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Abstract

Patient and public involvement (PPI) increasingly features in the shaping, design, and conduct
of mental health research. This review identifies and synthesizes evidence of barriers and
facilitators of PPI in mental health research within university settings. The search strategy
followed PRISMA guidance and involved keyword searches in eight peer reviewed databases,
grey literature, hand searching two journals, requests to national mental health organizations,
and backwards and forwards citation searching. We included primary mental health studies on
patient and public involvement, with data on facilitators and barriers. Data were extracted
capturing author, date and country of publication, study aim, participant and research team
composition, data collection and analysis methods, and levels of PPI. Quality appraisal was
conducted using the CASP Checklist for Qualitative Research, with an additional item on
intersectionality. We conducted an inductive thematic analysis, before holding a peer-debriefing
session with a lived experience working group. The final dataset included 51 articles that were
either of a qualitative design or contained analyzed qualitative data. Barriers and facilitators were
grouped around the following themes: the structure of the research environment, organizational
culture, and individual needs. Good practice exists, but the wider research environment and
power imbalances within universities constrain PPI. For PPI in mental health research to reach
its full potential, the redistribution of power, building capacity for all, the provision of safe
working environments, and widening inclusion in the research process are necessary. This
review involved researchers with lived experience of mental ill health.

Background

Patient and public involvement (PPI) increasingly features in shaping the design and conduct of
mental health research, both in the UK and internationally. It is well established in the Global
North, driven, in part, by major funder requirements, mandated reporting of PPI in prominent
journals and good practice recommendations from mental health service users (Faulkner et al.,
2015; NIHR, 2020; Perot et al., 2018;Wicks et al., 2018).Within the UK, the National Institute for
Health Research (NIHR) established INVOLVE in 1996 (now the Centre for Engagement and
Dissemination) to support active involvement in research, and many resources have since been
published, supporting PPI and co-production (NIHR, 2019). PPI is increasingly being employed
in lower and middle-income countries, often in collaboration with those in the Global North
(Cook et al., 2019; Florence et al., 2023; Semrau et al., 2016). However, international differences in
funders’ emphasis, research cultures, and ethics review processes can all influence how PPI is
implemented and reported (Biddle et al., 2021; Cook et al., 2019; Kaisler et al., 2021; Lang et al.,
2022; Semrau et al., 2016).

PPI can broadly be conceptualized into one of two paradigms (Beresford, 2002; Caron-
Flinterman et al., 2007; Madden & Speed, 2017). Democratic approaches emphasize the right
of those affected by research to be involved, particularly in decision-making. Consumerist
approaches, which are more common within university settings, engage public insight to
improve the relevance and quality of research. The latter are more consultative processes,
with little consideration of the power distribution within the research process (Beresford,
2002). The conceptual shift toward co-production and survivor research reflects a more
democratic rationale, with an emphasis on the examination of power dynamics and owner-
ship of research (Beresford & Boxall, 2015; Hickey et al., 2018; Sweeney, 2016). Definitions
vary greatly by time and place, with involvement ranging from consultation to partnership
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and full control. For the purposes of this review, we adopted
the definition set by INVOLVE (2012): ‘research being carried
out with or by members of the public rather than to, about or
for them’.

