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Abstract

Objective Patient and public involvement (PPI) in
research has expanded nationally and internationally over
the last decade, and recently there has been significant
attention given to understanding its impact on research.
Less attention has been given to the impact of PPI on the
people involved, yet it has been shown that the success of
PPl in research can be reliant on the processes of
engagement between these individuals and communities.
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This paper therefore critically explores the impact of PPI
on service users, researchers and communities involved in
health and social care research.

Data Sources Searches were undertaken from 1995 to
April 2012 in the electronic databases MEDLINE, EM-
BASE, PsycINFO, Cochrane library, CINAHL, HMIC and
HELMIS. Searches were undertaken for grey literature
using the databases InvoNet and NHS Evidence.

Study Selection Studies were included if they included
the impact of PPI on individual service users, researchers
or communities under research. Studies were excluded if
they were in a foreign language (unless they were deemed
critical to the systematic review) or were in children and
adolescent services.

Study Appraisal Data were extracted using a narrative
synthesis, and quality was assessed using the Critical
Appraisal Skills Programme.

Main Results Service users reported feeling empowered
and valued, gaining confidence and life skills. Researchers
developed a greater understanding and insight into their
research area, gaining respect and a good rapport with the
community. The community involved in research became
more aware and knowledgeable about their condition.
However, lack of preparation and training led some service
users to feel unable to contribute to the research, while
other service users and communities reported feeling
overburdened with the work involved. Researchers repor-
ted difficulties in incorporating PPI in meaningful ways
due to lack of money and time.

Conclusion This is the first international systematic
review to focus on the impact of PPI on the people
involved in the process. The beneficial and challenging
impacts reported highlight the importance of optimising the
context and processes of involvement, so creating the
potential for PPI to impact positively on the research itself.
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Key Points for Decision Makers

While debates around the impact of patient and
public involvement (PPI) often focus on research and
the research process, this paper demonstrates the
importance of the impact of PPI on the people and
communities involved.

The success of PPI on research often relies on the
nature of the interactions between individuals
involved in the process. The importance of these
context and process factors cannot be underestimated
in developing positive impacts.

Careful planning, training and ensuring adequate
funding for involvement may improve the success of
PPL

1 Introduction

Patient and public involvement (PPI) has become a key
element in health and social care research in the UK and
internationally, helping to promote patient-centred research
[1, 2]. More recently, PPI has received strong policy support
with its active promotion through organisations such as
INVOLVE and Research Design Services [1, 3, 4] and
through the emphasis funding programmes such as the
National Institute for Health Research (NIHR) have placed
on PPI [5, 6]. Furthermore, global interest in PPI has spread
through key networks such as the Health Technology
Assessment International Citizen and Patient Sub-Group,
which aims to incorporate PPI into the work of its 59 member
countries [7].

While PPI has become increasingly embedded in
research, interest has grown in understanding the difference
it makes to research. An earlier paper reporting the Con-
ceptualisation, measurement, impact and outcomes of
patient and public involvement (PIRICOM) study focused
specifically on the impacts of PPI on research and identi-
fied a wide range of beneficial and challenging impacts [8].
A sister review, which focused on the impact of PPI on
health and social care services, also identified a wide
variety of positive and negative impacts [9].

While understanding the impact of PPI on research is of
great importance, developing a wider view which considers
the impact of PPI on the people involved in the process can be
critical to our understanding of why some studies that involve
patients and the public thrive, while others fail or wither, even
though their approach or methods may essentially appear
similar. In addition, the complex social processes that
underpin PPI can affect the research process, and enhancing
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our understanding of the context and process of PPI may help
identify factors that promote or inhibit successful PPL

Interest in broader societal benefits of research has been
enhanced more recently, particularly in the UK context,
where the Research Excellence Framework Higher Edu-
cation Funding Council for England (HEFCE) 2012 has
emphasised the importance of research impacting on indi-
viduals and society [10]. This has provided an important
impetus for researchers and academics to consider how
they embed public involvement more widely in their work.

This paper reports an aspect of the findings of the
PIRICOM systematic review, and is the first published
review to report these wider impacts on the people
involved in the process, including services users, patients,
researchers and wider community patient groups under
research.

2 Methods

Systematic searches were undertaken from 1995 to April
2009, and then updated in 2012, using the following dat-
abases: MEDLINE, EMBASE, PsycINFO, Cochrane
library (medical literature); CINHAL (nursing literature);
and Healthcare Management Information Consortium
(HMIC) and HELMIS. Hand searching of reference lists of
papers and hand searching of specialist journals was con-
ducted. Grey literature was searched using the databases
InvoNet and NHS Evidence. Grey literature was also
obtained by contact with key experts in the field.

