, and, by
contracting with other organisations. The growth of the NIHR since its inception, and
the public interest in involvement, coupled with the lack of a dedicated resource or unit
to coordinate PPI in the NIHR, means that the current providers of support are in
danger of becoming overloaded and unable to provide the extent of the support that
will ensure that PPI is truly embedded within the system. Whilst arguing for the
integration of PPI throughout the NIHR, it is important to recognise that some elements
of the NIHR provision, the Faculty and the Systems, may not be able to facilitate user
involvement to the same degree as the research programmes and funding streams.

Overview of current patient and public involvement in research

There are two tiers at which the patient and public engage in the research agenda:
strategic development and the actual research process. Within those two tiers there are
different levels of involvement: consultation, collaboration, service user led research
(Involve, 2004). Although there is a growing evidence base about the value of actively
including patients and the public in conducting research, there is, as yet, insufficient
knowledge of their value and effectiveness at strategic level ie. in developing and
setting the strategy, priority setting, and commissioning.

A great deal has already been achieved in terms of PPI and research as evidenced by
the developments in the UKCRC and UKCRN through their public involvement groups
which provide a useful advisory forum for sharing knowledge and experience. Involve is
clearly a well-established group and other support is provided by the NHS Centre for
Involvement and the James Lind Alliance. In addition, there are many examples of public
involvement in research in the NHS, Higher Education Institutes (HEISs), and social care
organisations across the UK. Many have achieved a significant degree of success and
have demonstrated the potential for involvement at all stages of the research process.
Examples of service user involvement in research include involvement in the peer review
of research applications, the preparation of bids, consultation over research design and
methodology, collaboration including taking part in interviews, service user led research,
and dissemination. However, involvement remains fragmented and expertise in
involving service users is still developing and tends to be lodged with specific
individuals in NHS R&D departments or within research networks. The Topic Specific
Research Networks are an example of how, through dedicated resources, public
involvement can be integrated into the infrastructure and increase the opportunities for
participation in clinical research. Contributing to the prioritisation of topics, the design
and operation of research, and dissemination ought to lead to more relevant research.

The extent of active patient and public involvement through the UKCRC and
UKCRN, as well as that taking place in NHS Trusts, HEIs and social care
organisations, presents a very positive picture in terms of the level of interest, energy,
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and volume of work being undertaken. However, this is an evolving area and as such
has developed in a fragmented way without clear direction and with limited resources.
A recent survey of NHS R&D managers by the RD Forum Service User and Carer
working group (RD Forum, 2008, available at: www.rdforum.nhs.uk) found that there
was a great deal of patient involvement but that few had dedicated resources to
support this activity. Involve clearly provides a highly valued source of information
and expertise but is a limited resource covering a wide remit and is rightly focused on
the promotion of involvement in research rather than the establishment of the systems
to achieve this aim. Involve are required to maintain working relationships with a wide
range of groups and organisations, for example: UKCRC, UKCRN, NIHR, RD Forum as
well as provide advice and support to groups and individual patient researchers. As
the number of applications to NIHR programmes increases the need for a dedicated
support service increases and it becomes more difficult for those organisations
currently providing support to operate at both a strategic and operational level. For
many patients and members of the public, the structure for involvement is by no means
clear and may appear fragmented and uncoordinated. A lack of a clear focal point and
consistency can lead to a continued feeling of being disenfranchised.

Furthermore, despite the many opportunities, there are still barriers to patient and
public involvement for the NIHR to consider. These include:

+ Funding/resources to adequately support patient and public involvement at both
strategic and research programme level.

» Funding for patient led research.

+ Capacity building — lack of opportunities for training for involvement activity
and the inconsistency and quality of the training available.

+ The percentage of bids for funding turning into projects — patients experience a
sense of frustration when they are involved in the process of formulating a bid
and designing a project but it is unsuccessful and their efforts are wasted.

» The lack of patient/service user derived outcomes.

* Focus on Randomised Control Trials rather than quality of life and qualitative
research preferred by many patient/service user groups.

* The focus on large multi centre projects rather than the local concerns expressed
by patients and the public.

* The lack of cross fertilisation with HEIs — there is a growing number of
patients/service users involved in academic research and also the training and
education of health and social care professionals. At present there is a lack of
cross fertilisation.

+ The negative perception many patient and public involvement groups have of
collaborations with industry and other partners.

