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Abstract

This paper reports findings from a postal questionnaire survey and in-depth interviews with UK funders of health-related
research that explored whether, why and how they promote consumer involvement in research projects.

Many UK funders of health-related research are adopting a policy of promoting consumer involvement in research projects.
Telephone interviews revealed they have several reasons for doing so, and that they vary in the ways they encourage and suppor
researchers to involve consumers. For some, descriptions of consumer involvement in a research proposal are important for
project funding decisions. They recognized a need for flexibility when assessing consumer involvement in different contexts.

We suggest that funders should continue to work to clarify what they consider to be the parameters of acceptability in terms
of consumer involvement and ensure that ‘flexible’ criteria are fairly applied. Researchers should be aware of particular funders’
views when applying for project funding.
© 2004 Elsevier Ireland Ltd. All rights reserved.
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1. Introduction able for the research they carry out, and may lead to
health-related research being more valued and trusted
Consumer involvement in health-related research is by members of the public. It has also been argued
increasingly advocated. Reasons for this include be- that people who have experienced particular health
liefs that the ‘public’ have a right to influence the problems and used particular health services can im-
agenda for publicly funded research and that con- prove the quality of research carried out by provid-
sumer involvement in research activities allows for ing insights that can contribute to the development,
greater transparency of the research process, makesonduct, interpretation and use of research relating to
funding organizations and researchers more account-these health conditions and servi¢&s5].
Internationally, various government policy groups
- and public sector funding bodies have made com-
_ * Correspondin_g author. Present addr_ess:_Department of Pub- mitments to increase the extent to which consumers
LZWZ?::%if‘%oplrém;zgﬁ?ngo?ﬁ;? l#ggif_'%s_;gggge?n{aza' are enabled to influence the scope, nature and use of
1 47-555-86130. health-related resear&-8]. Efforts have been made,
E-mail address: maire.odonnell@isf.uib.no (M. O’'Donnell). for example, to involve consumers in the processes of
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setting research agendas and awarding project grantsprganizations representing consumers’ interests. We
toinclude consumers as members of clinical trial steer- followed the Consumers in NHS Research group’s
ing committees, and to engage consumers in assessinglefinition of consumer involvement and explained
the outcomes of resear¢®-13]. that by involvement we meant some form of active
This paper reports on a two-part study of organiza- partnership between consumers and researchers in the
tions in the UK that fund health-related research. The research process, rather than the use of consumers as
first part involved a postal survey of funders to gain an the ‘subjects’ of researcii5].
initial overview of their consumer involvement activ- The questionnaire asked respondents whether and
ities and to facilitate the identification of a sample of how their organizations involved consumers in various
organizations for a more in-depth investigation. The activities relating to the management of their research
second part of the study involved semi-structured tele- programme(s). It also asked whether and how they
phone interviews with a purposive sample of funders encouraged researchers applying for project funding
that reported involving consumers in their research ac- to involve consumers in their research.
tivities to explore why and how they were doing this. Following the postal survey we purposively selected
This paper focuses on why and how funders promote 20 funders of different organizational types that varied
consumer involvement in individual research projects. in terms of the scope of research funded and had re-
ported various forms of consumer involvement in their
research activities. These included national NHS R&D
2. Methods programmes, the MRC, the ESRC’s Innovative Health
Technologies Programme, the Community Fund and
In February 2002, we surveyed UK organizations 13 medical research charities.
that fund health-related research to identify which  We e-mailed people who responded to the postal
funding organizations were involving consumers in questionnaire and asked if they would be willing to
their research activities. We included public and vol- be interviewed by telephone about their consumer in-
untary sector organizations that award research grantsvolvement activities. Those who agreed were sent a
through open competition and whose research expen-topic guide prior to the interview to allow them to con-
diture is greater or equal to £100,000 per annum. Our sider the issues to be discussed. The interview ques-
survey included National Health Service Research and tions varied slightly according to the responses given
Development (NHS R&D) Programmes, the Medical on the postal survey but in general information and
Research Council (MRC), a health-focused Economic opinions were sought on:
and Social Research Council (ESRC) programme,
and research charities affiliated to the Association of ¢ Why and how their organization involved con-
Medical Research Charities (AMR(4]. sumers in activities relating to identifying and pri-
We sent a structured questionnaire to 88 named con-  oritising research topics, and/or reviewing research
tacts (senior staff with research management and/or proposals.
consumer liaison responsibilities) in 81 organizations. ¢ Why and how their organization promoted con-
For organizations with several substantial programmes sumer involvement in research projects and en-
of health-related research we sent separate question- couraged and supported researchers to involve
naires to each identified research programme man- consumers in research projects.
ager. We sent a reminder letter and questionnaire toe Whether and how consumer involvement in individ-
non-responders 2 weeks after the first mailing, and an  ual projects was considered when making funding
e-mail message to those who had still not responded decisions.
2 weeks after the reminder. The e-mail message gave
people the opportunity to quickly indicate if they did The interviews were conducted by MO’D between
not involve consumers in the research they funded. August and November 2002. They were between 20
In the covering letter and on the questionnaire and 55 min long. We told respondents that we would
we defined consumers as including patients, carers,not attribute personal views to named individuals or
long-term and potential users of health services, and organizations.
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The interviews were audiotaped and transcribed in Table 1
full. Both authors read through the interview data and Types of research activities in which UK funders encourage re-
agreed upon a simple indexing structure that reflected searchers to involve consumers _ ‘
the research questions asked and covered the main isP© You encourage researchers Proportion (%) of funding
sues discussed in the responses. MO'D applied theto involve consumers in bodies indicating Yes = 42
index codes using NVivo software to help manage “anaging research 25/42 (60)