The organizational and personal impacts of PPI within health
and social care research are well documented, including improve-
ments in research design, delivery, and relevance, as well as enjoy-
ment and personal development (Brett et al., 2012, 2014; Cook et al.,
2019; Crocker et al., 2017; Ennis & Wykes, 2013; Modigh et al.,
2021; Staley, 2009). Despite this, the implementation of PPI faces
significant challenges. Across the field, one of the largest barriers
identified is insufficient time and resourcing (Agyei‐Manu et al.,
2023; Higgs et al., 2023; Jones et al., 2023; Ocloo et al., 2021; Paul &
Holt, 2017; Rasmus et al., 2019; Shen et al., 2017). Universities,
where much mental health research is conducted, are competitive
environments, characterized by an emphasis on productivity, effi-
ciency, and performance, and this can leave little space for PPI
(Heney & Poleykett, 2022; Papoulias & Callard, 2022; Paylor &
McKevitt, 2019; Sweeney, 2016). Limited knowledge about research
and PPI, a lack of role clarity, limited support, and training have
also been identified as barriers (Bombard et al., 2018; Jones et al.,
2023; Ocloo et al., 2021; Paul & Holt, 2017; Shen et al., 2017;
Vinnicombe et al., 2023). Difficulties with communication and
collaboration, as well as the emotional impact on both researchers
and service users have been recognized (Boylan et al., 2019; Carr,
2019; Faulkner & Thompson, 2021; Ocloo et al., 2021; Todd et al.,
2020), as well as concerns over the diversity of PPI contributors
(Evans & Papoulias, 2020; Jones et al., 2023; Ocloo et al., 2021;
Vinnicombe et al., 2023).

Recent systematic reviews of youth involvement in mental
health research (McCabe et al., 2023; Totzeck et al., 2024) generally
echo these findings. However, discussions of epistemic injustice
and issues of power within mental health research are largely
absent. Significant power asymmetries between clinicians and
patients exist within psychiatry, potentially based on coercive treat-
ment and involuntary hospitalization (Rose & Kalathil, 2019;
Zisman-Ilani et al., 2021). Within the scientific research paradigm,
the privileging of professional, academic, and clinical knowledge
over experiential, lay knowledge means that service users’ views are
considered less credible, and so their contributions can be margin-
alized (Beresford & Boxall, 2015; Green & Johns, 2019; Paul &Holt,
2017). Some assert that mental health service users are at greater
risk of this epistemic injustice than those in general medicine, due
to negative assumptions around vulnerability, reliability and cap-
acity (Crichton, Carel & Kidd, 2017; Sanati & Kyratsous, 2015).
Within this context, genuine collaboration can be problematic and
tokenistic (Caron-Flinterman et al., 2007; Green & Johns, 2019;
Ocloo et al., 2021; Patterson et al., 2014; Paul & Holt, 2017; Rose &
Kalathil, 2019).

Most reviews concern PPI within health and social care settings.
While mental health research mirrors many of these findings, we
speculate that the inherent power dynamics and differential value
attached to knowledge may detrimentally influence genuine
involvement. Most of the authors of this review are researchers
with lived experience (LE) of mental ill health and so have first-
hand experience and understanding of some of the inherent chal-
lenges associated with PPI practice within academic mental health
research. Our longstanding association with theMaudsley Biomed-
ical Research Centre and the Service User Research Enterprise puts
us in a strong position to co-produce the first systematic review
identifying barriers and facilitators to meaningful patient and

public involvement in mental health research within academia.
We believe this knowledge will aid understanding and help to
provide evidence for best practice in the future.

Method

The systematic review protocol was pre-registered with PROS-
PERO (CRD42022309260) and followed the Preferred Reporting
Items for Systematic Reviews andMeta-Analyses (PRISMA) guide-
lines (see Supplementary Table S1).

The involvement of experiential knowledge

People with lived experience of mental health difficulties were
involved throughout, including study design, data collection, syn-
thesis, and authorship. Authors JE, CDCL, and AS are researchers
with lived experience. AWorking Group of people with experience
of mental health distress or caregiving and working within PPI
contributed to the protocol, data synthesis, and are authors.

Search strategy

The search strategy was based on a PICO framework, combining
Medical Subject Headings (MeSH) terms and free text. The search
included a combination of the following concepts: population
(patient, carer, service user, consumer, survivor, stakeholder, pub-
lic, ally, lived experience, expert by experience), type of involvement
(involvement, collaboration, participatory research, co-produced,
user-led, etc.), mental health research setting (psychiatry, psych-
ology, mental health), and facilitators and barriers (impact,
change, facilitate, enable, improve, empower, barrier, challenge,
decrease disempower, etc.).

