City Research Online
City St George’s, University of London

ST GEORGE'S

UNIVERSITY OF LONDON

Citation: Mendes, J. A. D. A, Lucassen, M., Adams, A., Mahamud, A., Hitcham,
L., Ito-Jaeger, S., Aicardi, C., Nielsen, E., Roberts, L., Townsend, E. & et al (2026).
Conceptualising and Operationalising ‘Patient and Public Involvement’ (PPI) and
‘Responsible Research and Innovation’ (RRI) in Youth Mental Health Research: A
Scoping Review. Research Involvement and Engagement, 12(1), 156. doi:
10.1186/s40900-026-00969-3

This is the published version of the paper.

This version of the publication may differ from the final published version. To cite
this item please consult the publisher's version.

Permanent repository link: https://openaccess.city.ac.uk/id/eprint/38200/

Link to published version: https://doi.org/10.1186/s40900-026-00969-3

Copyright and Reuse: Copyright and Moral Rights remain with the author(s) and/or
copyright holders. Copies of full items can be used for personal research or study,
educational, or not-for-profit purposes without prior permission or charge, unless otherwise
indicated, provided that the authors, title and full bibliographic details are credited, a
hyperlink and/or URL is given for the original metadata page and the content is not changed
in any way. For full details of reuse please refer to City Research Online policy.

City Research Online: http://openaccess.city.ac.uk/ publications@citystgeorges.ac.uk



https://openaccess.city.ac.uk/policies.html
mailto:publications@citystgeorges.ac.uk
http://openaccess.city.ac.uk/

Mendes et al. Research Involvement and Engagement (2026) 12:156 Research Involvement
https://doi.org/10.1186/540900-026-00969-3
and Engagement

Check for
updates

Conceptualising and operationalising ‘patient
and public involvement’ (PPl) and ‘responsible
research and innovation’ (RRI) in youth mental
health research: a scoping review

Josimar Anténio de Alcantara Mendes' ®, Mathijs Lucassen?®, Alex Adams’®, Ayan Mahamud’®,
Lucy Hitcham®>#'®, Sachiyo Ito-Jaeger>®'®, Christine Aicardi’®, Emma Nielsen*®, Lily Roberts*®,
Ellen Townsend*® and Marina Jirotka'

Abstract

Background Meaningful youth involvement has gained attention in mental health research, especially in
collaborative approaches such as Patient and Public Involvement (PPI) and Responsible Research and Innovation
(RRI). While both aim to support inclusive research, there is limited clarity on how they are conceptualised and used
in projects together with young people. This scoping review examines how PPl and RRI approaches are defined
and implemented in mental health research involving young people as collaborators rather than solely as research
participants.

Methods The included studies were empirical, peer-reviewed articles published in English that involved young
people (aged 10-25 years) as collaborators in shaping mental health-related research, interventions, or products
beyond their contributions as study participants, and used PPI, RRI, or related collaborative approaches. Reference
to terms such as “participatory research”alone was not treated as evidence of involvement; eligibility required
young people to have a reported collaborative role. Eight bibliographic databases (Scopus, Web of Science,
MEDLINE, PsycINFO, CINAHL, ASSIA, PsycARTICLES, and IBSS) were searched on 21 February 2024. Following the JBI
methodology and PRISMA-ScR guidelines, records were screened. Data were then charted from the included papers
to capture study characteristics, definitions and applications of PPl and RRI, and the modes and reported forms or
roles of youth involvement.

Results Thirty-two papers were included, most were published from 2022 onwards, originated from high-income
English-speaking countries, and defined and applied PPl more frequently than RRI. However, both approaches
lacked operational clarity. Key terms such as co-production, co-design, and participatory research were widely but
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-
inconsistently used, often without clear definitions or sufficient information to establish whether young people were

involved as partners rather than solely as research participants. Explicit discussions related to power or intersectional
barriers to youth involvement were rare. Some studies reported involving large numbers of young people, including
up to 339 youths, raising questions about feasibility and depth of involvement.

Conclusions This review highlights promising trends in extending youth involvement in mental health research,
but also reveals important conceptual and ethical limitations. The findings emphasise the need for clearer definitions,
explicit distinctions between meaningful youth involvement and being researched as a study’s participant, more
inclusive research practices, and stronger commitments to equity. Expanding future research is crucial for advancing
responsible and collaborative approaches in youth mental health.

Plain english summary

Many mental health studies are about young people, but young people are not always meaningfully involved in
shaping the research. This review looked at published studies where young people aged 10 to 25 helped with
mental health-related research, such as planning studies, designing services or tools, giving advice, or working

as partners. We wanted to understand how researchers describe this involvement and what roles young people
are given. We identified 32 relevant studies. Most came from high-income English-speaking countries, especially
the United Kingdom, Australia, Canada, and the United States. Many studies used words such as “co-design’, “co-
production’, or “participation’, but these words were often not clearly explained. This makes it difficult to know
how much influence young people actually had. Some studies involved many young people, but did not always
explain whether they had real decision-making power. The review also found that young people were not always
clearly recognised for their contributions, for example by being named as authors when they had helped shape
and carry out the actual work. Overall, this review shows that involving young people in mental health research is
becoming more common, but researchers need to be clearer about what involvement means, how young people

~N

are supported, how power is shared, and how young people’s contributions are recognised.

Keywords Patient and Public Involvement (PPI), Responsible Research and Innovation (RRI), Adolescent Mental
\Health, Youth Involvement, Co-production, Collaborative research

Background

Adolescence and early adulthood represent critical devel-
opmental periods during which mental health condi-
tions frequently emerge. Epidemiological studies indicate
that 62.5% of mental health disorders begin before the
age of 25 years, highlighting the critical need to support
early identification of these conditions as well as effec-
tive interventions [1]. Involving end-users, such as young
people, throughout an intervention-related research
project is vital to maximising its relevance and impact
[2]. That is because the lived experience of young people
offers essential insights into their needs and contexts,
making their involvement critical to research efforts.
While interest in youth involvement in research is grow-
ing, researchers often struggle to engage young people in
meaningful and sustained ways [3]. As a result, the lit-
erature on collaborative efforts involving young people
in mental health, whether in academic research, inter-
vention design, or product development, remains lim-
ited, especially in terms of the depth and quality of youth
involvement [4].

Approaches such as Patient and Public Involvement
(PPI) and Responsible Research and Innovation (RRI)
have been introduced to help guide health-related initia-
tives, aiming to harness the unique perspectives of young
people [5-8]. Their relevance is particularly important

in the youth mental health field because conventional
researcher-led approaches may position young people
solely as research participants and privilege priorities,
assumptions, and interpretations defined by selected
adults or professionals [8—11]. Consequently, research
questions, methods, and interventions may inadequately
reflect young people’s lived experience, developmental
needs, cultural contexts, and everyday realities, poten-
tially reducing the relevance, acceptability, and feasibility
of the research undertaken. In this scenario, meaning-
ful involvement! can help address these limitations by
enabling young people to shape research priorities as
well as a study’s design, implementation, interpretation,
and eventual dissemination. In turn, this may enhance
the contextual and cultural responsiveness of research,
strengthen the acceptability of interventions intended for
youths, support their implementation, and increase the

! Drawing on our previous work on PPI/RRI in youth mental health and
on coproduction with young people [8,11,39], we understand “meaningful
involvement” as forms of youth involvement that go beyond one-off con-
sultation. Such involvement is characterised by early and, ideally, sustained
involvement across project stages, clear opportunities to influence agendas
and decisions, reciprocal recognition of lived and experiential expertise,
appropriate renumeration, support and safeguarding (including attention to
emotional labour and accessibility), and a genuine capacity for young peo-
ple’s contributions to shape both processes and outputs, rather than being
merely tokenistic.
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likelihood that they produce outcomes that are relevant
and beneficial to young people [3, 4, 8, 9, 12-20].

