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Background Public involvement is central to health and social
research policies, yet few systematic evaluations of its impact have
been carried out, raising questions about the feasibility of evaluating
the impact of public involvement.
Objective To investigate whether it is feasible to evaluate the impact
of public involvement on health and social research.
Methods Mixed methods including a two-round Delphi study with
pre-speciﬁed 80% consensus criterion, with follow-up interviews.
UK and international panellists came from diﬀerent settings, including universities, health and social care institutions and charitable
organizations. They comprised researchers, members of the public,
research managers, commissioners and policy makers, self-selected as
having knowledge and ⁄ or experience of public involvement in health
and ⁄ or social research; 124 completed both rounds of the Delphi
process. A purposive sample of 14 panellists was interviewed.
Results Consensus was reached that it is feasible to evaluate the
impact of public involvement on 5 of 16 impact issues: identifying
and prioritizing research topics, disseminating research ﬁndings and
on key stakeholders. Qualitative analysis revealed the complexities
of evaluating a process that is subjective and socially constructed.
While many panellists believed that it is morally right to involve the
public in research, they also considered that it is appropriate to
evaluate the impact of public involvement.
Conclusions This study found consensus among panellists that it is
feasible to evaluate the impact of public involvement on some
research processes, outcomes and on key stakeholders. The value of
public involvement and the importance of evaluating its impact were
endorsed.
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Introduction
Public involvement is ﬁrmly established in health
and social research policies in the UK and internationally [National Institutes of Health DirectorÕs Council of Public Representatives (http://
copr.nih.gov/); ConsumersÕ Health Forum of
Australia (https://www.chf.org.au/)].1 It is said to
be of intrinsic value, reﬂecting democratic
aspirations of accountability and transparency.2
Public perspectives can complement those of
researchers,3 raising awareness of health, social
and ethical issues that reﬂect wider community
values.4–6 Has public involvement made a difference to research processes, outcomes and key
stakeholders? Few impact studies have been
carried out, but there is an increasing number of
reports showing the potential for public
involvement to enhance the quality of research,
to make it more relevant to those who use services7–15 and to improve the evidence-practice
gap.16
Given the growing importance of public
involvement policies17 and associated requirements for researchers to comply,18 the dearth of
supporting evidence is striking. Possible reasons
for this include: public involvement is perceived
to be relatively recent, as a concept and practice
in research19; evaluating the impact is seen as too
diﬃcult and public involvement is considered to
be of intrinsic value and therefore does not
require evaluation.20 This study explored the last
two of these potential explanations, acknowledging that public involvement can have diﬀerent
types of impact and that some impacts are likely
to be more amenable to evaluation than others.
We sought to establish whether consensus could
be reached that it is feasible to evaluate the
impact of public involvement on research processes, outcomes and on key stakeholders in the
research process, anticipating that this would
help to clarify theoretical and practical issues
that could guide future impact studies.

Methods
We used the INVOLVE deﬁnition of public
involvement [INVOLVE (http://www.invo.org.

