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Abstract
Background  Patient and public involvement (PPI) is crucial for aligning research with public needs, reducing research waste, 
and enhancing the relevance and quality of evidence. Evaluating PPI is necessary to ensure its effectiveness. However, despite 
its recognised importance, researchers have reported a lack of robust tools for evaluating PPI systematically. To clarify which 
tools are used to evaluate PPI in health research, we conducted a scoping review.
Objective  We aimed to identify and map evaluation tools that have been used in empirical health research studies to assess 
PPI, and to describe reported outcomes related to PPI.
Methods  A scoping review was conducted in accordance with Preferred Reporting Items for Systematic Reviews and Meta-
Analyses extension for Scoping Reviews (PRISMA-ScR) guidelines. A comprehensive search was undertaken in MEDLINE, 
Embase, CINAHL and Scopus to identify studies published between 2021 and 2024 describing evaluation tools for PPI in 
health research contexts. Studies evaluating PPI were included, irrespectively of tool validation. Study selection and data 
charting were guided by principles from structured extraction frameworks and results were synthesised descriptively and 
narratively.
Results  Thirty studies were included. Positive personal outcomes for PPI partners were reported, including increased well-
being and skill development. Despite the existence of robust validated evaluation tools, many were adapted or developed 
de novo. An ‘us vs them’ dynamic was noted, reflecting differing engagement levels between PPI partners and researchers 
during evaluations. The need for additional training for both PPI partners and researchers to enhance collaboration was a 
recurring theme.
Conclusions  Patient and public involvement evaluation tools are often developed or adapted to fit specific contexts, with 
multiple methods used for assessment. Challenges include low researcher response rates in evaluations and the need for 
better researcher preparedness for PPI.
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1  Introduction

Recognition of the importance of patient and public involve-
ment (PPI) in health research has been growing from the 
Alma-Ata Declaration of 1978 [1, 2] to the most recent 
Helsinki Declaration in 2024 [3], marking five decades of 
acknowledgement. Within this, a growing focus on research 

quality has highlighted the concept of “research waste”, 
which PPI can mitigate by ensuring that research addresses 
relevant questions and produces meaningful outcomes [4–6].

Thus, as the global interest in PPI increases, the need 
for improved practices intensifies. In 2017, the International 
Patient and Public Involvement Network (IPPIN) was estab-
lished in the UK to promote Standards for Public Involve-
ment and draw on practices previously established by the 
National Institute for Health and Care Research (NIHR) 
[7–9]. Furthermore, to enhance transparency and quality in 
PPI, the Guidance for Reporting Involvement of Patients 
and the Public (GRIPP2) framework was published in 2017, 
offering two checklists to guide the reporting of PPI research 
[10].

Alongside the increased interest in PPI within conven-
tional health research, participatory traditions such as co-
production, community-based participatory health research 
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Key Points for Decision Makers 

Well-established and validated evaluation tools are often 
modified or adapted, or new evaluation tools are devel-
oped de novo.

Evaluation of patient and public involvement in health 
research contributes to positive personal outcomes 
for patient and public involvement partners, including 
improved well-being and the development of new skills.

A noticeable ‘us vs them’ dynamic was seen, with 
patient and public involvement partners typically show-
ing higher response rates than researchers during evalu-
ations.

outcomes [22]. The assertion of insufficient quality of PPI 
evaluation in studies aligns with findings by Boivin et al. and 
Shahid et al., emphasising the need for a rigorous assess-
ment of PPI in research [23, 24]. Both review studies found 
that the evaluation of the quality of PPI was inconsistent, 
with various methods applied; most of these focused on 
the engagement process rather than outcomes. Shahid et al. 
also found a lack of discussion-based methods and ongo-
ing assessment during projects. Thus, despite the growing 
emphasis on PPI in research, insufficient standards of evalu-
ation appear to undermine the field, leading to participation 
that is often symbolic rather than substantive [21, 23–26]. 
Brett et al. go further, arguing that PPI is sometimes imple-
mented merely to meet policy requirements, reducing it to 
a symbolic gesture and compromising the quality of the 
research [27]. This necessitates the development of inno-
vative evaluation tools to address deficiencies in current 
practices.

The aim of this study was to identify and map available 
evaluation tools for PPI in health research, including the 
reported outcomes of PPI in research. The study was guided 
by an open approach to identify recurring elements in the 
evaluation of PPI in research. Rather than seeking predefined 
evaluation tools, we examined empirical studies to identify 
how PPI is evaluated in practice and which outcomes are 
reported. We were guided by the following research ques-
tion: How is PPI evaluated in empirical health research in 
terms of the tools applied, and the outcomes reported, and 
what are the recurring themes across studies in relation to 
these evaluations?