However, the ways in which these approaches are
defined and implemented vary considerably across aca-
demic disciplines, funders and projects, ranging from a
brief, one-off consultation to sustained, shared decision-
making over the life cycle of a project, with the latter gen-
erally representing a deeper level of involvement [12-14,
21-23]. This breadth of interpretation in terms of what
constitutes PPI and RRI makes it difficult to compare
studies, evaluate quality, or distinguish between genu-
inely collaborative work and more tokenistic, ‘tick-box’
exercises, thereby blurring what meaningful involvement
should ideally look like in practice. This involvement
matters, as Article 12 of the United Nations Convention
on the Rights of the Child affirms the right of children
and young people to freely express their views on mat-
ters affecting them [24, 25]. PPI and RRI are therefore
extremely valuable approaches in terms of upholding this
right, yet they are often applied without a clear articula-
tion of their respective aims, scope, and added value. As
a consequence, they are sometimes mistakenly treated as
interchangeable labels rather than distinct, complemen-
tary approaches, which limits their potential to guide
robust, youth-centred practice. Clarifying and expanding
how these concepts are understood is therefore essential
for setting coherent expectations and for strengthen-
ing the foundations of responsible youth involvement in
mental health research.

Throughout this review, PPI and RRI are treated as
broad umbrella approaches rather than as single, pre-
scriptive approaches. We will use the term “concept”
when discussing how PPI or RRI is defined and under-
stood, “approach” when referring to its overarching
orientation and application, and “framework” only for
structured models or tools through which an approach
may be operationalised, such as in relation to AREA
(Anticipate, Reflect, Engage, Act) within RRI. This termi-
nology is adopted as an analytical convention for clarity,
while recognising that these terms are themselves used
inconsistently across the literature.

Patient and public involvement (PPI)

In health research, recognition of the importance of
involving patients and the public has been steadily
increasing [13, 14, 23, 26], with health research funders
requiring more evidence that beneficiaries or end users
have contributed to the development of studies [27]. In
the UK, this is commonly known as PPI which is defined
by the National Institute for Health and Care Research
(NIHR) as “doing research ‘with’ or ‘by’ people who use
services rather than ‘to) ‘about’ or ‘for’ them” [28]. This is
a growing field, and as such there are several definitions
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and practices for PPI, but these generally centre around
the active and transformative involvement of ‘lay repre-
sentatives’ who contribute distinct perspectives to those
of health professionals, due to their lived experience [29,
30].

Despite this increased recognition of the benefits of
PPI, young people are often excluded from the process
of influencing mental health research, and their involve-
ment remains understudied [13-15, 30]. While efforts
have been made to outline the benefits of youth involve-
ment, and to develop practical recommendations for
involvement [3], PPI with young people can remain com-
plicated and ‘messy’ but success is achievable [31] and
remains important for the future of youth mental health
research.

Responsible research and innovation (RRI)

RRI meanwhile has emerged more recently in the early
21st century, and is rooted in science and technology
studies [32]. Since its inception, RRI has been integrated
into numerous initiatives, most notably within the Euro-
pean Union’s Framework Programmes, particularly the
Horizon 2020 Science with and for Society programmes
[33]. In the UK, RRI has gained prominence through the
UK’s Research and Innovation (UKRI) funding body,
which encourages researchers to adopt the AREA frame-
work as a guide for responsible practice [32].

Despite its growing relevance, RRI remains a concept
with varied interpretations, and the definition of RRI
remains diverse and lacks consensus [8, 34, 35]. For the
purposes of this scoping review, we understand RRI as a
broad approach for governing research and innovation
responsibly across its lifecycle. It seeks to foster creativ-
ity while anticipating potential risks and unintended con-
sequences, encouraging researchers and professionals to
reflect on their assumptions and practices, engage rele-
vant stakeholders, and respond to emerging knowledge,
concerns, and societal needs. RRI therefore emphasises
alignment with societal values and the public interest,
while also incorporating the perspectives and needs of
relevant stakeholders, including end users, throughout
the research process [32, 35-37]. Hence, the relevance
of RRI to this study lies in its potential to contribute to
settings involving sensitive lived experience, fluctuating
wellbeing, safeguarding and privacy concerns, youth-
adult power asymmetries and digital innovations with
uncertain or unintended consequences, such as youth
digital mental health research [8, 11, 38, 39]. By fore-
grounding anticipation, inclusion, reflexivity, respon-
siveness and accountability, RRI complements PPI by
situating involvement within a broader, lifecycle-oriented
governance approach.
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Understanding PPl and RRI in youth mental health
research

While these two approaches share some commonali-
ties, they differ in scope and emphasis [8, 26, 30]. PPI is
mainly concerned with research conducted with or by
patients and members of the public, rather than to them,
about them or for them, and foregrounds lived and expe-
riential knowledge within health research [26, 28, 29, 40,
41]. RRI, by contrast, emphasises anticipating potential
benefits, risks and unintended consequences; reflecting
on assumptions, values and power relations [32, 35-37,
42]. Therefore, RRI does not replace PPI but can comple-
ment it by situating involvement within a wider approach
of anticipation, reflexivity, responsiveness and account-
ability [8, 11, 38, 39]. For example, PPI may feasibly pro-
vide one mechanism through which the engagement
dimension of RRI is enacted as part of the lifecycle for the
wider research project.

Within youth mental health research, emerging schol-
arship further demonstrates the suitability of RRI. For
instance, RRI-informed work has shown how youth
involvement can be integrated with the anticipation
and mitigation of harms in the development of digital
interventions addressing self-harm [39], how respon-
sible co-production requires care, emotional safety, dia-
logue, flexibility and power-sharing [11], and how RRI
can be operationalised through youth leadership, inter-
generational dialogue, safeguarding-sensitive practices
and continuous reflexivity [8]. It has also translated RRI
principles into practical guidance for meaningful, protec-
tive, inclusive and accountable youth involvement across
mental health research and innovation work [38].

In practice, the literature tends to apply the labels ‘PPI’
and ‘RRI; as well as related terms, to activities ranging
from brief consultation, such as commenting on a par-
ticipant information sheet or draft survey, to sustained,
co-governed partnerships in which young people shaped
research questions and/or a study’s methods and the pro-
posed dissemination efforts. This breadth of interpreta-
tion spans disciplines and sectors, with some projects
restricting PPI to service-improvement activities and
others using RRI to support a broader, more systemic and
integrated approach throughout the research process,
which entails liaising with different layers of stakehold-
ers while keeping young people’s well-being and views at
the centre of understanding, prioritisation and decision-
making [8, 11, 39].