uk)]: ÔMany people deﬁne public involvement in
research as doing research ‘‘with’’ or ‘‘by’’ the
public, rather than ‘‘to’’, ‘‘about’’ or ‘‘for’’ the
publicÕ. We used the term ÔpublicÕ to include
patients, users of health and social services,
informal carers and organizations representing
people who use services. Public involvement in
this study was provided by one author oﬀering a
public perspective and another providing a perspective from working in the ﬁeld of public
involvement in research. We received a favourable ethical opinion from the North Trent
Research Ethics Committee.
A sequential mixed methods design was chosen21 with three stages: (i) an Expert Workshop
of researchers and the public22 that generated
issues concerning the feasibility of evaluating the
impact of public involvement; (ii) a two-round
Delphi process23 to investigate whether or not
there was consensus on these issues and (iii)
telephone follow-up interviews of a purposive
sample of Delphi panellists to explore their
responses to the Delphi process in more depth
and to seek their views on the implications of the
ﬁndings. This paper focuses on the Delphi process and interviews. The Delphi rounds took
place between November 2007 and April 2008,
and the interviews were undertaken between
June and October 2008.
Delphi process and follow-up interviews
The Delphi process is a structured interactive
method for exploring consensus among a group
of experts through a series of questionnaires,
interspersed by controlled feedback. This
method has been used in health and social care
when there is a limited evidence base.23–27 Typically, a panel of experts from a geographically
dispersed population completes two or more
rounds of email or postal questionnaires, with
the aim of clarifying issues of uncertainty. No
particular size of panel is recommended, and
sample sizes of four ranging up to 3000 have
been reported.26 The composition of the panel
and how ÔexpertsÕ are deﬁned is important and
will depend on the aims of the Delphi process
being undertaken.23,28 In this study, the inten-
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tion was to recruit a diverse Delphi panel of: (i)
members of the public, (ii) researchers and (iii)
ÔothersÕ (research managers, commissioners,
policy makers and analysts). We aimed to attain
a range of perspectives from international as
well as UK panellists. Our criterion for being an
expert was to have knowledge and ⁄ or experience
of public involvement in health and ⁄ or social
research (self-deﬁned).
Recruitment to the Delphi panel and follow-up
interviews
A purposive sampling strategy was used to
recruit the Delphi panel, by sending invitations
to:
1. People who had published in the area of
public involvement in research.
2. Directors, Chief Executives and Heads of
major health and social organizations with
policies on public involvement in research.
3. Directors, Chief Executives and Heads of
major health and social charities advocating
public involvement in research.
4. Public involvement advocates.
5. Public involvement health and social care
leads.
6. UK research managers and commissioners.
We also used ÔsnowballingÕ techniques, inviting individuals and people from diﬀerent organizations to contact others who might meet our
inclusion criteria. We do not know how many
people forwarded our invitation, but estimate
that approximately 395 invitations were sent. As
this was a Delphi process, our aim was not to
recruit a representative sample, but a diverse
panel of experts. We stopped recruiting when we
had achieved this. People decided themselves
whether they had knowledge and ⁄ or experience
of public involvement in health and ⁄ or social
research and were oﬀered the INVOLVE deﬁnition for guidance.
Panellists were asked to select the perspectives
that they would be providing in the Delphi
process from six categories: (i) member of the
public (with the INVOLVE deﬁnition provided);
(ii) researcher; (iii) research manager; (iv)
research commissioner or funder; (v) policy
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maker or analyst; (vi) another or multiple perspectives (e.g. a researcher who is also a member
of the public through being a carer).
Those who provided the perspective of a
member of the public were asked to indicate the
group(s) that best described them from ﬁve
categories: (i) patient or long-term user of services; (ii) informal (i.e. unpaid) carer; (iii)
advocate ⁄ activist ⁄ representative of members of
the public; (iv) employee of an organization for
members of the public (e.g. a charity); (v)
member of an organization of members of the
public (where the organization is managed by
more than 50% of people with that experience
or health condition).
We invited a purposive sample of 17 panellists
to take part in follow-up interviews, to explore
their responses to the Delphi questionnaires in
more detail and to seek their views on the
implications of the ﬁndings. The panellists were
selected by their contributions to the Delphi
questionnaires, where their responses appeared
to add substantially to the debate. We also took
into account the need to reﬂect the diversity of
perspectives in the panel, the diﬀerent research
topics and methods that panellists reported
themselves engaged in. Consent was sought to
tape-record all interviews that were transcribed
verbatim. The transcripts were returned to the
interviewees to check for accuracy.
Impact issues
At Round 1, panellists were invited to rate the
feasibility of evaluating impacts of public
involvement on research processes, outcomes
and on stakeholders, using nine-point scales
anchored by Ônot feasibleÕ and Ôvery feasibleÕ (see
Table 1). We deﬁned ÔfeasibleÕ as Ôcan it be doneÕ?
There is no agreed level of consensus to employ,
and published Delphi studies have used 51%,
70%, 80% and 85%.28,29 The level of consensus
in this study was set in advance at 80% or over,
consistent with that of the earlier Expert Workshop,22 and with the aim of achieving robust
ﬁndings. Sixteen impact issues were developed by
the research team from outcomes generated at
the Expert Workshop and from their detailed
knowledge of the literature. Impact issues were
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Table 1 Panel ratings on the feasibility of evaluating the impact of public involvement on research processes, outcomes and
stakeholders