Inclusion criteria were all peer-reviewed, primary research stud-
ies with a qualitative element, reporting barriers and facilitators of
PPI in mental health research within academia. The publication
dates were 2015–2024, and all ages and geographic locations were
included. Exclusion criteria were neurodiversity, alcohol or sub-
stance use, dementia or Alzheimer’s, learning difficulties or disabil-
ities, and studies in policy, planning, and education. We excluded
autoethnographies as we wanted to understand team-based
accounts.

We searched the following peer-reviewed databases: EMBASE,
PsycINFO, MEDLINE, Cochrane, Web of Science, CINAHL
(Cumulative Index to Nursing and Allied Health Literature), NICE
Evidence, and NIHR Evidence. For context, we searched grey
literature databases: Google Scholar, WorldCat Dissertation and
Theses, and the National Grey Literature Collection and UK char-
ities databases (McPin, MIND, the Mental Health Foundation,
Rethink, the Co-Production Collective, and the Centre for Public
Engagement). This was supplemented with backward and forward
citation searching. The search was completed on 13th May 2024,
the results were imported into EndNote and analyzed in Rayyan
after deduplication. An example search strategy is shown in
Supplementary Table S2.

Screening

All results were screened by title and abstract by two service user
researchers independently. The full texts of the remaining articles
were then screened independently. At each stage, the results were
discussed and any discrepancies resolved.
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Data extraction

Structured data extraction captured: authors, publication date,
country, study aim, participant and research team demographics,
data collection and analysis methods, and levels of PPI. Data were
extracted independently from the whole papers, before reaching
consensus.

Critical appraisal

The CASP Qualitative Studies Checklist (CASP, 2023) was modi-
fied to include an additional criterion on diversity (Sweeney et al.,
2019). All articles were independently assessed, and as a reliability
exercise, lead authors were provided with their CASP scores and
asked for supporting information if they felt the scores were
inaccurate. A sensitivity analysis was conducted to understand
the variability of the data (Garside, 2014).

Data synthesis

A thematic synthesis (Braun & Clarke, 2006; Thomas & Harden,
2008) took an inductive approach, starting with an open question
and then generating a conceptual framework via the emerging
codes. The synthesis took a three-stage approach. Following data
familiarization, data were coded line-by-line to form initial codes.
We looked for similarities and differences between the coded data
before grouping them into distinct, descriptive themes within a
hierarchical structure. Over-arching analytical themes were devel-
oped through comparison, identifying patterns and relationships
contributing to the overall understanding of the review question.
This analysis was conducted independently by two lived experience
researchers using NVIVO, before the results were discussed and
merged to reflect a shared understanding. To increase the credibil-
ity of the findings (Lincoln & Guba, 1985), a peer debriefing
workshop was held with the lived experience working group.
Members discussed three included articles, selected at random,
and the resulting themes were compared with the existing coding
frame and used to inform the analysis.

Results

Search summary

As shown in Figure 1, the search strategy resulted in 14,105 articles.
After deduplication, 11,780 articles were screened by title and
abstract, and 276 were found relevant for full-text screening. The
final review includes 51 articles. Most studies were conducted in the
UK and Australia, followed by Europe and the USA. Most had a
qualitative design and employed interviews, which were thematic-
ally analyzed. Thirty-five studies included lived experience
researchers, ten did not, and six studies were reported as user-led.
Demographic data were reported for participants but rarely for the
lived experience component of research teams. For further details,
see Supplementary Table S3.

The final CASP scores ranged from8 to 22 out of a total of 22,with
amean of 17.94 (SD 2.53). Generally, the studies scored highly on the
descriptions of their aim, design, data collection and analysis, find-
ings, and research value.However, therewas heterogeneity in the total
scores, with seven studies scoring lower on research design and
conduct (see Supplementary Table S4). Across all studies, areas with
relatively lower scores were reflexivity on the relationship between
researcher and participants (mean = 1.06, SD 0.9), intersectionality
(mean0.65, SD0.74), and ethical considerations (mean 1.22, SD0.73).