Effectiveness of service user involvement

Although well-established, service user-led research is not without its critics and
occasionally there may be differences of opinion when service user’s priorities for research
topics do not match those of organisations, are particularly sensitive, or, perceived as
critical to the organisation. The question of whether such research should receive
financial support has been raised. We would argue that it is just such experience of



“hands on” research that builds capacity amongst service user groups and provides a
greater understanding of the research process and how the NHS functions. Furthermore,
it is highly unlikely that service users would choose to focus on a service area they did not
think was a priority given their own experiences of receiving services. A major concern is
that the service user perspective and the unique skills base they bring to research will be
lost if not directly funded. It would be easy to argue that NHS Trusts should fund these
activities but this may lead to too much bias and control over areas of research.

We have also learned many lessons from our collaborations with service users and
carers over a period of more than seven years of involvement activity. We were heavily
criticised when developing our Department of Health funded Priorities and Needs
programmes of research in 2001 for failing to involve service users at an early stage.
The programme of research had been designed and implemented without a great deal
of consultation with service users until after funding had been secured and specific
topic areas identified. Although broadly in agreement with the choice of topic areas, it
was clear that clinicians and researchers, rather than service users, had determined the
direction of the programme. This learning point is critical in the context of the new
funding streams where a great deal of work needs to take place at pre-protocol stage in
determining priorities, selecting topics, formulating research questions and putting
together bids for funding. Service user involvement has to be supported by resources
(time and money) but it is not clear where this type of support will be available.

Attitudes of NHS staff also play a critical role in facilitating service user involvement.
Simply making service user involvement a required element of a bid for funding or
delivery of a project is not sufficient; staff need training for involvement. Staff need to
understand the issues from the service user perspective and how to support those who
participate in the process. The West Yorkshire Mental Health Research and
Development Consortium, in partnership with another NHS Trust, developed a
one-day course for this purpose which has consistently good attendance and evaluates
positively. However, it has identified a number of barriers to staff actively engaging and
facilitating involvement, namely support and resources, and uncertainty about how to
find and recruit service users. The biggest change in perspective that is required is to
recognise service users as peers rather than the subjects of research.

Many, if not most, NHS Trusts have a clear commitment to involving service users
in their business. For the majority, this will mostly consist of consultation about key
developments or inclusion on committees such as Clinical Governance Councils. Others
have gone further and created posts such as Service User Development Workers, active
groups of volunteers and befrienders who link directly with service users and service
user groups. Foundation Trust status, of course, places the community, and therefore
users of services, at the heart of the decision making process. Despite the increase and
the level of service user involvement in NHS services, the value and effectiveness of
involvement in research has not been systematically evaluated and this is a gap in
research evidence. Our own experience of involvement at all levels of the research
process supports the view that it does add value and is effective. Although we have not
systematically evaluated our activities, we can demonstrate a significant change in
culture from little or no inclusion to one where the service user and carer are firmly at
the centre of research and development, equal partners in the majority of strategic
development groups, and embedded in the process of research governance. To
illustrate the value that is placed on service user involvement and the impact it has on
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the NHS and the service user, we describe the experiences of a service user and a
research manager.

Perspectives on involvement
A service user’s perspective

This is my account of my involvement in research and other projects between 2001 and 2007
whilst volunteering at Fieldhead hospital, Wakefield.

[ was referred to a community mental health team, in April 2001 and discharged in August.
My four months with the team worked well for me and I appreciated their input. My social
workers at the time contacted Fieldhead hospital and through this I met the Public
Involvement manager. After receiving help from the NHS I was keen to give something back
by sharing my years of experience of work and using health services with other service users.
I started my involvement by joining the Service User Forum at the hospital. My early
involvement saw me chairing the meetings. This gave me the confidence to increase my
involvement and try new things.

My involvement in research started with a workshop in May 2001. A group of service users
and carers from Hull and East Riding Community Trust, the “Impact” team, came to talk to us
about their work. After this introduction we decided to form our own group and called it “Direct
Impact”. I started my research with the Direct Impact group in March 2002. As a service user |
felt very privileged to work with my new-found friends and my mentors in the Public
Involvement and Research departments. One of our first projects was an evaluation of an
Electro-Convulsive Therapy (ECT) service. Whilst this treatment is controversial, [ was “up for
it”. I helped put together a questionnaire and carried out some interviews. By this time I was
really into research in mental health and looking forward to broaden my new “work”. It brought
me into a vast new world. At this time most of the interviews I did were with a research
assistant and some were carried out in the patients own homes. This worked well. The
interviewers usually met before the interview took place and then afterwards when we shared
our thoughts and debriefed. We carried out the interviews jointly and found the patients
confided in us and found it particularly helpful to have a service user leading the interview.