Impact issue: How feasible do you think
it would be to evaluate the impact of public
involvement on…1
Research processes
Identifying topics to be researched
Prioritizing topics to be researched
Commissioning research
Research design
Managing research
Collecting data
Analysing research ﬁndings
Interpreting research ﬁndings
Research outcomes
Disseminating research
Determining the usefulness of research
ﬁndings
Implementing research ﬁndings
The overall quality of public involvement
in a research study or research-related activity
The overall quality of the research
The overall impact of the research
Stakeholders
The member(s) of the public involved in the research
The member(s) of the research team

Percentage of Panel
rating the impact issue
between the three main
tertiles2
1–3

4–6

7–9

Mean

Feasible
to evaluate (deﬁned
as 80% or more of
Panel providing a
7–9 rating)

1.6
1.6
0.8
1.6
4.0
2.4
5.6
5.6

24.5
12.0
29.8
31.4
52.4
26.6
50.0
52.4

83.0
86.3
67.6
66.1
42.7
69.3
42.7
39.5

7.39
7.54
6.98
6.87
6.19
6.95
6.16
6.13

Yes
Yes
No
No
No
No
No
No

0.8
4.0

10.4
33.1

87.9
60.5

7.40
6.55

Yes
No

8.9
4.0

47.7
29.0

42.7
64.6

6.02
6.76

No
No

8.9
7.2

49.9
69.3

37.9
21.8

5.85
5.35

No
No

0.8
5.5

4.8
10.3

91.9
81.4

7.93
7.45

Yes
Yes

1

Impact issues where consensus was reached on feasibility are in bold.
Note that the percentages for each impact issue may not add up to 100% because some panel members may not have provided a rating. Tertile
percentage ﬁgures where consensus was reached on feasibility (i.e. 80% or over) given in bold.

2

sub-divided into three groups: (i) research processes, n = 8; (ii) research outcomes, n = 6 and
(iii) key stakeholders, n = 2 (see Table 1). At
Round 2, panellists were asked to re-rate those
impact issues where consensus was not achieved
at Round 1. One reminder was used for both
Rounds. Text boxes were provided for panellists
to comment on Round 1 and 2 questionnaires.
Value statement
Public involvement is strongly associated with
moral and ethical issues, public accountability
and transparency, encapsulated in the World
Health OrganisationÕs declaration of Alma-Ata:
Ôthe people have the right and duty to participate
individually and collectively in the planning and
implementation of their health careÕ.30 Therefore,
Delphi panellists were asked at Round 1 whether

they agreed or not with the following statement: I
believe that public involvement in health and social
research is of ethical and moral value in itself,
regardless of its impact on research. Consensus
was not sought on this statement, and the question was not repeated in Round 2. It was included
as we wished to explore whether or not the pattern
of responses to this statement would be associated
with patterns of responses to the impact issues
included in the Delphi questionnaires.
Analysis
Quantitative analysis
Data from the Round 1 questionnaires were
summarized and the following conveyed to
panellists at Round 2: (i) the median rating of
each impact issue; (ii) distribution data relating
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to each scale point on each scale and (iii)
whether or not consensus was achieved. A subgroup analysis (Mann–Whitney U and Kruskall–Wallis tests) was undertaken to explore
diﬀerences between the ratings of three groups
of panellists: members of the public, researchers
and ÔothersÕ.
Qualitative analysis
Qualitative analysis of responses in the text
boxes of both Delphi questionnaires and the
follow-up interviews allowed exploration of the
quantitative ﬁndings. The data were analysed
separately by two researchers (RB and JB).
Codes and categories were reﬁned collaboratively using an interpretative
analysis
31
approach, based on open coding and categorization32,33 during the examination of the
data. Categories within and between the data
were compared, looking for similarities and
diﬀerences, using the constant comparative
method. Any contradictions between the main
themes identiﬁed by the two analysts were
considered informative and enlightening and
were used in the interpretation of the ﬁndings.
Other team members and the advisory panel
participated in discussions about the qualitative
analysis and interpretation of the ﬁndings at
key stages.