2 � Methods

Given the heterogeneity within the field of PPI evaluations 
in health research, a scoping review was deemed appropriate 
to address the research question [28, 29]. Following the UK 
Standards for Public Involvement in Research, we defined 
PPI as research carried out ‘with’ or ‘by’ members of the 
public rather than ‘to’, ‘about’ or ‘for’ them. This is also 
referred to as consumer involvement [30].

2.1 � Protocol and Registration

The methodology for scoping reviews described by Levac 
et al. was employed to guide this research [28]. To ensure 
comprehensive and transparent reporting, the Preferred 
Reporting Items for Systematic Reviews and Meta-Analyses 
extension for Scoping Reviews (PRISMA-ScR) guidelines 
were applied [31]. A protocol was developed and registered 
in the Open Science Framework https://​osf.​io/​czymh/ [32].

and participatory action research have been developed. 
These practices are grounded in distinct theoretical and 
methodological backgrounds with roots in rights-based 
approaches [11]. The core principles of PPI—participation, 
equity and recognition of experiential knowledge—often 
stand in tension with conventional evaluation frameworks 
that prioritise standardisation and measurable outcomes, 
complicating comparisons across these diverse traditions 
[12]. Foundational values in conventional health research, 
such as objectivity and standardisation, can present chal-
lenge evaluative practice, particularly in participatory con-
text like PPI. As highlighted by researchers in the field, dif-
fering epistemological and managerial traditions complicate 
how such approaches are assessed and compared. Never-
theless, evaluating the impact of PPI on research outcomes 
is essential to facilitate adjustments that enhance research 
relevance and quality [13–15].

Various global guidelines exist for involving and eval-
uating patient and public input, including the work of 
Smits et al. and de Wit et al. [16–18], initiatives from the 
NIHR [9], the Patient-Centered Outcomes Research Insti-
tute (PCORI) [19] and the Canadian Institutes of Health 
Research (CIHR) [20]. However, some studies raise critical 
reflections on PPI in research, suggesting that prioritising the 
involvement process may potentially undermine the quality 
and rigour of the generated evidence; a systematic review 
by Malterud and Elvbakken found that co-research may not 
necessarily produce more relevant knowledge. Their results 
indicate that some projects seem to value PPI itself rather 
than the outcomes of research processes, raising questions 
about the relevance of PPI in research and the effective allo-
cation of resources [21].

Similarly, Grindell et al.’s review indicates a lack of evi-
dence that co-approaches actually lead to improved health 

https://osf.io/czymh/
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2.2 � Eligibility Criteria

We included the literature that evaluated PPI in the context 
of health research and explicitly described an evaluation 
model or tool. Inclusion was restricted to studies published 
in English or Nordic languages published within the years 
2021–2024, with the full text available via the University 
Library of Southern Denmark. The original search strategy 
included the years 2011–2024, but the quantity of literature 
identified was unmanageable and the publication range was 
consequently narrowed to 2021–2024. The cut-off of 2021 
was adopted based on Shahid et al.’s review, which con-
cluded in that year. As the number of PPI-related publica-
tions is rapidly growing [33, 34], we decided that material 
building on Shahids et al.’s sample would be adequate to 
add to existing knowledge. These adjustments were made 
with the assistance of an information specialist experienced 
in designing search queries within the field of PPI. As a 
result, the initial eligibility criteria outlined in the protocol 
diverged slightly from those applied. We excluded studies in 
which patients or public representatives also participated as 
subjects without a clear delineation of their role as research 
partners.

2.3 � Information Sources and Search Strategy

A systematic search was performed in the CINAHL, Scopus, 
MEDLINE and Embase databases (4 March, 2024 and re-
run June 2025). The search strategy was inspired by Shahid 
et al. [24] and Boivin et al. [23] and was structured using the 
PCC (Population or Participants/Concept/Context) frame-
work [35].

The search strategy included free-text terms, MeSH 
terms and subject headings for title, abstract and keywords. 
Boolean operators (“AND” and “OR”) were applied to com-
bine concepts, and truncation was used to capture several 
grammatical declinations. Afterwards, the search strategy 
was adapted to fit each database and validated by an infor-
mation specialist. The generic search strategy is presented in 
Table 1 and the full versions of the Embase and MEDLINE 
searches are documented in the Electronic Supplementary 
Material.

2.4 � Selection of Sources of Evidence

Identified literature was exported to Endnote Version 20.6 
(Bld 19 1333) (https://​endno​te.​com/), where duplicates were 
removed before importation to Covidence (www.​covid​ence.​
org). Two reviewers (SN and BN) independently screened 
the titles and abstracts. Full-text screening was performed 
by the first author with subsequent validation by another 

reviewer (BN). Inconsistencies and disagreements through-
out the process were resolved through discussions. The pro-
cess is illustrated as a flowchart in Fig. 1.