This variation in definitions and operationalisation is
further complicated by terms such as “co-design” and
“co-production” being used interchangeably, although
these approaches may be incorporated within PPI or RRI
without being synonymous with either approach [8, 22,
26, 38]. Their use alone does not demonstrate that young
people are involved as partners or that PPI or RRI was

(2026) 12:156

Page 4 of 24

rigorously applied [8, 9, 21, 22, 26, 31]. Unlike broader
research ethics frameworks that primarily focus on pro-
cedural compliance, risk mitigation, and participant pro-
tection, both PPI and RRI also emphasise relational and
processual dimensions of research. For instance, PPI
foregrounds lived experience and democratic involve-
ment in health research [26, 28, 29, 40, 41], whereas
RRI more explicitly incorporates anticipation, reflexiv-
ity, responsiveness, and societal alignment across the
research lifecycle [8, 32, 35-37, 42]. This complexity may
lead to research deploying these different approaches
without appropriately considering their distinctions, the-
oretical foundations, and practical requirements, thereby
blurring differences in the aims, depth of involvement,
and responsibilities attributed to young people, as well as
compromising transparency, comparability and possible
efficacy [21-23, 30]. Hence, there is a need for clearer
articulation of how PPI and RRI are understood and
applied in the youth mental health field, so that research-
ers can more deliberately select, implement, and report
approaches that are appropriate to their goals and to
the forms of youth involvement envisaged. In this sense,
clearly defining and distinguishing these principles within
mental health research is crucial for improving how they
are applied and, ultimately, for enabling the meaningful
involvement of young people in research processes.
Involving young people in mental health research can
enhance the relevance and appropriateness of research
agendas, questions, and design by ensuring they are
youth-friendly and responsive to young people’s needs,
perspectives, and developmental stages [3, 4, 8, 11, 13—
19, 43]. Meaningful involvement can also support imple-
mentation, interpretation, and dissemination efforts,
while strengthening the contextual and cultural respon-
siveness, acceptability, and potential benefits of research
[4, 12, 14, 16-20, 39, 44]. These benefits extend to the
development of mental health products and tools, such
as digital interventions, which may increasingly value the
input of young people [18, 39, 45-47]. The importance
of involving young people in mental health research has
been recognised across diverse settings [9, 14, 20, 39,
48, 49]. However, a clear understanding of how projects
are implementing youth meaningful involvement in line
with PPI and RRI principles is needed [8, 9, 26, 31, 38].
This would help maximise the impact of young people’s
contributions and support mental health researchers and
professionals in making well-informed decisions about
how to effectively design and conduct such projects [30].
Several previously published reviews have examined
related dimensions of youth involvement in mental health
research, although their scopes have been more circum-
scribed. McCabe et al. [14] synthesised the impacts, chal-
lenges, facilitators and recommendations associated with
what the authors called ‘youth engagement, whereas Ali
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et al. [50] focused specifically on young people with lived
experience involved in the design, development or evalu-
ation of mental health-care services. Totzeck et al. [51]
reviewed PPI involving children and young people, iden-
tifying variation in how PPI processes were implemented
and reported and calling for clearer operationalisation
and evaluation, while Perowne et al. [52] subsequently
concentrated on the barriers and facilitators affecting the
involvement of under-represented groups. Other reviews
have focused on online contexts and have addressed spe-
cific digital domains, including preventive digital inter-
ventions, digital-video interventions for mental health
literacy, and the ethical promises and challenges of digital
mental health, with co-design or end-user involvement
examined as one component of broader intervention-
or ethics-focused analyses (e.g., Bergin et al., 2020; Ito-
Jaeger et al.,, 2022; Wies et al., 2021). Collectively, these
reviews have established the value of involving young
people and expose persistent weaknesses in implemen-
tation, evaluation and reporting; however, they do not
comparatively examine how PPI and RRI are conceptu-
alised and operationalised across the broader range of
youth mental health-related research, intervention and
product-development projects, nor have they systemati-
cally mapped the reported types of PPI and RRI, or the
extent of young people’s involvement within these.

Within this context, the purpose of the present scoping
review was to identify and map the existing literature on
how collaborative approaches, specifically PPI and RRI,
have been conceptualised and operationalised in mental
health-related projects®involving young people. Given
that PPI and RRI are inherently context-dependent, yet
often employed interchangeably in collaborative initia-
tives [2, 8, 31], a nuanced understanding of how these
approaches function in practice is essential. Moreover,
there is a pressing need for a deeper comprehension of
youth-inclusive collaborative processes in the mental
health domain (8, 11, 30].

This review focused on studies that report on mental
health-related research, interventions, or product devel-
opment involving young people (10 to 25 years old) as
collaborators, rather than solely as research participants.
The central concepts under review are the PPI and RRI
approaches as they apply to young people’s involvement
in mental health research contexts. The context is defined
as any mental health-related project (whether clinical,
community-based, or digital) that explicitly incorporates

2 In this review, a “mental health-related project” refers to any empirical
research, intervention-development, service-evaluation, policy-develop-
ment, or product/technology-development initiative in which mental health
or mental well-being was a primary focus. This includes projects across
mental health: promotion; prevention; assessment; treatment or support;
service delivery; and mental health digital innovation across clinical, com-
munity, educational and online settings, while excluding projects in which
mental health was only incidental.
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collaborative involvement of young people beyond their
participation as study subjects. The following research
questions guided this review:

1. How does the existing literature define the PPI and
RRI approaches in mental health-related projects
involving young people?

2. What is the type and extent of young people’s
involvement in PPI and RRI mental health-related
projects where these are used?

These questions were designed to elucidate definitional
clarity, implementation patterns, and levels of youth
involvement across varying settings and methodologies,
thereby informing future practice and research on collab-
orative youth involvement in mental health.

Method

This scoping review was conducted following the JBI
methodology for scoping reviews and reported follow-
ing the PRISMA-ScR guidelines [53, 54]. The review pro-
tocol was registered on the Open Science Framework
(DOL: https://doi.org/10.17605/OSEIO/N4EDB) and has
been published [30]. The review was not limited to a spe-
cific setting and encompassed diverse research contexts,
provided they involved young people in mental health-
related research or intervention development.