Following on from my involvement in research, I was invited to join the Clinical Governance
and Risk Committee in September 2002 as a service user representative We have an item on
every agenda where we feedback about the research and other projects we are involved in. This
means I meet most of the Trusts Directors.

From 2003 to 2006 Direct Impact were commissioned to carry out an evaluation of a welfare
rights project that has been set up on two acute wards in the Trust. During this time we
evaluated the work of a Citizens Advice Bureau (CAB) worker providing a report for the CAB,
Trust, and commissioning group. Direct Impact gained a lot of experience and knowledge
through this project and writing up the report and publication of an article in a journal. In
January 2004, Direct Impact began leading their own project evaluating the service user and
carer perspective of Crisis Resolution and Intensive Home Based Treatment. This has involved
us designing two questionnaires and interview schedules, information sheets and consent
forms. We have also had to complete forms to apply for ethical and Trust approval and send
representatives to those committees to present the project. Getting ethical approval and going to
the Ethics Committee was a particularly nerve wracking experience for the people who went.

I have also been a member of other research committees and groups since 2004 when I was
invited to become a member of the steering group for a research programme “Modernising
Mental Health and Learning Disabilities Service Delivery”. About the same time I volunteered
to be a member of a task group “Ageing and Mental Health Research”. This group then joined
up with the Ageing and Mental Health Research Group at the University of Huddersfield. We
plan research projects, work on bids and receive reports from ongoing projects.

In 2005, leading on from my previous involvement in ward visits, [ was asked to get involved
in another exciting project, the National Psychiatric Intensive Care Unit (PICU) Governance



network project. This has involved me going to monthly workshops in Birmingham with staff BUﬂdlIlg
from the PICU at Fieldhead, Wakefield. Here I meet people from other PICUs and we share ideas s

and good practice. I find my knowledge of research helps me when I am engaged in other CapaC1ty mn
activities. research

There are many other things I have done over the last few years including writing two
articles, both of which were published in 2005 (Minogue et al, 2005). I have also spoken at
conferences and workshops and set up a drop-in group for people suffering from depression.

Involvement in research and other activities has had a number of impacts, both personal and 431
for the NHS. It has had benefits on my health in reducing deterioration, reducing the anxiety I
felt through my health issues, and increasing my confidence to take on new challenges. I believe
the NHS are better informed about service user issues and service user research is more
reflective of their views. Supporting other service users has been important and it is rewarding
for me to know that my input is appreciated by others. Working with NHS professionals, as
well as other service users, has been rewarding and it is important for both groups to feedback
to the other. I believe we can also work towards reducing stigma in this way.

A research manager’s view
The R&D strategy for the West Yorkshire Mental Health Research and Development
Consortium specifically states that it aims to:

* enhance the quality of life for those who use mental health and learning disability
services;

* promotes the rights and opportunities of people with mental health problems and learning
disabilities; and

* support collaboration between the NHS, Universities, social care and service users and carers.

We are committed to:

* consulting with service users and carers to engage their involvement and identify their
priorities for research;

* developing research awareness amongst staff and service users and carers; and

* developing capacity amongst staff and service users and carers to undertake research.
All the above place the service user and carer firmly at the forefront of what we want to
achieve and this is supported by their inclusion on all strategic committees as well as in the
research process. The three Trusts constituting the Consortium have a strong record of
service user involvement in research, some of which has taken place in conjunction with our

four university partners. Since setting up the Consortium, we have developed service user and
carer involvement and current activity takes place at all 4 levels and includes:

* membership of Trust and Consortium R&D committees;
* membership of research programme and project management groups and teams;

* membership of peer review panels — each Trust has a service user and carer panel in
operation;

* active participation in research projects as researchers;
* service user led research groups;

* a service user/carer research assistant;

* involvement in bids for funding and pre-protocol work;
* development of the REACT training package; and

* training.
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Service user involvement is critical to our research and development activity and is essential
if they are to influence the development of the most appropriate services for local needs.
Service users are knowledgeable and expert and help us to identify the issues which cause
barriers for access to the most appropriate services. They have also been influential in
determining the most appropriate methodologies and outcome measures to use in many of
our research projects. Importantly, and often overlooked, they have been significant players
in the dissemination of research. Service users and carers are often members of other NHS
committees and fora and are able to take the R&D agenda with them, share research findings
and generally raise the profile. They also take research findings to their own networks and
share them with peers.