2.5 � Data Charting and Data Items

Data extraction was performed by a single reviewer (SN), 
guided by the Joanna Briggs Institute template [32] and vali-
dated by a second reviewer (BN). The following items were 
extracted: author(s), year of publication, country (based on 
first author affiliation), aim/purpose, name and type of evalu-
ation model/tool (e.g. scale, interview), type of PPI activity, 
role of research partner (as outlined by the NIHR) and key 
findings that relate to the scoping review question/conclu-
sion of included studies (see Table 2).

We evaluated PPI roles as defined by the NIHR:
Consultation: eliciting public input to inform decisions.
Collaboration: a sustained partnership with joint decision 

making.
Co-production: a collaborative effort with shared author-

ity and accountability.
User-controlled research: research directed and managed 

by users [36].
The extracted data were managed in a customised sheet in 

Microsoft 365 Excel Version 16.84 (24041420) and Micro-
soft 365 Word Version 16.84 (24041420).

2.6 � Synthesis of Results

Study characteristics are presented descriptively, with pat-
terns across the studies identified and presented narratively. 
This approach, as delineated by Lucas et al., is well suited 
for reviews aiming to describe the existing body of litera-
ture, including the scope of what has been studied and the 
strength of available evidence, and to identify gaps that need 
to be addressed [37].

3 � Results

3.1 � Selection of Sources of Evidence

We identified 9536 records and after removing duplicates, 
6994 records were screened by title and abstract. After 
screening, 6882 articles were excluded and 112 full texts 
selected; 110 were available for full screening. Of these, 
86 were excluded because of not reporting PPI evaluations, 
wrong language or access issues. Backward chaining yielded 
five additional records, resulting in an overall inclusion of 
30 records. All details are shown in Fig. 1.

https://endnote.com/
http://www.covidence.org
http://www.covidence.org


24	 S. Nissen et al.

3.2 � Characteristics of Sources of Evidence

Among the included studies, five were published in 2025, 
eight in 2024, eight in 2023, three in 2022 and six in 2021. 
Of these 30 publications, 29 were journal articles [38–66] 
while one was a conference abstract [67]. Eight countries 
were represented: 12 studies originated from Canada [38, 
42, 44, 49, 50, 52, 54–56, 59, 60, 65], seven from the UK 
[39, 40, 45, 46, 58, 63, 67], five from the USA [41, 43, 47, 
57, 66], two from the Netherlands [51, 64] and one each 
from Australia [53], Brazil [48] Finland [62] and Germany 
[61]. Seventeen research areas were represented, with most 
studies pertaining to mental health (n = 4), paediatrics (n = 
4), coronavirus disease 2019 (n = 3), rheumatology (n = 2) 
and dementia (n = 2). The remaining research areas were, 
rehabilitation, brain cancer, asthma and chronic obstructive 
pulmonary disorder, ageing, doctoral research, palliative 
care, primary healthcare, health services research, gastro-
enterology, environmental health, implementation/hospi-
talisation, ambulatory surgery and imaging, non-specified 
patient-oriented research, public health or health equity 
research. Patient and public involvement partners were pri-
marily patients or individuals with lived experience (n = 
22), family partners/caregivers and parents (n = 12), with 
other included parties being patient, community and citizen 
representatives (n = 12), and professional and organisational 
stakeholders (n = 9)

In 12 studies, PPI consisted of a combination of consulta-
tion and collaboration in their research project. A further 11 
studies involved collaboration. Two studies conducted PPI as 
consultation alone, and three study implemented co-produc-
tive PPI. In evaluating PPI, 14 studies used mixed methods, 
12 studies used quantitative methods and four studies used 
qualitative methods.

In 15 studies, PPI partners alone were evaluated [38, 41, 
43, 44, 46–48, 50, 53–55, 57, 58, 65, 67], with researchers 
also evaluated in 15 studies [39, 40, 42, 45, 49, 51, 52, 55, 
56, 59–64, 66]. In all included studies, the researchers were 
evaluators; PPI partners also acted as evaluators in eight 
studies [38, 46, 55, 58, 61–64].

Fourteen studies conducted ongoing evaluations [41, 42, 
44, 46–48, 50, 55–58, 61, 62, 64, 65], while seven studies 
evaluated at the end of the project [39, 40, 45, 49, 54, 63, 
65]. In eight studies, the specific timing of the evaluation 
was not explicitly disclosed [38, 43, 51–53, 59, 67]. All 
studies, except one [67], included an evaluation of the pro-
cess. Fifteen studies incorporated evaluation of the process, 
impact and outcomes [39, 40, 42, 45–48, 50–52, 54, 56, 57, 
60, 62, 64, 65]. Five studies focused solely on process evalu-
ation [41, 43, 44, 53, 63, 66], and one on impact alone [67]. 
One study evaluated process and outcome [61], and five 
studies evaluated process and impact [38, 49, 55, 58, 59].