Results
Participants
Delphi panellists
Using our sampling strategy, approximately 395
invitations were sent, and 175 people agreed to
take part. Reasons for non-response ⁄ non-participation included: incorrect email or postal
address; potential panellists on study ⁄ maternity ⁄ sick leave; changed job or role; pressure of
work or family circumstances; not being funded
to take part and not meeting the inclusion criterion. The 175 people who agreed to take part
included people who were unsure whether they
met the criterion and chose to see the questionnaire before deciding to participate. Of these,
145 returned their Round 1 questionnaire, giving
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an attrition rate of 17%. We received 124 completed Round 2 questionnaires, yielding an
attrition rate of 14%. Of the 124 panellists
completing both Rounds, 50 were members of
the public (including patients ⁄ service users,
patient ⁄ service user researchers, advocates, carers, members of charities and those with
Ômultiple perspectivesÕ), 37 were researchers and
36 were ÔothersÕ (research commissioners, managers, policy makers and analysts). One person
was not classiﬁed. There were 108 participants
from the UK and 16 from other countries. The
types of research most frequently engaged in
were service delivery (n = 83), public health ⁄
preventive health (n = 45), clinical trials
(n = 43) and health technology assessment
(n = 31). The research topics that panel members had most experience of were mental health
(n = 30), cancer (n = 27), public involvement
in research (n = 12) and older people (n = 10).
Panellists were able to provide more than one
category for Ôtypes of researchÕ and Ôresearch
topicsÕ.
Telephone interviewees
Seventeen Delphi panellists were invited to be
interviewed. Three declined; one because of
health reasons and two were too busy. Of the
14 interviewees, 12 were from the UK, one
was from Australia and another from the
US. Nine of the interviewees were researchers
(of whom one was a user of multiple services
and the other brought multiple perspectives);
two were policymakers or policy analysts
(of whom one brought the perspective of a
carer); two brought multiple perspectives and
one described themself as a member of the
public.
The types of research interviewees were most
frequently engaged in were service delivery
(n = 4), clinical trials (n = 3), social care
research (n = 3) and basic science (n = 2). The
research topics that interviewees had most
experience of were public involvement in
research (n = 6) and cancer (n = 3). In the
quotes below, ÔqÕ refers to quotes from the Delphi
questionnaires, while ÔiÕ refers to quotes from the
interviews.
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Qualitative ﬁndings
The results are presented in an integrated
manner that reﬂects the mixed methods
approach. The qualitative ﬁndings helped to
clarify and elaborate the quantitative results (see
Tables 1 and 2) and also revealed additional
information.
Perceived importance of evaluating the impact of
public involvement
Many panellists highlighted the importance of
evaluating the impact of public involvement,
while acknowledging the complexity of the
process:
ÔWell, I think at the moment it is actually very
important because, you know, clearly there is this
confusion as to whether the public do actually
make an important contribution and we need, we
need whatever evidence is availableÕ. (35i Person
with multiple perspectives)

ÔWe do need to develop knowledge on user
involvement but we donÕt need to necessarily say
whether itÕs a good or a bad thing. We need to
explore whatÕs good about it and whatÕs bad about
it in diﬀerent contexts. It canÕt possibly be a wholly
positive or negative thing, we need to be more
critical than that and really look at diﬀerent
research contexts and diﬀerent people in diﬀerent
research contexts as well.Õ (81i Researcher)

The impetus for evaluation appeared to be
linked to accountability: ÔIn short, I think you
canÕt do, sort of, science thatÕs funded by
national government without some accountability to the public purse.Õ (26i Researcher).
Impact issues that were considered feasible to
evaluate
As Table 1 shows, consensus was reached
among panellists that it is feasible to evaluate the
impact of public involvement on ﬁve of the 16
impact issues. They are presented below with
illustrative quotes:

Table 2 The feasibility of evaluating the impact of public involvement on research processes, outcomes and stakeholders:
Kruskall–Wallis tests on panel subgroup mean ratings
Subgroup mean ratings
Impact issue: How feasible do you think it would be to evaluate
the impact of public involvement on…1
Identifying topics to be researched
Prioritizing topics to be researched
Commissioning research
Research design
Managing research
Collecting data
Analysing research ﬁndings
Interpreting research ﬁndings
Disseminating research
Determining the usefulness of research ﬁndings
Implementing research ﬁndings
The overall quality of public involvement in a research study
or research-related activity
The overall quality of the research
The overall impact of the research
The member(s) of the public involved in the research
The member(s) of the research team

Public

Researchers

Others

P

7.69
7.77
7.21
7.13
6.16
7.17
6.35
6.33
7.49
6.70
6.38
6.96

7.33
7.51
7.05
6.73
6.49
7.06
6.50
6.22
7.35
6.73
6.11
6.72

7.03
7.25
6.57
6.63
5.92
6.53
5.54
5.77
7.31
6.12
5.42
6.51

0.0152
0.0073
0.065
0.181
0.299
0.084
0.0044
0.203
0.242
0.091
0.0415
0.266

6.47
5.61
8.02
7.35

5.76
5.41
7.92
7.51

5.17
4.97
7.83
7.36

0.0006
0.370
0.613
0.679

1

Impact issues where consensus was reached on feasibility are in bold.
Signiﬁcant difference between the ratings of members of the public and others (P = 0.004; Mann–Whitney U-test).
3
Signiﬁcant difference between the ratings of members of the public and others (P = 0.002; Mann–Whitney U-test).
4
Signiﬁcant difference between the ratings of: (i) researchers and others (P = 0.004; Mann–Whitney U-test); (ii) members of the public and others
(P = 0.003; Mann–Whitney U-test).
5
Signiﬁcant difference between the ratings of members of the public and others (P = 0.013; Mann–Whitney U-test).
6
Signiﬁcant difference between the ratings of: (i) researchers and members of the public (P = 0.015; Mann–Whitney U-test); (ii) members of the
public and others (P = 0.000; Mann–Whitney U-test).
2
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1. Identifying topics to be researched
ÔThis question seems to be about asking new
questions, which public engagement is very good
at. My guess would be that researchers would be
reasonably good at tracking where these new
questions have come from.Õ (28q Policy maker)

2. Prioritising topics to be researched
ÔThis is highly feasible and should be a regular part
of the process for identifying research strategy.Õ
(31q Member of the public)

3. Disseminating research
ÔOne could evaluate levels of understanding and
awareness based upon the involvement, or noninvolvement, of the public in the dissemination of
research.Õ (37q Research commissioner)

4. Members of the public involved in the
research
ÔSatisfaction, understanding, capacity, conﬁdence
etc. could all reasonably be evaluated.Õ (10q
Multiple perspectives)

5. Members of the research team.
ÔI think it would be best done longitudinally in
order to capture the changing nature of impact,
rather than as interviews ⁄ questionnaires conducted at set times.Õ (63q Researcher)

A subgroup analysis of ratings of the impact
factors was carried out, with the panel divided
into three groups: members of the public,
researchers and others (see Table 2). Of the ﬁve
impact issues where signiﬁcant diﬀerences were
found, two related to impact issues that were
considered feasible to evaluate: identifying and
prioritizing topics to be researched. In each case,
signiﬁcant diﬀerences were found between the
ratings of members of the public and others,
with the public rating the impact as more feasible to evaluate than others.
Impact issues not considered feasible to evaluate
and wider issues
Eleven out of 16 impact issues were not considered feasible to evaluate (see Table 1), and
it is interesting to consider the comments
made on some of these, particularly when they
also refer to wider aspects of public involvement. The quote below, about commissioning