Eligibility criteria

Eligibility criteria were established using the PCCS
framework (Participants, Concept, Context, and Sources)
[54], as follows: (Table 1)

Search strategy and information sources

A two-step search strategy was employed. Initially, a lim-
ited search was conducted in PsycARTICLES, PsycINFO,
and MEDLINE to identify relevant literature. In particu-
lar, the titles, abstracts, author-supplied keywords and
database indexing terms of potentially relevant records
were examined to identify alternative terminology relat-
ing to young people, mental health, PPI, RRI and asso-
ciated forms of collaborative involvement. These terms
were then used to further refine and then expand the
comprehensive search strategy, which was subsequently
adapted to the controlled vocabulary, syntax and index-
ing conventions of each database. No substantive changes
were made to the review questions, PCCS eligibility cri-
teria or the conceptual scope between the two steps.
Hence, the changes concerned the refinement and then
expansion of search terms and their database-specific
adaptation. The refined search strategy was subsequently
applied to MEDLINE, PsycINFO, PsycARTICLES, Sco-
pus, Web of Science, IBSS, CINAHL (EBSCO), and
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CATEGORY CRITERIA
Inclusion Exclusion
Participant Articles describing and/or evaluating mental health-related research processes and product or  Articles focusing on another
intervention development in collaboration with young people. We considered ‘young people’ population rather than on
in a broad sense - ranging from the early stages of adolescence (i.e, 10 years old) to early adult-  young people (as operation-
hood (i.e,, until 25 years old — WHO, 2024) [73] alised in the ‘inclusion’ criterion)
Concept Articles that explore and discuss the concepts and the processes of the ‘patient and public Articles not focusing on PPl or
involvement’ (PPI) and/or responsible research and innovation’ (RRI) approaches. These include,  RRI by just mentioning them en
but are not limited to, face-to-face, online and hybrid mental health-related research processes  passant
and product or intervention development in collaboration with young people
Context Articles reporting mental health-related research processes and product or intervention devel-  Articles not focusing on mental
opment in collaboration with young people health-related research or prod-
uct development processes
Sources We included only studies using primary data that were peer-reviewed and published in English ~ The review excluded prospec-
(Type of studies) ~ with no time restriction - i.e., we retrieved databases’articles since their inception. We included  tive study protocols, review ar-

quantitative, qualitative, and mixed methods studies

ticles, and general ‘grey literature’

ASSIA. The final search strategy, including all descriptors
and search strings, is available in Additional File 1.

Study selection

All identified records were collated and uploaded into
CADIMA, an open-access platform designed to support
the conduct and documentation of systematic and scop-
ing reviews [55]. CADIMA was used to manage part of
the selection process, including de-duplication, consis-
tency checking, and inter-rater reliability testing. A total
of 2,638 duplicates were removed from the initial 3,806
records.

Prior to the title and abstract screening phase, a con-
sistency check was conducted on a randomised 5% sam-
ple of the remaining records. This process, supported
by CADIMA’s automated inter-rater reliability function,
yielded a Cohen’s Kappa coefficient [56] of 0.86, indicat-
ing ‘excellent agreement’ between the first and second
authors. The two reviewers then independently screened
1,168 titles and abstracts in parallel. Any disagreements
regarding study selection and data extraction were
resolved through consensus and, when necessary, fur-
ther discussion. A total of 124 articles were subsequently
selected for full-text review.

Although the original protocol specified that full-text
screening would be conducted by two reviewers, due to
project constraints (e.g., available personnel and funding
deadlines in relation to staffing), this task was carried out
solely by the first author. However, to ensure rigour, the
third author reviewed all exclusion decisions and con-
firmed agreement. The list of excluded full-text articles,
along with reasons for exclusion, is provided in Addi-
tional File 2. The study selection process is summarised
in the PRISMA-ScR flow diagram (Fig. 1).

Critical appraisal
No formal quality or risk-of-bias appraisal of the
included studies was undertaken. This is consistent with

established scoping-review guidance, as such appraisals
are not considered necessary, because the review aimed
to map and clarify how PPI and RRI were conceptual-
ised and operationalised and to characterise the reported
types and extent of youth involvement, rather than to
evaluate intervention effectiveness or produce a critically
appraised answer to a narrowly defined question [53, 54,
571].

Data extraction and analysis

Data was extracted from the 32 studies included in the
review using a structured data extraction tool devel-
oped by the authors. This tool was designed to capture
comprehensive and consistent information aligned with
the objectives and research questions of the review.
The extracted data were grouped into four analytical
categories:

1. General descriptions and methods: key study
characteristics, including the collaborative approach
adopted (PPL RR], other, or unclear), the number
of young people involved, their age range, mean age
(when available), and the study’s methodological
design (qualitative, quantitative, mixed methods,
or other). Operational definitions are provided in
Table 2;

2. Involvement characterisation: recorded the
specific mental health topic addressed, the reported
form or role of young people’s involvement
(e.g., Co-researchers/Co-developers, Co-design,
Consultation, other), the mode of collaboration
(online, in person, hybrid, or unclear), and whether
young people were listed as co-authors. The
associated operational definitions are outlined in
Table 3. These categories were used as pragmatic
descriptors of how involvement was reported and
were not treated as direct measures of its depth,
quality or distribution of decision-making power.
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Fig. 1 Review process

The terminology adopted by a study was therefore
considered separately from the activities undertaken,
the stages at which young people were involved and
their reported influence over project decisions;

3. Definitions of involvement: whether the study
provided explicit definitions of PPI and/or RRI,
noting the presence or absence of definitional clarity
in relation to the collaborative approaches adopted;

4. Complementary information: captured additional
insights, including whether the article discussed the
main advantages and/or challenges of collaborating
with young people, and whether it presented
examples of good practices for fostering meaningful
and ethical collaboration.

=
(=] . .
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b= _ 8 p > duplicate records removed (n = 2,638)
= (n=3,800)
g
=
— !
)
Records screened »| Records excluded
(n=1,168) (n=1,044)
A4
Reports sought for retrieval »| Reports not retrieved
(n=124) n=0)
v

2 . Articl | :

= Full-text articles assessed for rticles exe uded .

= s - YP involved as mere ‘research

3 eligibility —> - > (o —

& 2 124 participants’ (n = 60)

A (n ) - Not enough information about the
age range and/or the YP
involvement
(n=20)

- Conference paper and/or not peer-
reviewed primary data (n = 7)

- Not YP involvement — e.g. young
children, practitioners (n = 3)

- Mental Health is not the focus (n
= 2)

—
v

3

B || Studies included in the review

g (n=32)

—

For further details about the data extraction tool, see
Additional File 3. All data were extracted by the first
author and reviewed for consistency and complete-
ness by the second author. Patterns and themes across
the extracted data were subsequently analysed through
descriptive synthesis, guided by the review questions
and the emergent features of the included studies. For
the subset of data focusing on definitions of PPI, RRI and
related involvement approaches, we conducted a qualita-
tive synthesis of these concepts. To support this concep-
tual synthesis, we used ChatGPT-40 as an assistive tool.
The first author provided the model with sets of verbatim
excerpts grouped by concept (see Additional File 4) and
requested concise draft definitions based solely on those
excerpts, which were iteratively refined. All Al-generated
text was then reviewed to ensure fidelity to the source
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Concept Key Definition Source
PPI (Patient Patient and Public Involvement (PPI) is the active involvement of patients and the public in research, a. Papageorgiou et al.
and Public where research is conducted with or by members of the public, rather than merely to, about, or for (2023) [62]
Involvement) them, promoting collaboration and mutual engagement® b This inclusive approach enhances the qual- b. Brett et al. (2014) [16]
ity, relevance, and application of research, as it brings in the unique perspectives and lived experiences . Wilson et al. (2015) [29]
of service users, leading to more insightful prioritisation, commissioning, and dissemination of research  d. Boivin et al. (2010) [74]
findings®. Recognising the diversity of roles within PPI, terms such as “PPI representatives”and “lay repre-
sentatives”are often used interchangeably, reflecting the broad, non-professional insights contributed
by these individuals, whether as patients, carers, or members of the public®. PPl spans multiple levels of
involvement, employing methods such as communication, consultation, and involvement across differ-
ent stages of research and guideline development, from topic selection to implementation in clinical
and community settingsd.
RRI Responsible Research and Innovation (RRI) is a process that promotes the development of research a.Inglesant et al. (2016)
(Responsible and innovation that is socially desirable, ethically acceptable, and aligned with the values, needs, and [75]
Research and expectations of society“'b. It encourages inclusiveness, transparency, and responsiveness, aiming to en-  b. Eden et al. (2014) [42]
Innovation) gage societal actors and researchers collaboratively, fostering a more democratic accountability across  ¢. Shahriari and [42]