After removing the lowest scoring studies from the data set, the
sensitivity analysis maintained consistency across the themes. No
papers were excluded based on CASP scores.

Thematic synthesis

The included publications provided many positive examples of
involvement within mental health research, including setting
research priorities, study design, the use of advisory groups, recruit-
ment, data collection, analysis, authorship, and dissemination.
However, over half of the studies also reported limited or late
involvement, where service users were present but had limited
influence over decision-making. Both researchers and service users
reported feeling frustrated at what they perceived to be tokenistic
involvement. Supplementary Table S5 shows how the themes are
distributed across the included publications and how they corres-
pond with the Working Group peer debriefing, and it is illustrated
by quotations from the included studies and the Working Group.
Overviews of the main themes and the barriers and facilitators are
shown at Figure 2 and Table 1 respectively.

How research is structured

Navigating governance procedures
Many studies reported feeling constrained by research governance
processes, such as funding bodies and ethics committees. Limited
funding and staff resourcing for PPI, competing research demands,
and time constraints were the most cited barriers. Over a third of
studies highlighted how fixed research protocols, grant deadlines,
and concerns over methodological rigor led to rigid working prac-
tices which were not conducive to accommodatingmeaningful PPI.
Including PPI in applications to ethics committees seemed to
generate additional bureaucracy due to misunderstandings about
PPI and concerns over safeguarding. A key facilitator was PPI
inclusion during the proposal development. This ensured input
into research design and helped to generate a sense of influence and
ownership, thereby reducing tokenism. It was also crucial in ensur-
ing that sufficient time, resources, and flexible working practices
were determined before studies started.

Inclusion and influence over research processes
Power differentials in mental health research were highlighted by
half the studies, evidenced by researchers’ ownership and control of
research processes. Examples included researchers deciding on
roles, service user exclusion from decision making, the marginal-
ization of views, and the recruitment of people who would not
challenge the status quo. Concerns were raised about a lack of
diversity, particularly the over-representation of white, middle-
class and university-educated people, with those frommarginalized
and racialized communities or with literacy difficulties often
excluded. Researcher reticence to recognize these as issues or to
share power was highlighted by several studies.

At an institutional level, embedding and monitoring PPI within
academic governance and throughout research processes was a key
facilitator for inclusion and redistribution of power. Successful
practices included involvement in management committees, prior-
ity setting exercises, PPI facilitators, lived experience advisory
groups, salaried service user researchers, and the recruitment of
voluntary advisors in sufficient numbers to be effective, as well as
regular monitoring and systematic measurement of PPI progress
and impact. At study level, some researchers were able to navigate
power dynamics by holding explicit teamdiscussions around power

Psychological Medicine 3

https://doi.org/10.1017/S0033291725101748 Published online by Cambridge University Press

http://doi.org/10.1017/S0033291725101748
http://doi.org/10.1017/S0033291725101748
http://doi.org/10.1017/S0033291725101748
https://doi.org/10.1017/S0033291725101748


R
ep

or
ts

 a
ss

es
se

d 
fo

r e
lig

ib
ilit

y
(n

=0
)

R
ec

or
ds

 id
en

tif
ie

d 
fro

m
:

D
at

ab
as

es
(n

=1
4,

10
5)

R
ep

or
ts

 e
xc

lu
de

d
(n

=0
)

D
up

lic
at

e 
re

co
rd

s
re

m
ov

ed
be

fo
re

 s
cr

ee
ni

ng
(n

=2
,3

25
)

R
ec

or
ds

 s
cr

ee
ne

d
(n

=1
1,

78
0)

R
ec

or
ds

 e
xc

lu
de

d
(n

=1
1,

47
4)