: i h(eg. 15/42
the data[16], and VE checked the coding. Both re- Cirg:;ﬁ]g lgu;eiif::;ev(vi)g 5/42 (36)

searchers examined the data under each index cod@nterpreting the results of 15/42 (36)
and agreed the main findings during discussion. research
During the analysis we clarified and supplemented ‘Other?® 9/42 (21)
information from the interviews with information a All ‘other’ activities related to dissemination of research find-

from the organizations’ websites, including informa- ings.
tion provided to researchers applying for project fund-
ing. In this paper, we report only the findings relating

to the involvement of consumers in research projects. cess of adding these questions to funding application

forms. The majority of the respondents who indicated
that their organizations provided information about
consumer involvement in guidance notes or asked re-
searchers about consumer involvement on application
forms were from the public rather than the voluntary
sector.

3. Results of the postal survey

Of the 88 people contacted, 69 (78%) replied. One
indicated that their organization no longer funded
research. Four programme managers from one orga-
nization to whom we had sent separate questionnaires
returned one questionnaire to cover all four pro- 4. Results of the in-depth semi-structured
grammes. In total, 68 of the 84 eligible respondents telephone interviews
completed questionnaires giving an adjusted response
rate of 81%. Of the 20 funding organizations approached 17

Forty-two (62%) respondents indicated that their or- agreed to take part. One medical research charity
ganizations currently tried to involve consumers in as- did not respond to several email requests and two
pects of their research work and went on to answer fur- declined because they did not think their current
ther questions about this. Thirty-two of the forty-two Consumer involvement activities warranted a more
respondents said they encouraged researchers who apdetailed analysis.
ply for funding to involve consumers in their research.  The organizations approached varied in terms of
The types of activities they encouraged researchers totheir constitutions, missions and structures, the range
involve consumers in are summarizedTiable 1 Of of health conditions they covered, the types of research
the 10 respondents who said they did not currently en- they funded (basic and/or applied) and their methods
courage researchers to involve consumers in their re- Of funding (commissioned research and/or responsive
search projects, one reported planning to do so in the funding). Over half of those interviewed had indicated
future. that their organization asked researchers to explain

Ten respondents reported that their organizations in- Now they had involved consumers in the development
cluded information about involving consumers in the Of research applications and/or how they planned to
guidance notes that they gave to researchers. Eleveninvolve them in their proposed research.
said their organizations asked researchers to explain
how they had involved consumers in the develop- 4.1. Reasons for promoting consumer involvement in
ment of the grant application. Twelve said they asked research projects
researchers to explain how they would involve con-
sumers in their proposed research. Another respon- Most respondents gave several reasons for their
dent indicated that their organization was in the pro- organization’s promotion of consumer involvement
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in research projects. They varied in terms of the with the potential beneficiaries of their research—for
importance they appeared to attach to particular ones.example, laboratory-based researchers. As one respon-

Some respondents saw it as a ‘matter of principle’ dent commented:
that researchers should take consumers’ perspectives
into consideration particularly if the research involved
consumers as ‘subjects’ or participants and/or if it had
potential to influence what health services are deliv-
ered and how. Several respondents from public sector
funding bodies pointed out that it was ‘policy’ to in-
volve consumers in research, referring to government
and NHS policy commitments. Some highlighted the
fact that consumer involvement in research is identi-
fied as an ethical requirement in the Research Gover-
nance Framework documefit7].