 2011 Blackwell Publishing Ltd Health Expectations

research, draws attention to the high costs of
evaluation, which emerged as a recurring
theme:
ÔI donÕt think an evaluation is impossible, it is just
that it unlikely to be feasible within time and
budgetary constraints. Such an evaluation will
need comparisons, before and after, individual
feedback from the commissioning body, close
scrutiny of the commissioning process – IÕm not
convinced how feasible this may be, no matter how
ideal it is.Õ (56i Researcher)

Several panellists had reservations about
public involvement in basic science, expressed
here in relation to the feasibility of evaluating
the impact of public involvement on research
design:
ÔMore diﬃcult to be as conﬁdent this could be done
overall as the scope for public involvement to have
an impact on research design depends on the
design itself and the area of investigation, e.g.
harder for there to be scope to inﬂuence basic
laboratory science than a patient survey for
instance.Õ (49q Research Commissioner)

However, the potential for the public to contribute to wider aspects of basic research, such as
ethical issues, was acknowledged:
ÔMost people really do accept a division of labour.
You know there are places where oneÕs expertise
just doesnÕt go… If you were looking at something like GM foods, you know, the actual kind
of, the kind of biology of it, you know, itÕs really,
you donÕt want to ask the public about that
because, you know, how would they know? But
the politics of it, you would, right? You know, the
values or the impact that, you know, GM foods
have on food supply to the third world or, you
know, those kind, those are the kind of things
when I think the public involvement is crucial…Õ
(26i Researcher)

Ethical and moral issues
At Round 1, 109 ⁄ 145 (75.2%) panellists agreed
(33 ⁄ 145, 22.8%) or strongly agreed (76 ⁄ 145,
52.4%) that public involvement is of intrinsic
value. No associations were found between
responses to the value statement and patterns of
ratings on the impact issues. This data analysis (consisting of a series of nonparametric
statistical tests) is available on request from the
ﬁrst author. Qualitative analysis revealed enthu-
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siasm for public involvement in terms of it being of
ethical and moral value, yet many participants
asserted the need to evaluate the impact:

factors (e.g. research methods and design; suﬃcient
examples of data; evidence of validation ⁄ triangulation etc.Õ (103q Researcher)

ÔThere may be a moral imperative for public
involvement in research in terms of citizenship,
accountability, rights etc. but if it is not having an
impact it is a pretty pointless waste of time.
Involvement must be meaningful. There is no point
in going through the motions because it is the right
thing to doÕ. (89q (Person with multiple perspectives)

ÔStandard measures of the quality of research, e.g.
impact rating of the journal in which published,
citation indices, etc. may play a role, but diﬃcult to
isolate the precise impact of PPI [patient and
public involvement]Õ. (135q Member of the Public)

ÔThen why evaluate it? You know, why would one
evaluate something that is just intrinsically, morally right and, I mean I think one should try and
evaluate it because there are lots of people who
donÕt think itÕs intrinsically right. And also, itÕs not
quite just public involvement, itÕs what kind of
public involvement when and how, I think one
would want to evaluate the impact.Õ (4i
Researcher)

Quality issues
The question about the intrinsic value of public
involvement prompted some to reﬂect on the
quality that public involvement adds to research:
ÔI can equally well see arguments for and against
that statement [value statement], depending on the
nature of the research. However, I think its impact
on research is the most important consideration
and the fact that it is likely to improve the quality
of the research is the strongest argument for
advocating it.Õ (91q Researcher)

Few panellists believed it was feasible to
evaluate the impact of public involvement on the
quality of research, and most drew attention to
the problems in deﬁning ÔqualityÕ:
ÔVery very diﬃcult – I expect a number of diﬀerent
deﬁnitions of quality would compete, for example
value for money vs research relevant to service
userÕs interest.Õ (65q Researcher)

Some panellists proposed a discussion about
what constitutes Ôquality researchÕ suggesting
that it needed to be deﬁned collectively. A small
number oﬀered suggestions:
ÔUnless public involvement is seen as an a priori
indicator of research quality, the assessment of
research quality usually depends on more generic