Service user and carer involvement has also had clear benefits for the participants
themselves providing increased skills, knowledge about the NHS and services, increased
confidence and self esteem as evidenced by the experience of the service user described in this
paper. For some with long-term illness, it has reduced social exclusion and provided a
network of similar people to relate to and a feeling of self worth through being able to
contribute something worthwhile that may have an impact on service development.

These examples demonstrate the potential for including service users and carers at all
levels of the research process. The research management, researcher, service user and
carer perspective, illustrate the essential nature of integrating the service user and
carer perspective as a central element of the research process. We are firmly of the view
that service user and carer involvement should underpin the research process.
However, there are still few service user and carer researchers in substantive research
posts and few on Research Ethics Committees.

Discussion and conclusions
The importance of applied research and research that clearly improves patient
outcomes is fundamental to the ethos of the NIHR. Furthermore, a great deal has
already been achieved in terms of service user involvement in research as evidenced by
the developments in the UKCRC and UKCRN through their public involvement groups
providing advisory fora for sharing knowledge and experience. Involve is clearly a
well-established group and other support is provided by the NHS Centre for
Involvement and the James Lind Alliance. There are also many examples of public
involvement in research in the NHS, Higher Education Institutes (HEIs), and social care
organisations across the UK. Many have achieved a significant degree of success and
have demonstrated the potential for involvement at all stages of the research process.
Examples of service user involvement in research include involvement in: peer review
of research applications, the preparation of bids, consultation over research design and
methodology, collaboration including taking part in interviews, service user led
research, and dissemination. However, involvement remains fragmented and expertise
in involving service users is still developing and tends to be lodged with specific
individuals in NHS R&D departments or within research networks. The Topic Specific
Research Networks are an example of how, through dedicated resources, service user
involvement can be integrated into the infrastructure and increase the opportunities for
participation in clinical research. Contributing to the prioritisation of topics, the design
and operation of research, and dissemination ought to lead to more relevant research.
The extent of active patient and public involvement through the UKCRC and
UKCRN, as well as that taking place in NHS Trusts, HEIs and social care
organisations, presents a very positive picture in terms of the level of interest, energy,



and volume of work being undertaken. However, this is an evolving area and as such
has developed in a fragmented way without clear direction and with limited resources.
A recent survey of NHS R&D managers by the RD Forum Service User and Carer
working group found that there was a great deal of patient involvement but that few
had dedicated resources to support this. As the number of applications to NIHR
programmes increases the need for dedicated resources to support researchers in
Integrating service user involvement increases. For many patients and members of the
public, the structure for involvement in research is by no means clear and may appear
fragmented and uncoordinated.

Furthermore, despite the many opportunities, there are still barriers to patient and
public involvement that need to be considered. In order to address these barriers, and
ensure service user involvement in research becomes truly embedded, additional
resources need to be made available to support and increase capacity amongst service
users. Adequate funding to support involvement and capacity building is essential if
experience and expertise is to be utilised. We also need to encourage more service user
led research and service user derived research questions and in order to do so recognise
the training and development needs therein.

Notes

1. New streams of funding introduced by the NIHR include: Programme Grants for Applied
Research are for a series of related projects, which form a coherent theme in an area of
priority or need for the NHS; Research for Patient Benefit (RfPB) Programme is a
response-mode programme for investigator-led research projects that address issues of
importance to the NHS; Research for Innovation, Speculation and Creativity (RISC)
Programme provides small, discrete grants for new speculative and radical health research
proposals. Invention for Innovation Research Programme focuses on the take-up and use of
proven new treatments and devices by the NHS. There are also three response-mode funding
streams related to future product development; A Challenge Fund for Innovation promotes
and accelerates the transfer of knowledge and innovation. There are also a range of other
programmes either commissioning or funding research in areas such as public health,
service delivery and organisation, technology assessment. Further information can be found
on the NIHR web site: www.nihr.ac.uk

2. Involve is a national advisory group which promotes and supports active involvement in
research in the NHS, public health and social care. It was established to promote public
involvement in research, in order to improve the way that research is prioritised,
commissioned, undertaken, communicated and used. The core purpose of involve is to
promote the active involvement of the public in the research process with the aim of
developing research that is more relevant to people and more likely to be used to improve
practice in health and social care.

3. The West Yorkshire Mental Health Research and Development Consortium is a partnership
of three specialist mental health Trusts and four universities in West Yorkshire.
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