Funding organizations also perceive consumers
as useful sources of information and advice to re- Consumer involvement in research projects was also
searchers, for example on: what it is like to live with perceived as a means of improving consumers’ un-
a particular health condition; how relevant particu- derstanding of the research process and allowing con-
lar research questions and/or research outcomes aresumers direct access to research findings which in turn
to consumers; whether particular research methods might enhance consumers’ abilities to influence pol-
would be acceptable to consumers; how to gain ac- icy.
cess to study populations; how to go about recruiting  Respondents from the medical research charities
participants to a study; the content of information ma- noted that consumer involvement in research projects
terials for research participants; and where to dissem- could help raise awareness of and legitimise the re-
inate research results. Respondents who commentedsearch they were funding to their consumer mem-
on consumers being a useful source of information bers. This was particularly important to medical char-
and advice to researchers either explicitly or implic- ities that raised money for research through members’
itly suggested that such involvement could in some fundraising activities: they hoped that greater aware-
sense improve the ‘quality’ of research. ness of ongoing research projects might indirectly lead

One respondent noted that the potential impact that to further research funds being generated.
specific consumers might have as sources of informa- There was little mention of any potential negative
tion and advice to researchers might diminish over effects of consumer involvement, but a few respon-
time. For example, as researchers become more in tunedents did express concern about the possibility that
with consumers’ perspectives it may be the case that some consumers might take advantage of opportuni-
consumers’ comments on proposed research methoddies to influence research to ‘hijack’ projects to satisfy
or research outcomes would simply confirm that those their own personal or political agendas rather than the
proposed by researchers were appropriate. The persomeeds of wider consumer groups.
who made this point also expressed caution about re- The different rationales for involving consumers in
verting back to a position where researchers assumeresearch projects influenced the kinds of roles fund-
they know what is appropriate for consumers without ing organizations envisaged for consumers. Other fac-
actually checking that this is the case. tors mentioned as being influential included consid-

A number of respondents commented that bringing erations of costs, organizational capacity, types of re-
researchers into contact with consumers on a researchsearch project, and the extent of consumer involvement
project could help motivate researchers if it made them at other stages of the research enterprise (for example
more aware of how their work might improve the lives in identifying and prioritising research topics). Sev-
of people with a particular health condition. This ratio- eral respondents stressed that consumer involvement
nale was particularly associated with contexts in which policies and activities within their organizations were
researchers would otherwise have very little contact still under development, and that they might be mod-

[Consumer involvement] also keeps researchers’
eyes on the ball as it were, because we have a lot
of basic science research and often the researchers
involved have never met anybody with [the con-
dition] or never had any contact with somebody
who had cared for somebody with [the condition].
The important benefit we are seeing is that actu-
ally researchers are more motivated because they
are meeting with consumers all the time and [re-
searchers] actually understand the urgency and the
importance of the project they are involved in. (08)
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ified as new ‘evidence’ about consumer involvement be viewed as being able to offer advice (for example

emerges. about the acceptability and practicalities of methods)

and/or to play a more challenging role (for example
4.2. Perceptions of consumers' roles in individual by questioning researchers’ initial interpretations of
research projects research findings).

Several respondents commented on the need to

Respondents discussed a variety of roles that con- have more than one consumer on advisory or steering
sumers had played or might play during the initia- groups to ensure that a range of consumer interests
tion, design, conduct and dissemination of research were represented and/or to ensure that consumers
projects. Taken collectively, their comments suggest have peer support. A few suggested that the inclu-
that funding organizations consider various forms of sion of consumers on advisory or steering groups
consumer involvement as potentially appropriate for should be supplemented by other forms of consumer
at least some types of project. They do not have clear, involvement during the course of the project.
fixed views about which particular forms of involve-
ment are ‘best’.