Seven studies reported their findings in accordance with 
the GRIPP2 guidelines [39, 40, 49, 55, 58, 59, 61]. Of these, 

Table 1   Generic search strategy

*Truncation is used to capture various word endings or forms, allowing for a broader search

Population
Patient/public

Concept
Patient and public involvement evaluation tool

Context
Health research

Patient/public Involvement Evaluation Tool Health research

Patient*
Lay person
Public
Consumer*
Citizen
Service user
Community mem-

ber stakeholder

Involv*
Engag*
Participat*
Consultat*
Partnersh*
Collaborat*
Contribut*
Collaborative inquiry
Expert by experience
Co-design
Peer research
Research involvement
Collaboration with consumer
Co-researcher
Co research
Co-research
Participatory action research
Community-based participatory research
Co-designed research
Co-production
Action research
Participatory research

Evaluat*
Assess*
Measur*
Effectiveness
Process
Quality assessment

Model
Tool
Instrument
Questionnaire Scale
Grid
Framework
Interview
Self-report

Health research
Public health research
Biomedical research
Health services research
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four specified whether they used the short or long form and 
included the GRIPP2 checklist as an attachment: three used 
the short form [49, 58, 59] and one used the long form [55].

Five articles either used GRIPP2 to inform their evalua-
tion or mentioned/provided a link to it, but none included the 
checklist or specified whether PPI was reported in accord-
ance with GRIPP2 guidelines [38, 45–47, 63]. Further 
details are presented in Table 2.

Each study used different terminology, highlighting a 
lack of consistency in the approaches employed for evalu-
ation. Thirteen studies included tables or figures to illus-
trate PPI activities within the research process [41, 45–48, 
50, 54–56, 58, 60, 61, 63], while the remaining studies 
described the PPI activities in varying levels of detail 
within unspecified sections of the text. Patient and pub-
lic involvement activities were reported across multiple 
stages of the research process, including study planning, 
data interpretation and dissemination. These activities 

predominantly reflected collaboration with contributors 
actively involved in shaping research questions, co-design-
ing methods, interpreting findings and co-developing dis-
semination strategies. In some cases, consultation was also 
evident; particularly in terms of feedback on study mate-
rials and decisions. See Table 2 for further information.

3.3 � Evaluation Tools Used in Practice

A total of 22 methods for data collection were identified 
across the included studies (see Table 3). These methods 
were subsequently categorised into 13 distinct evaluation 
methods such as singularly applied tools, surveys, ques-
tionnaires and interviews (see Fig. 2), encompassing 71 
individual tool types. Among these, a small number, for 
example frameworks, models and rubric, were not used 
directly for data collection but rather served as frameworks 

Records identified from:

Embase (n = 2396)

MEDLINE (n = 2382)

CINAHL (n = 2759) 

Scopus (n= 1999)

Total (n= 9536)

Records removed before screening:

Duplicate records removed

from: 

Endnote: (n = 1948)

Covidence (n = 594)

Total (n= 2542)

Records screened

(n = 6994)

Records excluded by human: 

(n = 6882)

Reports sought for retrieval

(n = 112)
Reports not retrieved

(n = 2)

Reports assessed for eligibility

(n = 110) Reports excluded: (n=85)

Not PPI evaluation (n=82)

No access (n = 2)

Wrong language (n = 1)

Records identified from:

Backward chaining 

(n = 5)

Studies included in review

(n =30)

From databases: 25

From chain search: 5

Identification of studies via databases and registers Identification of studies via other
methods

Id
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Fig. 1   Preferred Reporting Items for Systematic Reviews and Meta-Analyses (PRISMA) 2020 flowchart (including updated search June 2025). 
PPI patient and public involvement.  Source: Page MJ, et al. BMJ 2021;372:n71. https://​doi.​org/​10.​1136/​bmj.​n71.

https://doi.org/10.1136/bmj.n71
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to guide or support the evaluation process. These were 
included in the mapping to reflect their functional role in 
shaping data collection strategies, even though they do not 
themselves generate data.

Of the 71 tool types, 32 were named (see Table 3), 
including 25 based on pre-existing tools and seven that 
were de novo custom designed for individual studies. In 
addition, four studies developed custom-designed evalu-
ation tools but did not assign them a specific name; these 
are listed in Table 3 by author. The most frequently used 
tools were PPEET and PEIRS22, each applied in six stud-
ies. Despite the validation of both PPEET [68, 69] and 
PEIRS22 [70], these tools were not employed in their 
original forms; rather, they were adapted or supplemented 
with additional evaluation tools or open-ended questions.

Seven studies employed a single type of data collec-
tion method, i.e. questionnaire (n = 4), model (n = 1), 
interview (n = 1) and survey (n = 1) [44, 49, 54, 59, 61, 
63, 66] while 15 studies used surveys or questionnaires in 
combination with other methods [38–42, 45–48, 50, 53, 
55–57, 60, 64, 65]. Further details of the included studies 
are presented in Table 3.