R
ep

or
ts

so
ug

ht
 fo

r r
et

rie
va

l
(n

=3
06

)
R

ep
or

ts
 n

ot
re

tri
ev

ed
(n

=3
0)

R
ep

or
ts

 a
ss

es
se

d 
fo

r e
lig

ib
ilit

y
(n

=2
76

)
R

ep
or

ts
 e

xc
lu

de
d:

22
5

N
o 

ba
rri

er
s 

& 
fa

ci
lit

at
or

s 
(n

=1
19

)
N

o 
PP

I (
n=

32
)

N
ot

 a
ca

de
m

ic
se

tti
ng

 (n
=2

3)
N

o 
ev

al
ua

tio
n 

of
PP

I (
n=

13
)

N
ot

 p
rim

ar
y

st
ud

ie
s 

(n
=1

2)
D

es
cr

ip
tio

n 
of

 m
et

ho
d 

on
ly

(n
=1

2)
N

ot
 s

pe
ci

fic
 to

 m
en

ta
l h

ea
lth

 (n
=8

)
N

ot
 in

 E
ng

lis
h 

(n
=3

)
Au

to
et

hn
og

ra
ph

y 
(n

=2
)

N
o 

qu
al

ita
tiv

e 
el

em
en

t(
n=

1)

R
ec

or
ds

 id
en

tif
ie

d 
fro

m
:

W
eb

si
te

s 
(n

=0
)

O
rg

an
is

at
io

ns
 (n

=0
)

C
ita

tio
n 

se
ar

ch
in

g
(n

=0
)

St
ud

ie
s

in
cl

ud
ed

in
 re

vi
ew

(n
=5

1)
R

ep
or

ts
 o

f i
nc

lu
de

d 
st

ud
ie

s
(n

=0
)

Id
en

tif
ic

at
io

n 
of

 s
tu

di
es

vi
a

da
ta

ba
se

s 
an

d 
re

gi
st

er
s

Id
en

tif
ic

at
io

n 
of

 s
tu

di
es

vi
a

ot
he

r m
et

ho
ds

noit acifit nedI Screening Included

R
ep

or
ts

 s
ou

gh
t f

or
 re

tri
ev

al
(n

=0
)

R
ep

or
ts

 n
ot

re
tri

ev
ed

(n
=0

)

Fi
gu

re
1.

P
R
IS
M
A
(2
02
0)

flo
w
di
ag

ra
m
.

4 Jo Evans et al.

https://doi.org/10.1017/S0033291725101748 Published online by Cambridge University Press

https://doi.org/10.1017/S0033291725101748


differentials and making clear commitments to shared decision-
making. Providing choice and flexibility regarding involvement was
considered to promote autonomy and explicit, early discussion of PPI
roles was seen to generate transparency and manage expectations
around capacity to influence the research process. An active focus on
promoting diversity was viewed as central to inclusion. This involved
challenging exclusion, understanding and addressing institutional
and individual barriers to involvement to ensure that research envir-
onments weremorewidely accessible, reaching out and collaborating
with local communities and the use of targeted advertising.

Organizational culture

The cultural value attached to PPI and lived experience
The lack of value attached toPPIwas seen as amajor barrier, evidenced
by insufficient funding, limited knowledge on implementation, and a

lack of commitment. Researchers were less able to recognize the
relevance of PPI within accepted scientific models of research.
Researchers and service users also reported that the perspectives
of people with lived experience, traditionally seen as patients or
research subjects, held lower legitimacy within the academic struc-
ture. The review highlighted the importance of training for
researchers to view PPI as a new way of working, based on collab-
oration and mutual learning, as well as emphasizing respect and
value for lived experience alongside academic learning. This, along-
side flexibility and a willingness to adapt research processes, would
in turn lead to a growing sense of agency, inclusion, and equality for
all those involved. Organizational commitment and the installation
of feedback mechanisms were also seen as ways of demonstrating
value and recognizing contribution.