Some respondents explained that their organiza-
tions encouraged researchers to involve consumers important to have them [involved] throughot.
during the development of a research proposal prior (04)
to submission in order to help ensure that the research
questions asked were relevant and the proposed re- Some respondents focused mainly on dissemination
search methods were acceptable to consumers. Somectivities—either consumers’ contributions to the dis-
expressed the view that ‘early’ involvement had more semination of research findings or efforts to dissem-
potential to improve the quality of research. For inate research findings to consumer audiences. Con-
example: sumers who had been assigned to individual projects
from the start of a project were seen as particularly
well placed to contribute to dissemination activities
because of theiréxcellent inside knowledge of what
the project has been all about” (08). Efforts to dissem-
inate research findings to consumer audiences could

The most frequently mentioned form of involve- include open days at research sites and presentations
ment was the inclusion of consumers on project advi- of research projects to lay audiences at workshops,
sory or steering groups. Some funders encourage re-meetings or conferences.
searchers to include consumers on such groups, but Other roles that respondents suggested had been or
acknowledge that this may sometimes be difficult be- might be appropriate for consumers included carrying
cause of the nature of the research topic, the scale orout interviews, writing up research findings, and con-
location of the project, and/or the amount of time and tributing to discussions about the interpretation and
effort being asked of consumers. Some funders ap- policy implications of research findings.
point consumers to project advisory or steering groups  Some respondents thought that some type of con-
or, for smaller scale projects that might not warrant sumer involvement was possible in all types of re-
such groups, assign consumers as project ‘buddies’. search projects. For example:

The roles that respondents envisaged for consumers
on project advisory or steering groups or on assign-
ment to individual projects varied and apparently de-
pended in part on the nature of the research and the
reason(s) for involving consumers. For example, in
basic research projects consumers could be perceived
as acting as motivators to researchers. In more ap- Others, however, seemed less strongly convinced
plied research projects, consumers were more likely to about the feasibility and/or desirability of consumer

Well, | think | would want to see that consumers
have been actively involved and weren't just tagged
on as a member on a steering group, it would be

The important thing is getting them involved as
early as possible because then if the topic is the right
one and if the question is the right one hopefully it
makes for better research all the way down. (04)

There is hardly any research that we could imagine
where [consumer] involvement is impossible. (11)

| would like to argue that all research can have some
consumer input. (04)
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involvement in all types of project. Some explained carefully whether and what types of consumer involve-
that their organization placed more emphasis on in- ment might be appropriate for their particular projects.
volving consumers at other stages of the research en-
terprise, for example in identifying and prioritising re- 4 4 Approaches used to address consumer issues
search topics and/or reviewing research proposals. 4, perspectives in research proposals

All respondents made comments which indicated
that they thought the appropriateness of a particular  Erom respondents’ comments we identified four
form of consumer mvolveme_nt could vary across dif- 4in ways in which funding organizations encourage
ferent types of research project. They also seemed {0 esearchers to address consumer issues and perspec-

accept that different types of consumer might be ap- tjyes in their proposals (see examples in Box 1). They
propriate for different forms of involvement and in  5ck researchers to:

different contexts. For example people with personal

experience of a health condition were deemed appro-e explain the relevance and importance of the research
priate to be involved on a project steering group for  to consumers, for example by identifying how it
a clinical trial if their role was to provide researchers  will address consumers’ research priorities or meet

with useful advice on recruitment issues. consumers’ needs (this is often asked in the con-
text of broader questions about the benefits of the

4.3. Seps taken to facilitate consumer involvement research to the NHS or other stakeholders);

prior to submission of research applications e describe how consumers have been involved during

the development of the proposal;

A number of respondents reported giving re- e describe how consumers will be involved once the
searchers information, advice and support relating to  project has begun;
consumer involvement prior to the submission of grant e provide a lay summary of the research proposal.
applications. The types of information they provide
include: what they mean by consumer involvement  Although it is not widely viewed as a way of ac-
and why they consider it important; the appropriate- tively engaging consumers in project development,
ness of different types of consumers and consumer Some respondents saw asking researchers to provide
involvement activities; suggestions about how to iden- a lay summary of their research proposal as a way
tify appropriate consumers; and potential barriers to of addressing consumer issues in a research proposal.
consumer involvement and how to overcome them. Some funders use the lay summaries during their as-
Some funding organizations encourage researchers tosessment of proposals, asking consumers to comment
consider and budget for the time and costs associatedon the relevance or appropriateness of proposed re-
with consumer involvement activities in a project. search. Lay summaries are also used to inform con-

Funders supply information and advice about con- sumer audiences about ongoing research.
sumer involvement to researchers in various contexts,

including: guidelines about applying for research 45 The use of descriptions of consumer involvement

funding; briefing sessions with potential research ap- for the assessment of research proposals

plicants; commissioning briefs for particular projects;

and in response to researchers’ enquiries. Several Our interview data revealed variations across and

respondents mentioned providing or directing re- within funding organizations in terms of how much

searchers to information from the Consumers in NHS importance was attached to researchers’ descriptions

