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Introduction

This is one of a series of seven guidelines produced by INVOLVE providing information about public
involvement in research commissioning. For a list of the guidelines available, see the back cover.

This guideline is written for commissioners interested in encouraging researchers to involve
the public in research grant applications. Other guidelines in this series are for members
of the public and researchers.

If you would like to comment on anything included in this guideline or require further information,
please get in touch with INVOLVE.

INVOLVE is a national advisory group funded by the National Institute for Health Research (NIHR).
We aim to promote public involvement in NHS, public health and social care research.

We produce a range of publications, including all the guidelines in this series, which are free and

can be ordered or downloaded from our website www.invo.org.uk. Please contact INVOLVE if you
would like any of our publications sent to you - see the back cover for contact details. We also have
a research database on our website, with examples of public involvement in research.

If you need a copy of this guideline in another format
please contact us.
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1. What does public involvement in research mean?

When talking about ‘the public’ in this context INVOLVE means:

» patients and potential patients

* people who use health and social services

* informal (unpaid) carers

* parents/guardians

» disabled people

* members of the public who are potential recipients of health promotion programmes, public
health programmes, and social service interventions

» groups asking for research because they believe they have been exposed to potentially harmful
substances or products (e.g. pesticides or asbestos)

« organisations that represent people who use services.

Other organisations have different definitions of this term.

Public involvement in research refers to active involvement between people who use services,
carers and researchers, rather than the use of people as participants in research (or as research
‘subjects’). Many people describe involvement as doing research with or by people who use services
rather than to, about or for them [1, 2].

2. Why involve the public in the application process?

Increasingly public involvement is a requirement of applying for research funding and is used as an
indicator of the quality of a research application [3, 4]. Commissioners are basing this on the view
that members of the public can bring:

» knowledge and experience of a particular condition or service relevant to the research topic

* a public perspective

 views about the best ways to involve other users and carers in research [5, 6, 7].

Members of the public can help to:

* improve the design and focus of the research

 advise on the ‘best practice’ for public involvement throughout the research
* advise on ethical issues.

‘ ‘ User involvement in the development of a research bid provides a key opportunity
for shaping a project around the perspective of users, at a point where aims and
methods may not be decided and so involvement can have most impact. , ,
(Researcher)

Members of the public cannot be representative of everyone who uses a particular service, but
they can offer their own perspective, and often that of other people.



The National Forensic Mental Health Research and Development Programme is committed to
the involvement of service users in all aspects of the research commissioning process. One of
the reasons they give is that they believe users provide a fresh, interested look at the research
and may bring new thoughts and ideas to the research process. www.nfmhp.org.uk/user.htm

3. How to promote public involvement in grant
applications

Commissioners can play a key role in promoting H‘w B') ﬂoa“? T‘me’n Game
public involvement in this stage of the research 3et IVolved ”Kmﬂ fnr Me.
[8].

Some commissioners directly approach members

—

of the public to get involved in applications, but | %

more commonly, they delegate the responsibility 8

of ensuring public involvement in grant 4
applications to the researchers applying for G it

funding [9].

‘ ‘ We found our service users by a variety of means - word of mouth, by contacting
relevant charities and organisations - sometimes people just contact you and it is
hard to know how they found out about possible involvement. , ,

(Research commissioner)

Either approach - direct or delegated - aims to actively involve communities who might have an
interest in the topic of the grant application, for example older people, young people, black and
minority ethnic groups and people with learning difficulties. This is not a straightforward process
and takes time and resources to do well. It involves contacting organisations that represent, or are
controlled and run by, people who use services, as well as individual members of the public, who
may or may not, be part of an organisation. Potential contact routes include internet websites,
direct approaches to relevant service user organisations and other forms of advertising, and use
of notice boards [10, 11].

4. Ways members of the public get involved in research
grant applications

The public may get involved in a variety of ways [12]. For example through:

Public consultation

Members of the public are consulted for their views on proposed research, for example through
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individual contacts, focus groups or public meetings. Commissioners usually delegate this form of
consultation to researchers.

Research collaboration

Researchers work in partnership with members of the public on the grant application. The researcher
will usually remain the lead grant applicant. This can involve a significant amount of time both for
researchers and members of the public and may require deadlines for completed applications to
be longer than the usual six to eight weeks. It takes time for researchers to identify people willing
to be involved.

An evaluation of consumer involvement in the London Primary Care Studies Programme
found that there are no easy answers as to how to carry out collaborative research smoothly
and successfully. There are however a number of key issues that can help ... the two that
stand out are adequate support and supervision, and appropriate training for everyone
involved [13].

User-led or user-controlled research

Commissioners invite members of the public or are approached by members of the public who
wish to be the lead grant applicant [14]. This is often, though not always, through a community or
voluntary organisation with public membership.