Existing evaluation tools were used with adaptations 
and in various combinations (see Table 3). While vali-
dated and non-validated evaluation tools were identified, 
all included studies, except one [63] found it necessary to 
either combine or adapt existing tools; several chose to 
develop entirely new tools [45, 46, 48–50, 57, 62, 66, 67], 
which calls for future adaptations [62]. The adaptations 
and combinations of tools were implemented to accom-
modate specific contexts and purposes of the evaluation 
[38, 41, 44, 51, 54–56, 59, 65, 66].

3.4 � Outcomes of Involvement in Research

Patient and public involvement directly resulted in vari-
ous changes in the included studies, manifesting both as 
modifications to the project and personal changes for those 
involved [38–67]. Patient and public involvement evalua-
tions informed the related changes throughout the process 
[45–51, 53, 55–57, 59, 60, 64, 65, 67]. The personal changes 
experienced were diverse and occurred primarily among PPI 
partners but were reported to be uniformly positive. Patient 
and public involvement partners reported increased mental 
and physical well-being and the development of new trans-
ferable owing to their involvement in the research [39, 40, 
42, 45, 46, 48, 50, 51, 54, 56, 58, 62, 64–66]. For patients 
acting as PPI partners, the research became a way of cop-
ing with their illness. However, the impact evaluations were 
restricted to short-term outcomes and aligned more closely 
with the output such as the content, language and design of 
illustrations in the flyer.
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Across the included studies, PPI partners reported that 
their perspectives were not always acknowledged, risking an 
imbalance between PPI partners and researchers [38, 51, 66] 
creating an ‘us vs them’ scenario. This was evident in the 
proportion of evaluation tools designed for PPI partners only 
[38, 41, 43, 44, 46–48, 50, 53–58, 65, 67]. Additionally, the 
terminology used to describe evaluations is notable. Only 
a minority of studies used terminology aimed at a partner-
ship [38, 56, 58, 59, 63, 67], while the majority described 
the evaluation with a focus on “PPI” [39–41, 43, 44, 47, 48, 
50–52, 55, 58–60, 62, 64, 66]. This raises the question of 
whether it is equitable to only evaluate one collaborating 
partner, rather than conduct an evaluation of the partnership 
and collaboration as a whole.

The motivation of PPI partners to participate was often 
explicitly expressed, whereas it was not possible to iden-
tify researchers’ motivations [42, 43, 45, 49–51, 63, 65]. 
One study indicated that researchers did not feel adequately 
prepared for collaboration with PPI partners, which created 
unfavourable conditions for a partnership [65]. This high-
lights the importance of training for both PPI partners and 
researchers. Despite the provision of training [39, 40, 48, 51, 
55, 56, 59, 60, 62], both partners and researchers reported 
feeling insufficiently equipped for the collaboration [41, 44, 
45, 50, 51, 53, 64]. Thus, a picture of an increased need for 
training individuals in the research group was seen.

3.5 � Themes Across Studies

3.5.1 � Roles

Despite widespread agreement on the importance of 
involving PPI partners at every stage, [38–41, 47, 49, 51, 
56, 60], few studies explicitly acknowledged that PPI input 
was not always feasible or appropriate in practice [45, 63]. 
Project teams often disregarded professions and titles and 
emphasised working as equal partners. Consistent with 
this, emphasis was placed on respecting the diverse exper-
tise individuals possess whether academic or “expert-by-
experience” [39–47, 51, 54–56, 60, 63, 64]. Partnership 
also necessitates the clarification of roles and responsibili-
ties, something described as of critical importance [44, 45, 
49–53, 56, 60, 62–64]. In contrast, others described subop-
timal role clarification as posing a risk of adversely affect-
ing the work conducted [41–45, 51, 53, 54, 56, 60, 61, 64, 
65]. Bridging the gap between researchers and PPI partners 
to foster a cohesive research team can be achieved through 
listening and mutual understanding. This is essential, and 
a strong emphasis was placed on shared responsibility and 
learning from one another regardless of expertise, ultimately 
strengthening the bond and sense of unity [42, 43, 45, 46, 
48, 49, 51, 52, 56, 59–61, 63, 64].

Ta
bl

e 
3  

(c
on

tin
ue

d)