2.1 Study Selection

Studies of all designs, published and unpublished, that were
in English language and reported data on the involvement
of adult service users who had been involved in a health or
social care research study were included in the first round
of study selection. Ten per cent of the abstracts or sum-
maries of material were reviewed independently by two
researchers (JB, SS). As agreement by the two reviewers on
included papers was high (94 %) and because of the large
number of papers involved in this process, the rest of the
abstracts were reviewed by one reviewer and agreement
was checked by a second reviewer.

2.2 Quality Assessment

The methodological quality of published studies was
assessed using the Critical Appraisal Skills Programme
(CASP), Oxford, UK [11], which provides critical appraisal
guidelines for randomised controlled trials, systematic
reviews, cohort studies, case controlled studies, qualitative
studies, economic evaluations, and diagnostic studies. Grey
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literature was assessed using the Dixon-Woods checklist
(2005), as used by Hubbard et al. to review grey literature
[12, 13].

2.3 Data Extraction and Synthesis

A narrative synthesis was chosen because of the mixed
study designs included in the review [14]. This involved
familiarisation with the papers, then the identification of
emergent themes. The synthesis aimed to draw out key
themes that related to our research aims. This has been
summarised in a descriptive form to draw conclusions
about the evidence. The data are presented in a descriptive
or non-quantitative synthesis with data tabulated in a way
to allow readers to look at the evidence, the methods used,
the populations studied, the interventions used, and the
outcomes of the studies [8].

For tabulated data and quality assessment, refer to the
full PIRICOM report (http://www.ukcrc.org/category/
publications/reports/).

2.4 User Involvement in the Study

Three users were recruited to the advisory group of this
study, and contributed to the design, methodology and
analysis in the systematic narrative review. An expert
seminar was held at the end of the project, including 24
service users and individuals who work in the field of PPI,
to provide an opportunity for them to contribute to the
synthesis of findings from the systematic review and add
their interpretations and perspectives.

3 Results

The first searches for the wider review identified 13,890
potential papers that included evidence of any conceptu-
alisation, impact, measurement or outcome of PPI in health
and social care research, as per the inclusion and exclusion
criteria. Updated searches identified a further 17 papers, of
which seven were included. Studies were included (1) if
they reported the impact of the research on individual users
or research team members (e.g. personal development/new
skills/financial issues or work load/emotional journey), on
groups (e.g. communities, user groups, teams), on organi-
sations (e.g. communities, charities, NHS, council), and on
policy (local and national); (2) if research evidence was
from 1995 to 2012; (3) if they were written in the English
language; and (4) if the service users involved were adults.
Studies were excluded if they were not written in English;
if they included child and adolescent services; if the evi-
dence was in the format of letters, opinions, and editorials;

or if the study had a fatal flaw, in terms of quality
assessment, which compromised its results.

The results section is divided into impact on service
users, impact on researchers, and impact on the community
under research.

3.1 Impact on Service Users

In total, 65 papers reported impacts of PPI on health and
social care service users. Of these studies, 42 were quali-
tative studies, 12 were case studies, three were a case
series, three were cross-sectional studies, and five were
reviews of the evidence. Forty-five papers were from the
UK, 12 were from the USA, two were from Canada, two
were from Australia, two were from Sweden and two were
from the Netherlands.

Personal benefits to users were reported, including
feeling listened to and empowered [15-25], and feeling
valued [20, 24, 26-33]. Users talked of being able to give
something back and of doing something meaningful for the
research community [20, 29-31, 34]. Studies reported
service users felt they had better confidence and greater
self-worth after their involvement, and also reported a
sense of mutual support from fellow users [20, 21, 35-39],
who often felt part of a team [20, 28, 31, 32, 37, 40-42].

Furthermore, the evidence shows that where training in
research had been conducted with users, studies reported
users had an improved knowledge of research [20, 35, 42—
47] and improved knowledge of the study [20, 26, 36, 48].
Service users reported that involvement in the research
demystified research and gave users a more open attitude to
research, leading to a better understanding of and improved
trust in researchers [24, 49-51].

Improved direct access to information on the current
treatment or management of their illness and exchange of
information with researchers were reported as beneficial to
users [20, 39, 52]. This also improved their ability to
problem solve regarding issues they had in relation to their
condition [13, 50, 53].

Gaining skills such as interviewing, confidence in
speaking, and listening in groups, where group work was
conducted [16, 38, 39, 43, 54-60], was also reported, and
these new skills helped improve the users’ chances of
future employment [19, 23, 43, 45, 61, 62].