Interactions and relationships
Strained relationships were apparent, often because of the clinician/
patient hierarchy and reluctance to share power, and this led to
service users’ reports of marginalization. Paternalistic attitudes and
researcher insecurity about interaction with service users, particu-
larly fear of causing offence or hearing critical feedback, inhibited
communication, and active involvement. A third of studies
reported difficulty integrating different perspectives and expect-
ations within research teams, which could lead to reports of frus-
tration and a sense of division.

Key facilitators were identified as relationship building, collab-
oration, and open, honest, and regular communication. Central was
the creation of informal opportunities for teams to mix and share
experiences, as well as an emphasis on the importance of partner-
ship, collaboration, and compromise. Open and honest communi-
cation helped to maintain connection, share information, build
relationships, and reconcile differences, as well as to sustain engage-
ment and identify any support needs. This required accessibility of
research team members and regular contact with PPI contributors.

Individual needs

Unfamiliarity with research
Both researchers and people with lived experience highlighted how
service users were unable to contribute fully due to unfamiliar
research processes and terminology, confusion over roles and expect-
ations, and insufficient training. This was compounded by a lack of
confidence derived from unfamiliarity with the academic environ-
ment. Training on research methods and development for service
users, as well as the provision of clear information and the use of lay
language, supported autonomyand the capacity to engage in research.

Table 1. An overview of barriers and facilitators

Barriers Facilitators

Overview of
PPI

– Late or limited
involvement

– Tokenism

– Presence of PPI within
research processes

Research – Limited funding/
resourcing for PPI

– Rigid working practices
– Ethics committees
– Enduring power

differentials
– Control of the research

process
– Limited diversity of

representation in PPI
– Unclear PPI roles

– Resources for PPI
– Embed PPI into research

and governance
– Flexible working practices
– Reflexivity on power

dynamics
– Provision of choice

regarding involvement
– Proactive approach to

inclusivity and diversity
– Clarity regarding PPI roles

Organizational
culture

– Low knowledge and
valuing of PPI

– Researchers’ attitudes
– Lower status of lived

experience
– Relationship difficulties

–Organizational commitment
to PPI

– Training for researchers
– Valuing lived experience
– Relationship building
– Collaboration
– Communication

Individual
needs

–Understanding research
– Impact of personal

experiences
– Emotional impact of

involvement
– Mental ill health
– External life factors

– Clear information and
language

– Capacity building for service
users

–Provision of safe, supportive
research environments

– Accommodation of needs

Figure 2. An overview of the main themes.
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Feeling safe within the research environment
Negative experiences of psychiatric services and research partici-
pation, as well as the stigma and discrimination associated with
mental health, could lead to anxiety and mistrust and hinder full
involvement. Many studies highlighted how emotionally challen-
ging involvement could be, leaving service users feeling over-
whelmed. Involvement could also be affected by poor mental
health, leading to periods of absence, and life factors such as a lack
of qualifications, the need for sufficient income, employment,
disability, travel needs, low literacy, and English as a second lan-
guage. Creating informal, supportive research environments, where
researchers were open to different perspectives and ensured healthy
workloads, and where service users felt respected, listened to, and
comfortable enough to voice their opinions, was crucial. Almost
half of the studies stressed the importance of providing ‘safe spaces’.
Service users reported the positive impact of this way of working,
including the opportunity to create positive change, increases in
self-worth and confidence, self-development, social connection,
and the building of trust. Consideration of individual needs, for
example, facilitating travel, accessible meetings, reimbursement,
support with the benefits system, the provision of accessible docu-
ments or interpreters, and reasonable adjustments for disabilities,
was also a key facilitator.