To
ol

 n
am

e
Pr

e-
ex

ist
in

g/
de

 n
ov

o
D

at
a 

co
lle

ct
io

n 
m

et
ho

ds
D

es
cr

ip
tio

n/
fe

at
ur

es
A

ut
ho

r (
ye

ar
), 

na
tio

n

H
ar

tli
ng

 e
t a

l. 
D

e 
no

vo
 

Su
rv

ey
 

A
ss

es
s (

1)
 o

ut
co

m
es

 o
f m

em
be

rs
hi

p,
 (2

) 
ex

pe
rie

nc
e 

w
ith

 th
e 

Pe
di

at
ric

 P
ar

en
t 

A
dv

is
or

y 
G

ro
up

 (P
-P

A
G

), 
(3

) i
nt

er
ac

tio
ns

 
w

ith
 th

e 
re

se
ar

ch
 te

am
, (

4)
 p

er
ce

pt
io

ns
 o

f 
P-

PA
G

 m
an

ag
em

en
t

O
pp

or
tu

ni
ty

 to
 a

dd
 q

ue
sti

on
s, 

co
m

m
en

ts
 a

nd
 

co
nc

er
ns

 a
t t

he
 e

nd
 o

f t
he

 su
rv

ey
 v

ia
 a

n 
op

en
-e

nd
ed

/fr
ee

-te
xt

 re
sp

on
se

 b
ox

H
ar

tli
ng

 e
t a

l. 
(2

02
4)

, C
R

 [5
0]

In
te

rv
ie

w
O

ne
-o

n-
on

e 
se

m
i-s

tru
ct

ur
ed

 in
te

rv
ie

w
s:

 p
ar

-
al

le
l q

ue
sti

on
s t

o 
th

os
e 

us
ed

 in
 th

e 
su

rv
ey

P-
PA

G
 m

em
be

rs
 e

xp
er

ie
nc

e 
in

 th
e 

gr
ou

p 
an

d 
to

 c
on

te
xt

ua
lis

e 
su

rv
ey

 fi
nd

in
gs

D
os

 A
nj

os
 e

t a
l. 

D
e 

no
vo

M
ee

tin
g 

no
te

s 
Th

e 
su

gg
es

tio
ns

, c
rit

ic
is

m
s a

nd
 c

om
m

en
ts

 
sh

ar
ed

 d
ur

in
g 

an
d 

af
te

r t
he

 m
ee

tin
gs

 w
er

e 
an

al
ys

ed

D
os

 A
nj

os
 e

t a
l. 

(2
02

5)
, B

R
 [4

8]

Q
ue

sti
on

na
ire

Po
st-

ac
tiv

ity
 q

ue
sti

on
na

ire
 to

 a
ss

es
s p

ar
tic

i-
pa

nt
s’

 sa
tis

fa
ct

io
n 

an
d 

co
nfi

de
nc

e 



44	 S. Nissen et al.

3.5.2 � Communication

Communication was described as a crucial element and 
was reported to be both a facilitator and barrier in partner-
ship, role definition, outcomes and evaluation [39, 40, 42, 
45, 46, 48, 49, 51, 53, 54, 56, 60, 63, 64, 66]. Evaluation 
and communication were closely related, contributing to 
the optimisation of the research process and outcomes; for 
this reason, both communication and evaluation should be 
continuous [39, 40, 42, 43, 46–51, 56, 57, 59, 60, 62–64]. 
Two of the included studies specifically addressed the con-
cept of “developmental evaluation”, viewing evaluation as 
an integral part of the research process [55, 62]. Continu-
ous reflections resulting from communication and evalu-
ation may help to bridge the gap between researchers and 
PPI partners. In most cases, PPI partners reported feeling 
like an integral part of the research group when they felt 
seen, heard and valued.

3.5.3 � Addressing Diversity

A strong focus on diversity was highlighted from the per-
spectives of both PPI partners and researchers, with the 
intention of including as diverse a group of individuals 
as possible within the project group [38, 42–46, 49, 51, 
56, 58–60, 62, 64, 65]. However, assembling a diverse 
research team was described as challenging [42, 45–47, 
50, 51, 58, 59, 62]; one study [42] describes uncertainty 
regarding the definition of diversity. Attention to diver-
sity among participants necessitated tailored adaptations 
to both evaluation tools and engagement with individual 
PPI partners to meet their specific needs [42, 43, 45–47, 

50, 51, 55, 58, 62]. Meanwhile, diversity among PPI part-
ners underscores the need for the clarification of roles, 
which should be considered in light of the group’s varied 
expertise and requirements [62]. Despite the significant 
emphasis on diversity, we observed a lack of sufficient 
diversity in the composition of research groups. For 
instance, women were over-represented, and paradoxical 
inclusion criteria favour PPI partners with experience [42, 
45–47, 51, 53, 56–62, 64, 65]. By prioritising experienced 
individuals, these criteria inadvertently excluded PPI part-
ners without established experience, or individuals from 
under-represented groups, thus undermining the goal of 
fostering true diversity.

3.5.4 � Additional Results

Across the studies, it became evident that evaluations are not 
consistently completed by either PPI partners or researchers 
[39, 40, 46, 49, 53, 56, 58–62, 64, 65] with only a minor-
ity of studies achieving full (100%) response rates. In some 
cases, response rates varied between researchers and PPI 
partners in survey-based evaluations with researchers less 
likely to complete the distributed questionnaires [39, 40, 
42, 49, 59]. While limited participation from PPI partners 
may be understandable given various contextual factors, the 
lack of engagement from researchers is more striking. Given 
their central role in shaping PPI activities, one might expect 
researchers to contribute to evaluation processes—especially 
as continuous reflection and self-assessment are integral to 
evidence-based research practice.