the entire innovation lifecycle® d.¢ RRI operates as an anticipatory, reflexive, and deliberative approach,
where ethical and social implications are assessed from the initial design stages through to application,
prioritising public interest and minimising harm 9. Additionally, RRI recognises that responsibility is a
distributed network across stakeholders, including policymakers, scientists, and the public, to achieve
sustainable, innovative solutions that address significant societal chal\engesa'd.

c. Shahriari and Shahriari
(2017) [34]

d. Hoven (2021) [76]

e. Porcari et al. (2016) [77]
f. Von Schomberg (2013)
(371

g. Owen and Pansera
(2019) [35]

Table 3 Operational definitions for the ‘involvement characterisation’ category

Concept

Key Definition

Source

Co-researchers/
Co-developers

Co-design

Consultation

In the ‘Co-researchers/Co-developers'model of youth involvement, young people are involved as inte-
gral members of the research or development team, contributing their expertise as “lived experience”
experts rather than as traditional study subjects®®. This role involves young people working alongside
academics and/or professionals, actively engaging in all project stages (e.g., conception, planning, ex-
ecution, delivery and dissemination) where they are fully embedded in decision-making processes®. In
this capacity, young people collaborate to shape the project’s direction and outcomes, ensuring their
insights and experiences are foundational to the project’s development and its relevance to target
communities® €,

Co-design is a collaborative design process rooted in participatory design that actively involves users,
stakeholders, and designers as partners throughout all stages of development, incorporating their
lived experiences and unique insights to create solutions that are relevant and responsive to users’
needs and preferences® < This approach values users as “experts of their experiences”and employs
participatory methods like workshops and interactive activities to ensure design outcomes are
informed by real-life perspectives and are both ethical and practical® €. Beyond traditional consultation,
co-design empowers users in decision-making and draws on multidisciplinary insights from social
policy, product design, and public sector reform to address complex social needs® ¢,

Young People Consultation involves gathering young people’s views to inform the development or
revision of projects, services, or research, typically by seeking their opinions on materials, processes,

or policy decisions®®. Consultation is generally distinct from full involvement, as it is often limited

to asking for input rather than involving young people directly in decision-making®. This approach
values young people’s unique perspectives, aiming to make resources more accessible and relevant by
incorporating age-appropriate feedback, while also occasionally piloting their suggestions in practical
applications to improve real-world services® 9.

a. Fraser et al. (2022) [78]
b. Martin et al. (2019)
[10]

c. Pavarini et al. (2019)
[72]

d. Hawke et al. (2018) [3]
e. McPartlan (2024) [79]

a. Thabrew et al. (2018)
[45]

b. Bevan Jones et al.
2020) [46]

c. Malloy et al. (2023) [47]
d. McKercher (2020) [80]
e. Evans and Terrey
(2016) [81]

a. Delahunt et al. (2023)
[82]

b. Brady (2020) [83]

c. SutterlUty and Tisdall
(2009) [84]

d. Woolfson et al. (2008)
[85]

Note: the term ‘co-production’ was not used as an operational definition in this review, as the literature often employs it as an umbrella term encompassing a wide
range of involvement practices, including ‘co-research’, ‘co-development’, ‘co-design’, and ‘consultation’, which were treated as distinct categories for the purposes

of this study
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material (see Additional File 5 for further details of this
process). Recent methodological work has shown that
tools such as ChatGPT can assist with coding, clustering
and summarising qualitative text, provided that research-
ers remain responsible for guiding the analysis and mak-
ing final interpretative decisions [57-59]. Consistent
with this human—AI collaborative stance, ChatGPT-40
was used only as an auxiliary aid to generate preliminary,
text-bound syntheses.

Young people’s involvement in this study

The authors AA and AM are young people with lived
experience of mental health, and they are members of
Digital Youth’s Young People’s Advisory Group (https://di
gitalyouth.ac.uk/), the programme that hosted this study.
AA was actively involved in the conception and design
of the study, data collection, as well as the revision of the
manuscript. AA and AM also championed the develop-
ment of a youth-accessible version of the results in the
form of a voice-over video (https://bit.ly/3LQMG1w), for
which they were supported by LR. AM is one of the wider
programme’s Youth Co-Chairs® This iterative and dialogic
process with young people reflects Digital Youth’s com-
mitment to embedding young people’s voices at multiple
stages of the research across the entire research lifecycle
(i.e., embedded rather than episodic), in alignment with
core RRI values such as inclusivity, responsiveness and
reflexivity. For more details, please see Mendes et al. [11].

The impact of youth involvement in this review

The impact of young people’s involvement in this review
can be understood across two interrelated domains: aca-
demic and research improvements, and the skill develop-
ment and empowerment of young people. As described
above, young co-authors contributed to the conception
and design of the review, its data collection, and revi-
sion of the manuscript, and the creation of an acces-
sible voice-over video presentation of the findings for
a non-academic audience. Their involvement enabled
young people’s perspectives to inform both the research
processes and the ways in which its findings were inter-
preted, communicated and made accessible.

In relation to academic and research improvement,
this review was designed and conducted during the
early stages of the aforementioned broader research pro-
gramme within which it was situated. Its preliminary
findings, and the continuing dialogue between academic
researchers and young people, helped identify conceptual

3 Within Digital Youth, the ‘“Youth Co-chair’ is a formal role for young peo-
ple who share leadership with researchers. They help set agendas, facilitate
meetings, represent youth perspectives, and ensure that discussions and
decisions reflect intergenerational equity. By doing so, Youth Co-chairs
move beyond tokenism, redistribute power, and position young people as
genuine partners and leaders in youth mental health and digital innovation.

(2026) 12:156
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and practical questions requiring further investiga-
tion, particularly concerning how RRI was understood
and enacted within youth mental health research. This
informed the design and delivery of a subsequent empiri-
cal study involving academic researchers and young peo-
ple, which explored understandings and practices of RRI
within the broader research programme [8]. Together,
the present review and that empirical study provided key
conceptual and experiential foundations for the develop-
ment of the RISE-UP Framework [38], a practice-oriented
framework that translates RRI into principles and reflec-
tive guidance for supporting meaningful, safe, inclusive
and accountable youth involvement across youth mental
health research.