Working group: peer debriefing

The Working Group identified salient themes and discussed how
they corresponded with their personal experiences of undertaking
PPI (Supplementary Table S4). Areas that resonated were the
existence of paternalism and risk aversion within ethics commit-
tees, and service users’ lack of understanding of research and roles
within teams. Members agreed that relationship building was
instrumental in breaking down researchers’ assumptions and
increasing value for lived experience. They also reinforced the
importance of providing safe, supportive working environments,
clarity of roles, and choice around levels of involvement.Where their
views differed were in relation to power dynamics. Members had
witnessed power differentials, tokenism, and negative researcher
attitudes, but felt that this had improved over time and was
dependent on individual personalities.

Discussion

PPI is increasingly employed within mental health research; how-
ever, significant barriers endure. Authentic involvement requires
time, flexibility, inclusion, and equity, and our findings suggest that
this can be difficult to achieve within academia. Our results confirm
previous research (Agyei‐Manu et al., 2023; Heney & Poleykett,
2022; Paylor & McKevitt, 2019) showing that despite funders’
emphasis on PPI inclusion, fixed timescales and an emphasis on
productivity, combined with a lack of understanding of or value for
PPI, make it difficult for researchers to undertake PPI in a mean-
ingful way. Our review points to the existence of significant power
differentials and resistance to change, corroborating research by
Hopkins et al.’s (2024). It also highlights the low status of experi-
ential knowledge, as consistently raised by lived experience
researchers (Beresford & Boxall, 2015; Rose & Kalathil, 2019: da
Cunha Lewin, 2025). Both aspects combine to make genuine col-
laboration difficult and leave service users feeling unsupported,
underutilized, and undervalued. As within the health and social
care field (Ocloo et al., 2021; Vinnicombe et al., 2023), we found
that reliance on the same convenient pool of contributors can

restrict the diversity of perspectives and lead to systemic exclusions.
Given these factors, it is perhaps unsurprising that over half of the
review studies reported limited involvement and experiences of
tokenism.

Quality appraisal

Overall, the quality of included studies was high, although the
heterogeneity of scores indicates some variability inmethodological
rigor. Without transparent reporting, there can be uncertainty
around the credibility of results. Rather than exclude studies based
on their scores, a sensitivity analysis revealed consistency across
themes, thereby increasing confidence in our findings (Carroll et al.,
2012). Whilst most studies were collaborative, ten were not and
only six were reported as user-led, which casts some doubt as to
whose opinions are prioritized within the review. More lived
experience/co-led research is required within academia to ensure
that lived experience perspectives are given equal weighting.

The quality appraisal also showed relatively little attention paid
to the researcher-participant/co-researcher relationship and ethical
considerations. Reflexivity is an essential element within qualitative
research, ensuring that researchers consider their influence over
participants and the data (Newton et al., 2012). Without it, it is
difficult to assess whether bias has influenced the studies within this
review. Studies employing PPI methodology do not necessarily
require formal ethical approval. Nonetheless, given the complex
and often sensitive nature of PPI in mental health research, the
absence of discussion around ethical concerns such as confidenti-
ality, safeguarding, and support was notable (Biddle et al., 2021).
Considering the significance of power dynamics and the need for
safe and equitable working relationships highlighted within this
review, it is imperative that researchers use reflexivity to ensure the
well-being of co-researchers and participants, as well as consider
their own influence over findings.

Study strengths and limitations

To our knowledge, this is the first systematic review and meta-
synthesis of PPI in mental health research within academia. Lived
experience perspectives were embedded throughout. To maximize
reliability, screening, quality appraisal, and analysis were conducted
independently. The Working Group then discussed and reflected
on the major themes and related these to their own experiences, in
line with Shimmin et al. (2017). We recognize that some of our
screening criteria may have prioritized interpretations of PPI from
the Global North. Whilst our specific interest was in PPI within
academia, we acknowledge that using broader PPI definitions and
sources of literature, particularly those from the Global South, as
well as a multilingual approach, may have captured a more com-
prehensive picture of barriers and facilitators of PPI in mental
health research. Our core research team is predominantly white,
older, and cisgender, which inevitably influences our interpretation
of the data. We were reflexive in our approach and ensured that the
Working Group was diverse in terms of gender, ethnicity, and age,
as well as service user/carer representation and working experience
of different PPI groups.