Studies also reported more challenging, sometimes
negative, impacts on service users. Several studies reported
that users involved in PPI consultation felt they were not
being listened to or felt their views were marginalised [51,
63, 64]. They reported feeling frustration at what they saw
as the rigid and rather limited beliefs of some ‘experts’
[63]. Furthermore, users reported frustrations with regard
to assumptions that they lacked knowledge and therefore
their views were not to be taken seriously [31, 57, 59, 63,
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65]. In one study, users reported the perceived insensitivity
of health professionals and researchers [29], while another
reported that researchers ‘speak another language’ [51].
Low self-esteem and unease at expressing their opinions
were reported [24, 66].

The lack of preparation and training of the service users
left them feeling inexperienced and unable to contribute in
group situations, which in turn led to low attendance rates
throughout one study [22, 23, 56, 67, 68]. Lack of prepa-
ration also led to misunderstandings about why they were
involved, and disappointment that they were not given
support in how to manage their condition [69]. Studies
reported users’ confusion and conflict due to lack of clarity
about their roles in the research [26, 42, 44, 51, 63, 70, 71].
Furthermore, users reported unease at the changing roles
between users and health professionals (e.g. changing from
a doctor—patient relationship to meeting as colleagues), and
concern that close working relationship with clinicians may
lead other patients to assume they receive preferential
clinical care [31].

Users found the formal procedures of research limiting,
for example, the strict use of interview schedules instead
of gaining data through more informal discussions with
interviewees [24, 50, 56, 70]. Users also reported frustration
at having to adapt pre-developed materials for studies,
limiting their contribution to more user friendly materials
[28, 56]. Service users also reported the emotional burden
of listening to participants recount their experiences, the
emotional burden of recalling their own experiences [19,
29, 56, 72, 73], and the burden of responsibility of being a
‘bridge’ between the research team and the community [36,
50, 70]. A lack of understanding of research methodology
and unfamiliar processes, acronyms and technical language
led to concerns about the research being conducted [22, 41,
51, 69, 74]. For example, a lack of understanding of ran-
domised controlled trials led to concern about the use of
randomisation in the trial, specifically, the non-selection of
a participant for treatment [74].

The failure of researchers to provide feedback to users
about the impact of their involvement meant that users
were not able to learn how useful their input had been,
which led to a lack of motivation to be involved in future
research projects [66]. Furthermore, studies reported that
users felt left out of regular communication within research
teams, as routine use of e-mail, corridor meetings by
researchers, and attendance at academic conferences could
exclude users [21, 31, 32]. Another study reported that
users perceived that more weight was put on issues
expressed by those who were able to present their views
more cogently than others (‘Posh articulate got more
attention’) [34].

Studies reported that users’ involvement in research was
time consuming, which may discourage them from being

A\ Adis

involved in future research [17, 22, 26, 31, 34, 39, 50, 52,
57, 59, 60]. They reported difficulty fitting the work in
around other life commitments [75], and reported feeling
overburdened with tasks and having limited time to read
unfamiliar documents before meetings [22, 28, 31, 33, 69].

3.2 Impact of PPI on Researchers

In total, 35 papers reported impacts of PPI on health and
social care researchers. Twenty-six papers were qualitative,
four were case studies, one was a case series, one was
cross-sectional, and three reviewed the evidence. Twenty-
five papers were from the UK, six were from the USA, two
were from Australia, one was from Canada, and one was
from the Netherlands.

Through involving users in the research, researchers
gained fresh insights into issues [16, 27, 31, 33, 50, 65, 76].
Beliefs and attitudes could be challenged as researchers
gained a greater understanding of the community health
needs; barriers to research could be identified; and
researchers developed skills to resolve differences [17, 31,
50, 57]. One study reported that when seeking research
topics, face-to-face discussion with a user group was more
productive than scanning consumer research reports or
consumer health information [51].

In collaborations with users, researchers found that by
spending time with community members, they built a good
rapport with users, and one study reported that researchers
found their preconceived assumptions on the community
under research were challenged [19, 49]. Researchers were
given an insight into how users think and feel, and gained
experience in providing background project information to
users, which may have led to greater respect towards the
community they were studying [33]. In turn, researchers
worked with committed lay researchers who wanted to make
adifference, and often committed to helping further research
[34, 52, 77]. Researchers remained focussed on the issues
important to the community they were researching, and by
listening to the questions and concerns of client organisa-
tions, researchers improved trust and confidence with com-
munity collaborators [69]. PPI provided greater diversity
within the research team, and in the case of collaborative
work or user-led research, often lightened the workload for
the researchers, whose role became more one of professional
advice and support [68, 77].