Research group (now called INVOLVE)8]. of consumer involvement when funding decisions
Respondents stressed that their organizations tried\ere being made about particular proposals.

to avoid being prescriptive in the advice thatthey gave  From respondents’ comments we identified three

to researchers because they recognized that the approgroups:

priateness of particular forms of consumer involve-

ment was dependent on a number of issues. Rathere those that make consumer involvement a condition

they were keen to encourage researchers to consider of funding;
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Example 1
“How will the proposed research meet the needs of users, patients and carers?”
(NHS New and Emerging Applications of Technology Programme)

Example 2
“Consumer-led research priority this proposal will address:”
(Alzheimer’s Society)

Example 3
How will your research benefit those with a primary immunodeficiency?
(Primary Immunodeficiency Association)

Example 4
How do you know there is a need for your project? Include details of how users or potential users
were involved in identifying the need.
(Community Fund)

Example 5
“Please outline your proposals for the involvement of stakeholders throughout the project (both
prior to the project starting, e.g. during the development of the proposal and after the project has
begun, e.g. as participants in the research). This should include services users, and those who
plan, manage and deliver services.”
(NHS Service Delivery and Organization R&D Programme)

Example 6
Consumer involvement
“... Research teams wishing to involve consumers should include in their application: the aims of
active involvement in this project; a description of the consumers (to be) involved; a description of
the methods of involvement; a budget for consumer involvement
(NHS Health Technology Assessment Programme: Commissioning Brief 02/35)

Example 7
How will you make sure that the people or organizations who will benefit from your project are
involved in developing, managing, monitoring and evaluating it?
(Community Fund)

Example 8
Plain language summary of the research proposal: in no more than 300 words please summarise
your proposal in non-scientific language, using words and terms that can be easily understood by
non-research communities. Do not use acronyms or abbreviations. Your summary must include a
clear statement of the purpose of your research, how it will build on existing evidence where
available, and its intended benefits to patients and the public. It must also describe how the
research will be conducted and how patients and the public will be involved.
(NHS Service Delivery and Organization R&D Programme)

Example 9
Please give a short description (no more than 500 words) describing your project in ‘lay’ terms,
and explaining how it will help those with a primary immunodeficiency. This may be used for
publication by the PiA at any time and forms an implicit part of your application.
(Primary Immunodeficiency Association)
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e those who do not explicitly consider consumer in- That [consumers’] opinions and thoughts on the ap-
volvement at all when making funding decisions; plication of the technology would be reflected in
and the research so that the research process might be

e those who consider researchers’ descriptions of con-  altered according to the consumers’ responses. (02)
sumer involvement as one of several criteria when

. o : However, they acknowledged the difficulty of as-
assessing applications for funding.

sessing consumer involvement against such ideals, es-
Within the latter group there is variation in terms pecially on the basis of descriptions in research pro-

of the importance they attach to consumer involve- posals.

ment relative to other criteria (such as the ‘feasibility’ In practice, reviewers’ and funders’ judgements

of proposed research or the robustness of meth-were or could be made on the basis of:

ods), and the stage at which they consider it during ) .

the review process. Some respondents appeared t¢ the types and numbers of consumers involved in

consider consumer involvement as an integral part different research activities; _

of the quality of a research proposal while others ® whether the proposed descriptions of consumer in-

perceived it as something separate from the more Vvolvementwere ‘credible’ or ‘feasible’; _
narrowly conceived ‘scientific’ quality of a research ® Whether consumers were named as co-applicants on
proposal. research proposals;

Some respondents suggested that if a research pro® whether researchers demonstrated in their propos-
posal was weak in terms of proposed consumer in- als that they had already made initial contact with
volvement but strong in other respects, the develop- CONSUMErs, _ _
ment of consumer involvement activities could be ne- ® details of training, personal and financial support
gotiated with researchers as a condition of funding Of consumers; and _ L
or as the project progressed. For example, if fun- ® costlng and a}ppropnatenegs of costing of activities
ders thought that researchers could improve the way ~associated with consumer involvement.

they disseminated research findings to consumer au- yowever. concerns were expressed about whether

dience;, they might advise researchers about this onC&ggearchers would actually do what they proposed
the project was under way. _ to do and whether consumers who were named
A few noted that the significance of consumer in- . appjicants or had been contacted by researchers

volvement in a research proposal in terms of funding during proposal development would be guaranteed
success might depend on the nature of the research 51 involvement in a project.

and who happened to assess the applications. FOr ex-  consjstent with the view that judgments about the
gmple, assessors with a particular interest in CONSUMEN a0 hropriateness of different forms of consumer in-
involvement would tend to place more emphasis on ,o\yement should take into account the type and con-
this. text of research, respondents recognized a need for
flexibility when considering descriptions of consumer
involvement in a proposal. Some expressed a need for
guidance to enable those assessing research propos-
als to assess the quality of descriptions of consumer
involvement appropriately and consistently.