Implications for future research and PPI

The redistribution of power
This review has highlighted the necessity for a more equitable
distribution of power within mental health research. This is
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achievable, in part, by embedding PPI into governance and research
procedures, ideally at the pre-funding stage before rigid research
procedures are established. However, this does require a shift in
understanding on the part of researchers, funders, and ethics
committees. Rather than viewing PPI as an adjunct, it should be
recognized and valued as a novel way of working, requiring proper
funding, time, and flexibility (Callejas & Jones, 2022; Totzeck et al.,
2024). Power dynamics can also be negotiated at the study level,
through collective reflexivity and relationship building. It requires
sustained effort but can be successful in breaking down barriers,
generating equity, and promoting genuine collaboration (Cox &
Simpson, 2015; Roper et al., 2018; Sangill et al., 2019; Shimmin
et al., 2017).

Building capacity
For power sharing to be effective, both researchers and lived
experience contributors need the capacity to engage. We found a
strong emphasis on providing service users with training on scien-
tific research knowledge and skills, to enable participation. Whilst
this is a positive step, it fails to account for the power imbalances
and the systemic change required to facilitate meaningful involve-
ment. The review focused less on capacity building for researchers.
Expecting researchers to undertake PPI without understanding its
relevance or implementation hinders success and makes tokenism
more likely (Friesen et al., 2021; Thompson et al., 2009). Training is
critical in increasing knowledge of PPI and anunderstandingof power
dynamics, as well as enabling attitudes to move away from traditional
conceptions of the clinician/patient, toward the respect and value for
lived experience, which is fundamental to agency and inclusion. We
recommend that any training is co-produced and co-delivered to
increase relevance and reduce the ‘us and them’ dynamic.

Safe working environments
Almost half the included studies emphasized the importance of
feeling safe within the research environment, which suggests that
involvement in mental health research feels unsafe for many and
can have an emotional cost. Shimmin et al. (2017) have shown how
trauma-informed, intersectional approaches can create settings and
interactions that support safety for everyone involved. The onus is
on academic institutions to reflect on their own practices, to
become aware of barriers that impede full involvement, and to
adapt working practices. Taking a holistic approach focused on
communication, relationship building, and capacity development
canmake involvement moremeaningful and inclusive for everyone
(Roche et al., 2020).

Widening inclusion
The thematic analysis, quality appraisal, and data extraction all
highlighted how consideration of diversity, as in the health and
social care field (Ocloo et al., 2021; Ocloo & Matthews, 2016) is
relatively scarce. This means we are unable to comment on the
barriers and facilitators of PPI for marginalized groups and limits
the generalizability of the findings. Addressing this requires pro-
active strategies. Ongoing efforts should be made to reach out to,
build lasting relationships with, and address the barriers faced by
traditionally excluded communities (Chauhan et al., 2021; Ekezie
et al., 2021; Golenya et al., 2021; Kalathil, 2008).

Conclusion

Our review highlights the existence of good PPI practice in mental
health research within academia. It is evidently a valuable

experience for many and has a positive influence on research
processes. However, the wider research environment within uni-
versities and enduring power differentials, constrain PPI, leading
to a consumerist model and experiences of tokenism. Insufficient
value attached to PPI and lived experience, researcher resistance,
and a lack of understanding of service users’ needs all present
significant barriers. Our findings indicate that embedding PPI
throughout the research process, ensuring diversity of represen-
tation, the provision of safe, supportive working environments,
researcher training, and capacity building for service users are all
key facilitators. Most importantly, by relinquishing some control
over the research process and adopting more flexible, truly col-
laborative working practices, patient and public involvement in
mental health research can strive to become an authentic and
impactful process.

Supplementary material. The supplementary material for this article can be
found at http://doi.org/10.1017/S0033291725101748.
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