Young people’s involvement in this review also sup-
ported their skill development and empowerment.
Their contributions provided opportunities to develop
knowledge and practical skills relating to literature scop-
ing-review processes, academic writing, collaborative
decision-making and research dissemination. Impor-
tantly, this enabled them not only to communicate their
perspectives, but also to make decisions and exercise
ownership over the work they had helped produce, in
addition to how the work was represented publicly to a
range of stakeholders. For example, one of the young
people (author AM) was involved across this review
and other related research activities, and they subse-
quently submitted an oral presentation to a major youth
mental health conference and are scheduled to present
the collaborative process through which the review, the
completed studies and the RISE-UP Framework were
developed. This youth co-author’s progression illustrates
how sustained involvement can extend beyond contribu-
tions to an individual review or study by enabling young
people to develop confidence, claim intellectual recog-
nition and represent collaborative research in academic
and other settings.

Results

This section begins by outlining the general character-
istics and frequency patterns of the included studies,
offering an overview of the sample. Following this, the
findings concerning each of the review questions are
addressed, highlighting key trends and emerging pat-
terns regarding how PPI and RRI have been conceptual-
ised and implemented in mental health-related projects
involving young people.

Overview of study characteristics and distributions

From the earliest papers to 2024, a notable concentra-
tion of studies was observed from 2018 onwards, with a
particularly marked increase in publications in the most
recent years. The initial search yielded a total of 3,806
records, distributed across eight bibliographic databases.
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The largest number of records was retrieved from Sco-
pus (n=981), followed by Web of Science (n=2808),
MEDLINE (n=847), PsycINFO (1=469), and CINAHL
(n=421). Smaller numbers of records came from ASSIA
(n=203), PsycARTICLES (n=27), and IBSS (n=50).
These results indicate that literature relevant to youth
collaboration in mental health contexts is widely indexed
across multidisciplinary, health-focused, and social sci-
ence-oriented databases, reflecting the cross-cutting
nature of the topic.

Regarding the geographical distribution of the 124
papers assessed during the full-text screening phase,
most of the selected (S=27) and non-selected (NS=77)
studies originated from high-income, English-speaking
countries. The majority were concentrated in the United
Kingdom (S =14; NS =32), Australia (§=5; NS=21), Can-
ada (S=4; NS=16), and the United States (S=4; NS=8),
indicating a strong dominance of Global North contexts
in the literature addressing collaborative approaches such
as PPI and RRI in youth mental health research. In con-
trast, representation from regions of the Global South
remained notably low. Only a small number of papers
originated from Africa (S=1; NS=3), Asia or South
Asia (S=0; NS=6), and South America (S=2; NS=1),
highlighting a potential geographic gap in the academic
discourse and the need for broader inclusion of diverse
socio-cultural and regional perspectives in the field.

Table 4 summarises the general characteristics of the
studies included in this review. Although no date restric-
tions were applied, no eligible studies published before
2013 were identified. This absence may reflect the later
institutionalisation of PPI, RRI and related involvement-
oriented approaches in youth mental health, as well as
changes over time in the terminology used to describe
collaborative roles. Earlier relevant work, especially
regarding RRI, may also have been indexed under differ-
ent terms or may not have been adequately captured by
contemporary database vocabularies. This review can-
not determine whether this pattern reflects a genuine
absence, terminology and indexing effects, or a combi-
nation of these factors; nevertheless, it is consistent with
the subsequent growth of the field.

Only 11 (34%) of the included studies provided the
mean age of youth involved, and just 5 (16%) reported the
standard deviations, highlighting ongoing limitations in
the consistent reporting of demographic data in youth-
involved research. In terms of methodological design,
qualitative approaches predominated. Specifically, 12
studies (38%) conducted qualitative studies exclusively
with young people, whereas 9 studies (28%) included
both young people and professionals/researchers. Eight
(25%) studies adopted mixed-methods designs, while
others employed documentary research methods (e.g.,
social media and online forum posts) (n=3; 9%).

(2026) 12:156
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For the search strategies, the majority of included arti-
cles (n=22; 69%) were retrieved through the PPI search
string, while 9 (28%) were identified via the RRI search
string, and only one (3%) was retrieved by both — see
Additional File 1 to check the search strings. This distri-
bution reflects the comparatively greater operationalisa-
tion of PPI approaches in youth mental health research.
Regarding the modality of collaboration, nearly half of
the studies (n=15; 47%) reported in-person involvement,
while 9 (28%) were conducted exclusively online or virtu-
ally, and 8 (25%) employed hybrid formats that combined
both.

When examining the type and extent of involvement,
most studies involved young people in co-design pro-
cesses (n=18; 56%), followed by more integrated roles
as co-researchers or co-developers (n=8; 25%), and less
extensive forms of consultation (n=6; 19%). Notably,
8 (25%) studies listed young people as co-authors — 6
(19%) of these naming individuals and 2 (6%) attributing
authorship to a youth advisory group (e.g., Young Per-
son’s Advisory Group/YPAG). However, 1 (3%) study
that positioned young people as co-researchers or co-
developers did not appear to list them as co-authors, rais-
ing potential concerns about the consistency between
the nature of their involvement and recognition of their
contributions.

Conceptualisations of PPl and RRI approaches and levels of
youth involvement

One of the primary aims of this scoping review was to
examine how youth mental health projects and initiatives
define and apply the conceptual approaches of PPI and
RRI. Despite the centrality of these approaches to collab-
orative research, our findings reveal a relatively limited
articulation of either across the 32 included studies.

Only six papers explicitly referred to PPI by name (P7,
P12, P16, P17, P24, P26), with just two of these offering
an operational definition (P7, P26). Perhaps unsurpris-
ingly five out of the six papers were from the UK, given
PPI is the terminology employed by key research funders
in the UK (e.g., NIHR) — P24 was conducted in Brazil but
with funding and a principal investigator from the UK.
Here is a synthesised definition which has drawn upon
two of the six papers (the only ones to offer a definition):