4.6. Perceived indicators of ‘good’ descriptions of
consumer involvement

When asked what makes for good consumer in-
volvement in research projects, a number of re-
spondents focused on the need for consumers to be

able to influence the conduct of the research. For 47 Approagh&s to momtor_mg consumer
example: involvement in research projects

Consumers should make a difference (011), Some organizations attempt to monitor consumer
involvement in the projects they fund. They do this ei-

Consumers should have some real power in the ther by seeking feedback from consumers who serve as

whole process (08) and project ‘buddies’ or advisory or steering group mem-
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bers, or by asking research teams to discuss their con-search projects reflect those outlined in the academic
sumer involvement activities in interim reports or dur- literature and policy documents.
ing progress update meetings. Some funders use feed- Between them, funding organizations envisage var-
back from researchers as an opportunity to offer ad- ious types of people being involved in different ways
vice on consumer involvement issues. in a range of project-related activities. While a number
Some respondents recognized that during the courseare striving to promote active partnerships between re-
of a project, research teams might come across unfore-searchers and consumers, there is no clear consensus
seen barriers to the forms of consumer involvement across or within funding organizations about what con-
they propose and/or identify other consumer involve- sumer involvement in any particular research project
ment opportunities of which they had been unaware should ideally entail or achieve. Most funders seem to
when writing the proposal. Our general perception was accept that the importance of consumer involvement
that funders tend to be flexible and encouraging rather and the appropriateness of particular forms of con-
than rigid and punitive when monitoring consumer in- sumer involvement may vary across projects and con-
volvement. texts. One of the contextual factors that some funders
take into account is the extent to which consumers
are involved in the setting of research priorities and
5. Discussion the development of commissioning briefs. Strong con-
sumer involvement in these activities may lessen the
Our postal survey provided us with an initial perceived necessity for particular forms of consumer
overview of the current practices of consumer in- involvement in specific projects.
volvement among funders of health-related research Concerns were expressed about the possibility that
in the UK. Nearly two-thirds of respondents reported consumers will inappropriately dominate particular
involving consumers in some aspects of their research projects, perhaps in the service of hidden agendas.
work or planning to do so in the near future. Those Certainly the possibility that consumer groups may
who indicated that they didn’t involve consumers in be unduly influenced by the pharmaceutical compa-
their research work were not asked why this was nies that offer them resources has been highlighted
so. We suspect that non-respondents to our studyrecently [19]. However, such concerns do not nec-
were perhaps less likely than respondents to involve essarily support an argument against consumer in-
consumers. volvement per se. Rather, they point to a need to look
The semi-structured telephone interviews with critically at the views and underlying values of peo-
staff from funding organizations who reported in- ple who seek to contribute to research as consumers,
volving consumers in their research work gave us which is similar to the need to look critically at the
greater insight into why and how different funders views and underlying values of other contributors.
encourage researchers to involve consumers in re- Given the lack of research evidence about the effects
search projects and whether and how consumer of consumer involvement in research projects, and un-
involvement is considered in project funding de- certainties about the relationships between different
cisions. The individual accounts that we obtained forms of consumer involvement and the ‘quality’ of
might not reflect the views of all members of funding research delivered, it is not surprising that there is no
organizations. clear consensus among funding organizations about
Funding organizations varied in their reasons for whether and how researchers’ proposals for consumer
promoting consumer involvement in research projects involvement should influence decisions about which
and in the emphasis they placed on particular rea- projects are funded. Most organizations are currently
sons. Consumer involvement was perceived as a pol-adopting flexible approaches to the promotion and as-
icy requirement and/or something that could benefit sessment of consumer involvementin specific projects.
researchers, the quality and impact of research, con-However, ‘flexibility’ does not have to mean ‘anything
sumers themselves, and the profile of the research en-goes’. Questions do need to be asked about the bound-
terprise more generally. Respondents’ rationales for aries of what is acceptable in terms of consumer in-
encouraging researchers to involve consumers in re-volvement in projects, and about what kinds of con-
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