One of the most challenging impacts reported by
researchers was the impact that PPI had on time, resources
and funding [24, 27, 39, 52, 69, 77, 78]. Gaining additional
funds for PPI can be challenging, and additional time is
required to build working relationships with service users
and to plan and conduct PPIL

Researchers could be sceptical about PPI, leading to a
lack of commitment and a tokenistic attitude towards
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involving users in their research [20, 28, 30, 31].
Researchers reported having concerns about what contri-
bution users could make to a research project and concern
over the competence of users to assist with research [66,
69, 71]. They were also concerned that users may come
with their own lobbying agenda [65].

Difficulties arose for researchers when there was a lack
of pre-defined roles for lay researchers and academic
researchers. This lead to misunderstandings about what
researchers expected of users [31, 71]. Some researchers
had difficulty accepting the views of users when they did
not match that of the academic researchers, particularly
when research deemed worthy and viable by ‘experts’ was
not received so well by users [34, 53, 68, 69]. Furthermore,
studies reported that researchers had difficulty in relin-
quishing control over or sharing power over research [19,
22, 53], with researchers feeling users were encroaching on
their ‘territory’ [73]. In one study, where the patient part-
ners led in the interviews, the interaction created a con-
fusing situation for the professional researcher, who felt
excluded during the interview process [16].

Researchers found having to change working practices
to include service users difficult, which could lead to
conflict [19, 24, 31, 66]. Tension between what constitutes
a good research study (academic criteria vs. user perspec-
tives) also caused difficulties for researchers [17, 59], and
researchers found the constant criticism difficult to take
[31]. One study reported that the researchers were not
convinced the additional effort and resources were worth-
while [66].

3.3 Impact of PPI on the Community

In total, 23 papers reported impacts of PPI on the com-
munity involved in research (i.e. the wider patient group
under research). Seventeen studies were qualitative studies,
one was a cross-sectional study, four were case studies, and
one was a review of the evidence. Thirteen studies were
from the UK, six were from USA, two were from Canada,
one was from the Netherlands and one was from Australia.

Studies report that a mutual respect between researchers
and the community may develop as a result of PPI [22, 24,
25, 42, 49, 50], increasing the acceptability and trust of the
research in the community [24, 25], and resolving conflict
between researchers and the community [25, 42], and
therefore aiding the success of the research. The improved
trust may in turn build a more research co-operative spirit
within the community [25, 40, 42], and give research
credibility in the community [25, 39].

User involvement was reported to increase the aware-
ness of the disease or condition in the community through
presentations and dissemination of information from public
and charitable associations [25, 35, 36, 51, 52, 79, 80],

which developed greater knowledge of and better distri-
bution of information on diagnosis and treatment in the
community [40, 52, 80], potentially leading to a better-
informed patient population [52]. PPI also led to increased
membership for community groups [52] and to greater
intercultural understanding by all parties involved in the
research about issues of the disease or the condition within
the community, such as the taboo of diabetes in Asian
communities and the challenges of health promotion within
Hispanic communities [39, 50].

User collaborations with researchers provided a new
interface by which research is fed back to the community
[66, 80], as users became advocates of the research in the
community [48, 81]. PPI also led to a sense of community
ownership of research as parties worked together to
develop a better action plan for dissemination of research
findings [42].

PPI activity may also have other community benefits,
such as relating the research more directly to the illness
experiences of the community [22, 77, 80]. Broadening the
research agenda beyond that set by clinicians and
researchers [77] can make the science more accountable to
the community [22, 50] and create links to specific seldom
heard communities [24, 25, 50]. A greater mutual trust may
help overcome resistance to new ideas in the research
community [42], develop better targeted services based on
the identified needs [33, 42], create new ways of commu-
nicating with health professionals [38], and increase the
likelihood that community members comply with treatment
and care plans [33].

Five published papers reported the challenging impact
of PPI on the researched community. The evidence reports
that PPI may uncover or create conflict and power struggles
within the community [24], and may increase the time and
cost burdens of the community organisations involved [46,
64]. Furthermore, there may be difficulty representing
those in the community who are severely disabled or
severely ill, because of their health status.

4 Discussion

While PPI in research has become embedded in many
ways, much of the focus has been on impacts on research.
The PIRICOM systematic review also considered the
impact on individuals involved in PPI—service users,
researchers and the wider community patient groups—an
area which often receives less attention.

This paper reports international evidence of the benefi-
cial and challenging impacts of PPI on service users,
researchers and communities engaged in the research. The
evidence reported highlights that PPI impacts these dif-
ferent groups in different ways, and may be linked to
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differing motivations and values, less often explored in
studies of impact.