PPI is defined as research conducted with or by
patients and the public, rather than to, for, or
about them (Paper/P7, P26). It is a dynamic, con-
text-specific interaction shaped by multiple factors
(P7). Recent shifts in research infrastructure and
increased patient voice have promoted more mean-
ingful involvement and co-production, moving away
from tokenism. Funders and journals increasingly
require researchers to report how patients, carers,
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£ or the public are involved, leading to the creation of
b qu institutional PPI resources (P7). PPI activities such
% E",l as co-design and co-production improve the accept-
& § 2 2 % E ability of research interventions and processes (P26)
& 3
o >
§ 3 qé In contrast, the RRI approach was scarcely cited. Only
§ § §“ Z' £ S one paper (P28) mentioned RRI explicitly, and even then,
3 3 S 3 : g without offering an operational definition.
> £ G S g § g As shown in Table 5, almost half of the included stud-
= E 2 3 ies (n=14; 44%) provided a definition and correspond-
& é 5 <2( § :;” % § ing citations for PPI or conceptuallY relate{d ternﬂls“such
g g & as “service user involvement’, “patient-oriented’, “end-
s ;:.', b T s g 2 user involvement’, “co-production’; or “co-design”. Nota-
o 0w A A 3 E ¥ ’ .
<=7 B § §’ % bly, two of these studies had been retflew?d thl"Ol:lgh RRI
g £ % § ,—3 search strings, reﬂec.ting an 1nterse?t10n 1r; termm(‘)loglc-I
£ 'TI_:.% o T 2 cal usage. An additional four studies leb) men‘slone
288 T © |3 £ % PPI-related terms and cited relevant literature without
g = - \E: :,C:J é offering definitions. HOV\{ever, 50% f)f the pape;s (n=16)
§ S8 .o - 5 §§ 2 é’ g % reférenced P.PI or assoc1atec.l ‘termlonoioiy‘/ w1tth out Izz_
H o 8 2eB8sS ¢ 8 3 Y ] viding any citations OF definitions, inc ‘u ing three s
TERsTEc2a s 2 E @ ies initially retrieved via RRI search strings. Overall, four
S50 8 % 2 ilﬁtfﬁzfcgi P4, P6, P29) defined or discussed PPI-
5 qg?é & . g § % The definitional clarity for RRI was even more ‘li.m-
g - z § 3 (_% ited. Just seven studies (22%) provided a deﬁr}lFlon
2 £5 T ° g E and citations for RRI or relate‘d terms (e.g., participa-
= 83 2z ER- tory research, user-centred design, stakeholder engage-
5 s2 58 e PR ment), two of which originated from PPI search strings.
“E g% é % § g % Five studies (16%) mentioned RRI-related cggcepts ;1:11d
% 3 € %:1 R % ) FR provided supporting c‘ltatlons, but no deﬁnlt_lcir(; v;l; <;
3 S %E g Z 28 2 g £ approximately one third of t‘he papers (n— ; 31%
?g & % 5 g £3% § - only referenced such terms w1th0u‘t deﬁn‘ltlon or cita-
82 SEQ 353 £5 2 tion. Of those, eight had been retl.fleved via PPI search
'>2- i GECJ,, ag; strings, again indicating overlapping use of language.
7_3’ ° E;) I; g In total, nine PPI 1papiers C(11C7115, Pc117I,{ II{)IIS, lPt22c,l EZri,nI;illL,
2 Scée & P27, P28, P31) explicitly addresse -related te -
g > 3 é ;é_ % % :5 ogy, further highlighting the conceptual. bl§nding and
S > - % E 2 £ § the need for more consistent operationalisation of both
5 8 5 |8 LS approaches in the literature.
g 3 At 3 5 2 5 This conflation between PPI and RRI is also evident in
n g = = % 5 g § g the way several studies mix terms from both a;‘)‘proaches.
2 53Z % i ‘Eg g > £ g For example, P17 combines references ;to both “user-cen-
F £33 8w|g8 £ELE 3 tred” design and “PPI; P18 draws on h’L’lman-Cf)mputer
€8 % % 5 interaction” anca “UX (user e,)’(perlealce) ; P22 1,111C(l)rp0-
£ 2 |8 § < E g rates “co-design’, co-reseal’r’ch, and c.o-creatlon along-
2 S § Sg g g side “participatory research”; and P24 1nc“lL}d.es refel.fence’s;
4 2 3 o g3 d g to “co-production’, “peer research’, and “citizen science”.
§' g% é 32 ;- JE’ _E g Although this blending of terminology might reflect Fhe
g f: é % < ? g2 ‘::i g interdisciplinary and evolving nature of collaborative
é : 2t g _g £ 2 “2 g S research with young people, it also corr‘lplicates effort§ to
§ _‘2 £ ;9 £ g % % % %% % disentangle the theoretical underpinnings and practical
- 2 S5 S E ) g g agg g distiflctlons‘between PPI and Rl;l.  both DPL and REL
% ] % g 223 ¢ It is also important to I}‘otet e}t 111 0 fta o
i ,5%;' a o D lege g papers, terms such as “co-design” were often
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Table 5 Operational definitions for the definitions of involvement’ category

Patient and Public Involvement

Responsible Research and Innovation

Provide a Mentions PPl and/or uses related terms (e.g., P1,P2,P4,P7, Mentions RRI and/or uses related terms (e.g., participa- P2, P4,
definition service user involvement, patient-oriented, P12,P15,P18, tory research, participatory design, peer research, UX P5, P9,
end-user involvement, co-production, co- P21,P22,P23, (user experience), human-centred design, user-guided/ P10,
design, co-creation, co-operative, single-session P24, P26, P27, centred design, agile development, stakeholder involve- P22, P31
intervention) and cite references P31 ment/engagement) and cite references
Do not provide Mentions PPl and/or uses related terms (e.g., P11,P13,P20, Mentions RRI and/or uses related terms (e.g., participa- Pe, P19,
a definition service user involvement, patient-oriented, p25 tory research, participatory design, peer research, UX p25,
end-user involvement, co-production, co- (user experience), human-centred design, user-guided/ P28, P29
design, co-creation, co-operative, single-session centred design, agile development, stakeholder involve-
intervention) and cite references ment/engagement) and cite references
Mentions PPl and/or uses related terms (e.g., P4, P6, P8, Mentions RRI and/or uses related terms (e.g., participa- P3, P10,
service user involvement, patient-oriented, P12,P13,P14, tory research, participatory design, peer research, UX P15,
end-user involvement, co-production, co- P16,P17,P22, (user experience), human-centred design, user-guided/ P17,
design, co-creation, co-operative, single-session P23, P24, P26, centred design, agile development, stakeholder involve- P18,
intervention) but do not cite references P27,P28,P29, ment/engagement) and do not cite references P22,
P30 P23,
P24,
P27,P31

adjectivally or descriptively rather than as formal meth-
odological approaches (P12, P16, P17, P18, P23, P24,
P26). This suggests that, while collaborative language is
widely adopted, the systematic application of involving
methodologies remains inconsistent. Moreover, some
RRI papers, for example, P10, did not present or define
any approach of collaboration or involvement, further
indicating the lack of conceptual clarity and operational
precision within this body of literature.

Despite this, the relevance of RRI to youth mental
health research is not absent. For instance, P24 acknowl-
edges that

co-production, participatory research, peer research
and citizen science are some of the terms used within
a large body of emerging concepts and models that
advocate public participation in research and
require new skills and ways of producing and com-
municating knowledge (p. 1)

This statement reinforces the argument that RRI-aligned
principles are implicitly present, even if the approach
itself is not explicitly acknowledged or defined.

Collectively, the results indicate that PPI remains more
frequently defined, cited, and operationalised within
youth mental health projects, particularly those con-
ducted in high-income countries. However, the vocabu-
lary and values associated with RRI (particularly those
emphasising ethics, inclusion, responsiveness, and
reflexivity) clearly resonate across the included studies,
pointing to a need for more integrated and transparent
conceptual framing in future collaborative research with
young people.