Based on interviews, discussions and the documentation 
of user activities, one study developed a questionnaire to 
define key considerations for PPI and engagement. Based 

Fig. 2   Evaluation tool types

* Participant observation, checklist, feedback meetings, video blogging, telephone calls, photovoice, 
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on the responses from this questionnaire, lists of “key” and 
“desirable” considerations were compiled. Evaluation of PPI 
and engagement only appeared on the desirable considera-
tions list and was thus not regarded as critical for PPI and 
engagement [39, 40].

4 � Discussion

In the 30 included studies, a total of 32 named evaluation 
tools were identified (alongside 39 that were not named); 
24 of these were pre-existing instruments. There was a ten-
dency to adjust already validated tools or create new tools 
to meet the specific requirements of the local setting. Both 
PPI partners and researchers consistently showed a higher 
response rate compared with researchers in cases where both 
parties were being evaluated. Only a few studies utilised 
the GRIPP2 framework for reporting, despite it being the 
only available reporting guideline explicitly mentioning 
evaluation.

Patient and public involvement typically occurs in the 
forms of consultation and collaboration, although the goal 
and intentions are often stated as co-production. Ongoing 
communication and evaluation are described as essential for 
sustaining the partnership and are recommended to be inte-
grated as a continuous part of the project. We observed that 
PPI partners often contributed to changes in project outputs 
and outcomes. Additionally, positive impacts are noted, with 
PPI partners experiencing personal growth, while research-
ers, to a lesser extent, acknowledging new skills that can be 
applied in future projects.

We found a substantial number of evaluation tools for 
PPI in health research, many of which were developed de 
novo or adapted to address key aspects identified by both 
PPI partners and researchers. Greenhalgh et al. suggest that 
embracing diversity may offer a solution to the perceived 
lack of robust evaluations, which is consistent with the find-
ings of this review [71]. However, creating a common frame-
work for evaluation that is adaptable to specific contexts, 
user populations and research teams would be challenging; 
we found that the idea of diversity was embraced, but did 
not manifest in the actual partnerships as this would mean 
accommodating changes in both tool adaptation and team 
composition [71].

The tendency to combine multiple evaluation tools indi-
cates the difficulty of capturing all necessary aspects in a 
single method. This trend was also highlighted by Shahid 
et al., who found that the combination of tools is a common 
approach [24]. Additionally, most evaluation tools primarily 
focus on the perspective of the PPI partners on the research 
process, rather than evaluating the partnership between part-
ners and researchers. This seems paradoxical given the shift 
towards research being conducted with or by PPI partners, 

as outlined in the “UK Standard for Public Involvement” 
[30]. This lack of consistent evaluation makes it difficult 
to gauge the true impact of PPI — both on the research 
process and for the individual and society. The quest for 
evidence and understanding of the impact of PPI has been 
criticised for missing the underlying values of PPI, such as 
democratic inclusion and ethical imperatives [72]. Others 
have questioned whether PPI is implementable and can be 
assessed against measurable outcomes, or if it is rather a 
social practice of dialogue and learning [73]. If considered 
the latter, the reflection of practices is more important than 
evaluation tools.

The distinction between different roles in research teams 
persists, reflecting an underlying ‘us vs them’ dynamic. 
This suggests that the collaboration between PPI partners 
and researchers may not be truly equal. Evaluations should 
assess teams as a whole, or as Aguilar-Gonzalez et al. sug-
gest, allow PPI partners to evaluate the researchers’ con-
tributions [74]. This aligns with the findings of this review 
where few tools were designed to evaluate both PPI partners 
and researchers, and researchers demonstrated low response 
rates.

As mentioned in the introduction, Malterud and Elvb-
akken [21] and Grindell et al. [22] have raised concerns 
about the quality of involvement and evidence in research 
conducted with PPI [21]. They question the claim that PPI 
leads to enhanced quality of research, as they found a lack 
of adequate evaluation in their sample and highlight that this 
absence of evaluation undermines the quality and evidence 
of study findings [21, 22].