Social constructions and subjective experiences
Some Delphi panellists cautioned against considering public involvement as a mechanistic or
procedural activity, rather than a dynamic partnership and collaboration. This was clearly
articulated by one panellist:
ÔWeÕve begun really to look at user involvement
more about relationships and relationships in
social context. To not necessarily think of user
involvement as putting people into research situations but more to think about how professionals
and members of the lay public interact with each
other in diﬀerent contexts. And I think we really
need to recognise that user involvement is both
socially constructed but itÕs also subjectively
experienced and I think thatÕs the key to it really to
think in those terms, that it is a social process thatÕs
linked to professional practice but itÕs also experienced subjectively. I donÕt think you can separate
the two and thatÕs probably why evaluation is quite
diﬃcult because to have a form of evaluation that
encompasses those issues of social construction
and subjective experience is really very diﬃcult.Õ
(81i Researcher)

Discussion
There are compelling reasons for investigating
the impact of public involvement: to identify
best ways of involving the public meaningfully in
diﬀerent research activities; to explore the possibility of deleterious eﬀects and to achieve value
for money. While potential beneﬁts have been
acknowledged, costs have also been identiﬁed,
such as additional time and funding, as well as
potentially negative eﬀects on the public.15 This
study endorsed the value of public involvement
and the importance of evaluating the impact, yet
few impact issues were considered feasible to
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evaluate. We consider some of the possible reasons for this in the following sections. A broad
deﬁnition of ÔfeasibleÕ was given to panellists:
Ôcan it be done?Õ and diﬀerent dimensions of
feasibility were addressed in the panellistsÕ
responses, whether or not they believed that
evaluation was feasible. These included: diﬀerent
methodological approaches; practical ways of
how it could or could not be done; wider issues
that might have some bearing on the complexity
of the evaluation process (such as the research
context, organizational issues and the attitudes
of key stakeholders) and possible constraints
such as costs.
The impact of public involvement on research
processes, outcomes and on stakeholders
Consensus was reached by panellists on the feasibility of evaluating the impact of public
involvement on identifying and prioritizing
research topics. This is consistent with reports
that public involvement can lead to a wider range
of identiﬁed and prioritized research topics that
are more relevant to service users [AlzheimerÕs
Society Quality Research in Dementia (http://
alzheimers.org.uk/site/scripts/documents_info.php?
documentID=1109)].3,9,12,34–37 Some panellists
referred to these studies in their responses to the
questionnaires and in interviews. Consensus was
also established on the feasibility of evaluating the
impact of public involvement in disseminating
research ﬁndings. There are accounts of a range of
ways in which the public has been involved in dissemination activities; through newsletters, conferences and joint authorship,11,12,37,38 and several
panellists described their own experiences of this
activity.
The highest level of consensus related to the
feasibility of evaluating the impact of public
involvement on members of the public involved in
research. This reﬂects accounts of positive beneﬁts, such as increased self-conﬁdence, knowledge
of the topic area and learning new skills, including
research skills,3,12,13,39–43 and also the possibility
of negative impacts.4 There is now more awareness of the need to anticipate and prepare for
potentially negative eﬀects, such as the emotional
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strain of hearing distressing accounts of illnesses
and conditions similar to oneÕs own, overwork
and frustration at the limited opportunities to
inﬂuence the direction of the research.13,39
We know less about the eﬀects of public
involvement on researchers, an impact issue
considered feasible to evaluate by panellists.
Some evidence suggests that it can deepen
understanding of patient issues,3,44,45 and
prompt researchers to challenge their own beliefs
and assumptions.3 While this can be a positive
experience,46 some researchers have expressed
concerns about perceived threats to their professional skills and knowledge,47 and it is suggested that diﬀerent research skills are needed by
researchers who work collaboratively with
members of the public.12
Panellists did not consider that it was feasible
to evaluate the impact of public involvement on
many research processes and outcomes (see
Table 1). Employing a mixed methods
approach, that takes account of the qualitative
ﬁndings, allows us to speculate on possible
explanations for this. Many panellists referred to
the sheer complexity of public involvement, with
diﬀerent conceptual frameworks, terminology
and practice, making it diﬃcult to generalize
across research projects. Others highlighted the
challenges of trying to track decisions made
speciﬁcally as a result of public involvement
within a deliberative process, while identifying
what might have happened if public involvement
had not been present. Diﬃculties in taking into
account the wider research context, which may
include political, organizational, structural and
strategic constraints, were also mentioned. Some
questioned the appropriateness of applying scientiﬁc enquiry to a social, collaborative partnership, where mutual learning takes place
during personal interactions.
These reservations reﬂect the diﬃculties of
assessing quality issues in research48 and echo
some of the ﬁndings from a recent comprehensive literature review of the impact of public
involvement in research that also highlighted
the gains from public involvement: ÔSome
researchers have reﬂected on how to assess the
impact of involvement and when and how best
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to involve the public in research. Their main
conclusions have been that it is diﬃcult to
assess the impact of involvement or to predict
where involvement would have the greatest
impactÕ.15 Guidance on evaluating complex
interventions49 is a timely addition to methodological approaches to evaluating the impact of
public involvement, but there are also recommendations that: Ôstrengthening the evidence
base may therefore not only be about ﬁnding
the most robust and rigorous ways of assessing
impact, but also about helping researchers and
the public to ﬁnd the most useful and consistent way of telling their storiesÕ.15 The ﬁnding
that members of the public rated the feasibility
of evaluating some impact issues higher than
researchers and others could reﬂect their experience of changes resulting from their inﬂuence,
and ⁄ or being more conﬁdent that methods of
capturing this could be identiﬁed. Another
possibility is that researchers and others sought
more rigorous evidence of impact: ÔThe vast
majority of the evidence of impact is based on
the views of researchers and members of the
public who have worked together on a research
project. Most often these views have been
obtained informallyÕ.15
Ethical and moral value of public involvement in
research
The case for public involvement is often presented in terms of normative or substantive
arguments,50 particularly in relation to basic
science. ÔNormativeÕ arguments view public
involvement as an end in itself, considering
moral or political values such as fairness and
justice, while substantive arguments consider the
eﬀects of the contribution of the public, for
example in terms of quality and relevance. Many
panellists viewed public involvement to be of
intrinsic value, and this appears to reﬂect prevailing views about its value internationally.30
Several panellists believed that this intrinsic
value should not be considered independent of
its impact, suggesting that support for public
involvement is not unreserved, underlying the
importance of evaluating its impact.