A group of people with learning difficulties were commissioned by the Department of Health
to research user involvement in 12 research projects. In their report they talk about being
researchers, running the project, managing the money, making all the decisions and helping
to bring about changes [15].

As with research collaboration, this approach
may require a longer timescale than is
customary for preparing a research grant
application. Researchers are not necessarily
excluded from the process altogether but if
they are involved, they tend to play a more
advisory or supporting role.
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User-led or user-controlled applications may
also require additional involvement from the
potential commissioner of the research in terms _ =
of providing advice, support and training. T —




The ‘TRUE’ project (a research project on training in research for service users) was a three-
way collaboration between academic and NHS researchers and mental health service users
but not at the grant application stage. This was commented on by service user team members,
one of whom said ‘If given the chance to do it (the research) again | would want to be involved
in the bid itself. | would want to be involved in the design of the project. | would want more
information about the background of the people | would be working with and the organisations.
| would (with my peers) want to hold more of the power.” www.invo.org.uk

5. Practical issues to consider

Commissioners need to consider the ways in which they can encourage public involvement in
research grant applications [2] and the following are some practical issues to consider.

Time - short and long term

It is important to recognise that achieving public involvement in research grant applications may

take additional time.

* In the short-term - acknowledge the need for additional time by ensuring the deadlines for
submission of research grant applications are realistic.

» For the longer-term - establish a procedure within the commissioning framework for public
involvement throughout the research cycle including the early stages of agenda setting and
applying for funding.

* Develop links between researchers and members of the public with a shared interest who may
wish to apply for future research grants [8].
Clarity

It is important to be clear in the commissioning brief what public involvement is required in applying
for the research grant.

* Provide information on whether public involvement is an essential or desirable criterion.

» Specify how the public involvement should be documented in the application. For example, ask
for clarification on who will be involved (the organisation(s) or individual members of the public),
how the public will be involved and the underlying reasons for their approach to public involvement.

SURGE (Service Users Research Group England) suggest the use of a simple check box
inserted into the grant application form to record the type and level of public involvement used to
develop the application. This box could also be used for other stages of the research if funded [2].




* Provide guidance to the commissioning board members and peer reviewers on how to assess
and rate the public involvement elements of applications to ensure that involvement is not
tokenistic. For example, you will need comments from them on the appropriateness of the public
involvement proposed (both in terms of the people involved and the nature of the involvement),
and the resources allocated to support those involved in the research.

Support
Acknowledge the need for support for everyone involved in the process and the value of building

relationships.

* Nominate one person (plus a deputy) as a single point of contact for all queries regarding public
involvement in research grant applications. List full contact details (name, phone and email) in
the application pack.

« Consider meeting with short-listed applicants proposing public involvement to ensure that the
proposed collaboration is appropriate and established.

Accessibility

It is important that the information provided about the grant application is clear and accessible. This
includes both verbal briefings and written information.

* Members of the public should be consulted on the process, information and format of grant
applications.

» Applicants should be required to produce a ‘plain English’ summary of the proposed research.

» Throughout the commissioning brief avoid acronyms and jargon and, if necessary, provide an
explanation of specialist or technical language.

0"@\ Yarlez vous research?

Payment

It is important that the public know whether or not they will be paid for their involvement prior to
becoming involved.



Some research commissioners provide financial support to help promote public involvement in
grant applications [16]. Commissioners need to recognise the time and resource implications for
both researchers and members of the public interested in public involvement at this stage.

» Consider possible ways of making funding
available to pay members of the public willing
to be involved in a grant application. At a
minimum, you should offer to reimburse travel
and other expenses.
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» Consider making extra funding available to
pay for public involvement in research projects,
including the grant application stage.

» Encourage grant applicants to build in adequate costs for public involvement.

* |tis good practice to make payments easy and quick to claim, however payment to members of
the public for public involvement in research is a complex issue. The potential impact payments
may have on a person’s Social Security benefits or income tax can be confusing. It is important
that whether the claims are handled directly by the commissioning organisation or delegated to
researchers or other bodies, members of the public involved are fully informed and know where
to get further advice on this [17,18, 19].

Feedback

Whether or not the application is successful, it is good practice to give feedback to applicants
including comment on the public involvement aspects of the proposal.

» Consider providing opportunities to applicants to revise and resubmit their original application
and explore ways to encourage further applications.

Although the Big Lottery does not provide funding for this stage of the research, it has a policy
of encouraging user-led grant applications. If not initially successful, the Big Lottery gives detailed
feedback and may encourage applicants to rework and resubmit their application for further
consideration. www.biglotteryfund.org.uk

* If successful, ensure that the public involvement outlined in the research grant application is
fully implemented and documented. Consider mechanisms for monitoring the process.
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