While an international standardised checklist (GRIPP2) 
exists for reporting user involvement to ensure qual-
ity and evidence, this review found its use inconsistent. 
Only seven out of 30 studies employed GRIPP2, and most 
used the shorter GRIPP2-SF version. This gap in report-
ing quality is consistent with multiple reviews [33, 34, 
75], with some debate over whether certain studies should 
have used the more detailed GRIPP2-LF, particularly those 
focusing heavily on user involvement, such as Sipari et al. 
and Marshall et al. [56, 62]. Another review found that 
GRIPP2 was only used in the UK and Scandinavian coun-
tries, adding a geographic challenge to the comparison on 
PPI evaluations [33]. Similarly, Rouncefield-Swales et al. 
highlight both the lack of evaluation and the need for its 
greater prioritisation. They conducted a scoping review 
focusing on PPI and engagement activities with children 
and young people in health-related research. Using an 
adapted version of the GRIPP2 to collect data, they found 
that only 11 out of the 40 reviewed studies included evalu-
ations of impact, with just seven of these being formal 
[75]. This underlines the persistent gap between the poten-
tial of tools like GRIPP2 and their actual implementa-
tion, particularly in ensuring a thorough and systematic 
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evaluation of PPI. Thus, while GRIPP2 offers a structured 
approach for reporting and evaluation, its under-utilisation 
signals a broader issue with the consistent application of 
evaluation practices in user-involvement research. The 
inclusion of GRIPP2 in this context, despite it not being 
an evaluation tool, is particularly relevant given that it 
contains a specific focus on evaluation, an essential com-
ponent for optimising the quality of user involvement in 
research.

Andrew Booth emphasises the importance of research-
ers evaluating their own performances for improving 
evidence-based practice and research quality [13]. While 
this is a recommendation for all research, and not PPI spe-
cific, the low rate of researcher participation in evaluations 
suggests that it is not common practice for researchers. 
Others highlight the importance of developing reflective 
skills for researchers if PPI is to be an integral part of 
research [76, 77]. In contrast with previous reviews, we 
found nine studies emphasising ongoing evaluation. This 
could be a way to improve the PPI process and impact, as 
adjustments could be made in the course of research. Oth-
ers advocate this together with a dialogical approach [78, 
79]. A clear disconnect exists between the emphasis on 
evaluating PPI and the actual practice. Despite the call for 
robust evaluation tools, the implementation of evaluation 
is often deprioritised, and existing checklists are under-
utilised [10, 40, 75, 80]. This could relate to our finding 
of researchers feeling unprepared for such collaborations. 
Only one included study explicitly reported that research-
ers felt unprepared for user involvement [49], but several 
discussed a need for further training. This highlights the 
need for greater support and training for researchers as 
PPI becomes more widespread in health research. Similar 
concerns are raised by Agyei-Manu et al., who found that 
researchers recognised their lack of skills in integrating 
PPI partners into the research process [81].

Malterud and Elvbakken describe instances in which PPI 
partners were involved in data and analysis without aca-
demic training, leading to compromises in academic rigour 
[21]. This suggests a gap in knowledge on how to effec-
tively involve PPI partners in research, potentially owing to 
a lack of training or guidance. These findings suggest that 
researchers may lack confidence in involving PPI partners 
effectively, underscoring the need for greater attention to 
researchers’ perspectives, learning and evaluation in relation 
to user involvement [21, 49].

4.1 � Strengths and Limitations

This scoping review was conducted in accordance with the 
PRISMA-ScR guidelines, with a search strategy developed 
iteratively alongside an information specialist experienced 
in PPI. The review offers new insights by emphasising the 

low response rates of researchers in evaluations, a scarcity 
of tools for both PPI partners and researchers, and low 
prioritisation of these processes. These findings provide a 
foundation for future research and potentially explain why 
some studies lack sufficient quality of involvement. Data 
extraction by one reviewer, with validation by another, may 
be considered a limitation. The PRISMA-ScR guidelines 
by Tricco et al. do not mandate the use of two reviewers 
but emphasise transparency and rigour in reporting [31]. 
Similarly, Mak and Thomas, along with Levac et al., recom-
mend but do not require the involvement of two reviewers for 
data extraction [28, 82]. To ensure that the data extracted by 
the primary reviewer aligned with the research question and 
purpose, a second reviewer validated the extracted data [28]. 
This study has some limitations that should be acknowl-
edged. First, the dataset was relatively small, which limits 
the generalisability of findings and highlights the need for 
further research. Second, no quality assessment was con-
ducted, in line with scoping review guidelines that consider 
this step optional when including diverse methodologies 
[28, 31, 82, 83]. Third, stakeholder consultation — recom-
mended by Levac et al. to enhance the relevance of find-
ings — was not conducted, as the aim was limited to map-
ping and synthesising the existing literature [28]. Finally, 
the search strategy was limited to English-language terms, 
which may have excluded relevant non-English sources.

5 � Conclusions

Evaluation tools are often developed de novo, combined 
or adapted from pre-existing tools. These developments or 
modifications are typically aimed at tailoring tools to the 
specific context in which they are applied, suggesting that 
a standardised validated evaluation tool may not always be 
suitable. Only a few studies included both PPI partners and 
researchers as evaluators, and researchers often displayed 
low response rates. An important, potentially overlooked 
challenge relates to researchers’ readiness to conduct 
research involving PPI partners; this suggests a further need 
for skill building and training with regard to PPI activities, 
the development of partnerships and reflective evaluations.
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