For service users, the impacts reported are more of a
personal journey, with reports of users feeling empowered,
valued, listened to and generally more positive about their
experiences. Users also increased their knowledge of their
condition and developed life skills. Many of these impacts
reflect the wider societal benefits that demonstrate the
potential for research to act as a positive force in society,
engaging a broader range of individuals, involving them in
meaningful ways to contribute to the generation of research
that has potentially broader utility and relevance for the
wider public. This positive experience motivated service
users during and after the study to continue being involved
in research. However, if negative impacts are reported,
such as experiencing researchers’ negative attitudes and
perceptions, not feeling valued by the researchers, not
receiving feedback from researchers, or feeling overloaded
or emotionally overburdened, they can lead to reduced
motivation of service users to be involved in research, and
therefore have negative impacts on the research [66, 82].

For researchers, the positive impacts reported were
about gaining new insights into their work and gaining a
greater understanding of the area under study. Researchers
found possibilities for working in new ways and developed
trust and advocates of their research within the community
under research. This can lead to the development of more
patient focussed protocols, improvement in recruitment and
the quality and relevance of data collected, more patient-
related themes being identified in the analysis, and wider
dissemination of the results [83, 84].

One of the most challenging impacts on researchers is
the lack of funding and time to conduct the PPI activity
following the right processes and in the right context in
order for the PPI activity to have a valid impact. There is a
general feeling that PPI is still not taken seriously enough
by funders, who see it as a low priority and therefore don’t
provide enough funding for it, although some funders such
as NIHR in the UK now provide important support for PPL.
Furthermore, PPI involvement needs additional time, and
this needs to be accounted for in research proposals.

A lack of commitment and a tokenistic attitude towards
PPI by researchers can have challenging impacts on the
service users, who feel undervalued, unimportant in the
process, and unable to contribute, which may lead to a
reduced impact or no impact of user involvement on the
research.

For the community, beneficial impacts reported included
greater awareness of the condition and a better under-
standing of research. However, the increased expectations
on the community can be time consuming and costly for
community members, often with little money to compen-
sate for this.
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A common theme identified in this review is the
potential for challenging impacts which can result from
colliding worlds, where the values and assumptions
researchers have meet with the needs and aspirations of
users and the community as a whole, and do not necessarily
mesh well. This may negatively impact parties involved in
PPI, and subsequently impact the success of PPL
Researchers report the challenging impact of having to
compromise their working practices, and express concern
that the impact of PPI may affect the integrity of the
research, while service users report the issues of not being
taken seriously, not being given a clear role, and not being
given the knowledge or training needed to be able to
contribute, leading to the loss of any hopes and aspirations
for future involvement. This can create frustration and
conflict between parties. Pre-planning, the training of both
service users and researchers, and the development of trust
and a good working relationship, so issues can be resolved
as and when they arise, may alleviate such tensions.

While other reviews have reported the effects of PPI in
research, this is the first systematic review to explore the
impacts (INVOLVE report). However, although this paper
has reported some important impacts on the people
involved in research, the primary studies often report
impact poorly, particularly in relation to the depth and
content validity of the reporting, that is, the extent to which
all the impacts identified in a study are actually reported in
the final papers [85]. Studies are variable in the context and
process information that they report around PPI and per-
haps do not recognise the importance of reporting this in
adequate detail alongside the impact results in order to aid
our interpretation of why some forms of PPI work while
other similar efforts have struggled. In this review it
became clear that some aspects of context and process are
more likely to create positive impacts, while others may
lead to more challenging or negative impacts. For example,
adequate funding and time, planning and procedures put in
place early on, clear definition of roles, a positive attitude
of researchers towards PPI, and trust and respect between
parties increase the opportunity for a positive impact. A
lack of funding and time, poor planning, unclear proce-
dures and roles, a negative attitude of researchers, and a
lack of trust and respect between parties increase the
potential for a negative impact.

Future studies evaluating the beneficial and challenging
impacts of PPI on researchers should be aware of the
complexities of evaluating such impacts. A better con-
ceptualisation of impact, prospective longitudinal studies to
capture how impact changes over time, and development of
valid and reliable tools with which to measure this impact
are needed to contribute to significantly enhancing our
understanding of PPI, what works, for whom, why, and in
what circumstances.
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5 Conclusion

The impact of PPI on the individuals and communities
engaged in research is critical for the success of PPI in
research. It is therefore essential to create a supportive
environment with the right context and processes to enable
the greatest chance of having a beneficial impact.
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