Limitations and strengths of this study
Apart from the lack of international panellists,
we believe we achieved diversity of perspective in
our panel. Eight out of the fourteen telephone
interviewees were researchers, but half of these
brought additional perspectives. The requirement for panellists to have expertise in public
involvement could have pre-disposed the panel
towards a favourable view of the feasibility of
evaluating its impact. If this is the case, consensus about the limitations of evaluating the
impact of public involvement can be viewed as a
robust ﬁnding. Few panellists had experience of
public involvement in basic research, but as this
area is less well developed, it is unlikely that
many types of pre-clinical research would be
represented. Most research areas associated with
public involvement were included. In a few
instances, panellists articulated their beliefs
about the impact of public involvement rather
than their views about the feasibility of evaluating its impact.
The 16 impact issues were developed to help
to clarify when and how it might be feasible to
evaluate the impact of public involvement. We
recognize the limitations of this simplistic
approach, in view of the complex and dynamic
nature of public involvement, which has been
described as Ôrelationships in social contextsÕ.51
In an assessment of the beneﬁts of public
involvement in diabetes research, it was suggested that Ôits impact on research stems from
the continuing interaction between researchers
and users, and the general ethos of learning from
each other in an on-going processÕ.44
Implications of the study
Policies on public involvement in health and
social research have been implemented widely,
but we know little about the diﬀerence they have
made. Most panellists agreed that there are ethical
and moral reasons for public involvement, and
there was consensus among the panellists that it
is feasible to evaluate its impact on identifying
and prioritizing topics to be researched, disseminating research and on members of the
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public and members of the research team.
Although these have been suggested as feasible
to evaluate, diﬀerent stakeholders may have
diﬀerent priorities, and it is for others to decide
whether or not these impact issues should be
privileged as priorities for future evaluations.
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