To further illustrate the diversity and depth of involve-
ment approaches referenced across the included studies,

Table 6 compiles definitions of collaborative approaches
found in the sample. These definitions, derived directly
from the reviewed literature, reflect the varying ways in
which terms associated with both PPI and RRI, such as
co-production, co-design, participatory research, par-
ticipatory design, and design thinking, were conceptual-
ised within youth mental health projects. In cases where
multiple studies addressed the same concept, definitions
were synthesised; where only one study engaged with a
term, the original verbatim is presented. By presenting
these definitions, Table 6 offers insight into how involv-
ing methodologies are framed across the field and sup-
ports comparative analysis of their scope, principles, and
alignment with broader youth involvement approaches.

Discussion

The findings of this scoping review reveal a marked
increase in publications since 2022, suggesting a growing
academic and policy interest in collaborative approaches
to mental health research involving young people. This
upward trend likely reflects several converging develop-
ments, including the increasing institutionalisation and
policy prioritisation of PPI and RRI [27, 28, 30], grow-
ing recognition of the importance of involving young
people in mental health research [13-15] and the rapid
expansion of digital mental health research and by exten-
sion intervention development [7, 18, 39, 45-47]. The
COVID-19 pandemic may also have contributed by
intensifying concerns about young people’s mental health
and accelerating the use of remote and digitally mediated
approaches to research, youth support, and the active
involvement of young people [60, 61]. Taken together,
these developments may have increased both the oppor-
tunities and expectations for young people to contrib-
ute as collaborators who are actively involved in shaping
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mental health-related research and interventions. How-
ever, this observed increase must be interpreted with
a degree of caution, given the conceptual ambiguity
and inconsistent application of these approaches in the
reviewed studies [8]. This concern has also been high-
lighted by Williams et al. [21] and Palmer et al. [22], who
discuss the notions of “cobiquity” (i.e., the widespread
and often indiscriminate use of “co-” language that con-
flates different forms of collaboration and blurs the
distinctive values of co-production) and a broader “par-
ticipatory zeitgeist (i.e., ‘trendiness’)” surrounding such
approaches.

The included studies were retrieved from a broad range
of multidisciplinary bibliographic databases, encompass-
ing health sciences, psychology, education, and the social
sciences. This diverse distribution of sources underscores
the inherently cross-sectoral nature of youth involvement
in mental health research and the need for integrative
approaches to evaluate how PPI and RRI have been oper-
ationalised. Nonetheless, the results reveal a clear domi-
nance of PPI over RRI in the literature, with nearly 70%
of the included studies retrieved using the PPI search
strategy. This trend indicates that PPI remains the more
established and widely applied approach in mental health
research, particularly in English-speaking contexts, which
is consistent with earlier research [9, 62]. While RRI val-
ues such as reflexivity, inclusion, and responsiveness were
often present, they were rarely defined or applied explic-
itly, which hinders conceptual clarity and the meaningful
comparison of approaches.

Another critical finding concerns the geographical dis-
tribution of the literature. Most studies originated from
high-income countries in the Global North, particularly
English-speaking countries such as the United King-
dom, Australia, Canada, and the United States. This con-
centration may reflect comparatively stronger research
infrastructure, dedicated funding streams, institutional
support for PPI and related involvement practices, and
publication systems in which such work is more routinely
recognised and reported. It may also reflect the historical
institutionalisation of PPI terminology in countries such
as the United Kingdom, alongside the greater visibility
of English-language research in the databases searched.
However, this pattern raises concerns about the global
applicability of current evidence and suggests a need to
expand research efforts in underrepresented regions.
It also reflects the wider problem of WEIRD evidence,
whereby knowledge generated predominantly in West-
ern, Educated, Industrialised, Rich, and Democratic set-
tings may be treated as broadly applicable despite being
shaped by particular institutional, cultural, and socio-
economic conditions [63—65]. As a result, current models
of youth involvement may insufficiently capture differ-
ences in mental health systems, family and community
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relationships, understandings of youth agency, as well
as locally grounded forms of collaboration. Hence, it is,
therefore, essential to acknowledge that the very lexicon
of PPI and RRI is grounded in Global North epistemolo-
gies and institutional structures, which may not reflect
how collaborative principles are understood or enacted
in Global South contexts. Furthermore, the exclusive
inclusion of English-language articles may have limited
the identification of relevant studies from non-English-
speaking regions, thereby reinforcing epistemic exclusion
and potentially underestimating involvement practices
expressed through different terminologies or publication
traditions.

Importantly, the limited operationalisation of PPI and
RRI across the reviewed studies is not merely a concep-
tual gap, it has concrete implications for equity and jus-
tice in research involving young people. Aligned with the
reflections made by O’Mara-Eves et al. [23], Palmer et
al. [22], Staley [66] and Williams et al. [21], without con-
sistency and precision in defining the type and level of
involvement, it becomes difficult to implement and eval-
uate youth involvement effectively. This vagueness can
reproduce tokenistic practices and hinder the capacity of
collaborative processes to address intersectional barriers
experienced by young people, such as socio-economic
disadvantage, gender inequality, racism, religious mar-
ginalisation, or geographic isolation [8, 11, 21, 22]. In this
sense, operational clarity is not simply a methodological
necessity but a condition for enabling transformative and
inclusive practices [62, 67].

The feasibility and authenticity of large-scale youth
involvement also emerged as a point of critical reflec-
tion. A considerable number of studies (i.e., P1, P2, P5,
P8, P17, P18, P19, P23, P25, P27, P28) reported involv-
ing more than 28 young people, with some exceeding 80
young people and one even had over 300 youths. While
youth involvement is essential, previous literature has
highlighted the resource-demanding nature of meaning-
ful involvement [4, 8, 9, 11, 20, 23, 68]. It requires sub-
stantial time, funding, training, and reflexive practices
to support genuine collaboration. As Farr et al. [69]
noted, ongoing reflection on group processes is criti-
cal but often constrained by institutional limitations.
Given these demands, the feasibility of achieving deep,
dialogic involvement with large numbers of young peo-
ple remains questionable and risks superficial or diluted
involvement if not adequately resourced and supported.
Moreover, considering this review’s scope (youth from
10 to 25 years old), there is a wide developmental span,
within which expectations, capacities, and support needs
may vary significantly. Additionally, young people often
engage in projects over extended periods, during which
they undergo substantial cognitive, emotional, and social
development. A young person who joins a project at age
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10 and remains involved for three years, for example,
might not only acquire research-related skills but will
also transition into a markedly different life stage, requir-
ing evolving forms of support, recognition, and engage-
ment to ensure sustained and meaningful involvement [4,
8].

That said, the large numbers reported in some studies
may reflect the involvement of different groups of young
people at various stages for distinct purposes. For exam-
ple, in the case of P28, a small group was involved in the
co-design and co-production phases, while a larger group
was involved during the evaluation stage. This illustrates
the different levels of involvement discussed by O’Mara-
Eves et al. [23] and SCIE [70], specifically: transformative,
when young people share decision-making and recip-
rocal expertise that reoriented the aims of the research
(aligned with what is recognised as ‘co-production’);
intermediate, when they are actively involved and mutu-
ally recognised but with limited decision-sharing (e.g.,
helping to co-develop and champion research materi-
als); and descriptive, when they inform or engage with the
project without sharing decisions (e.g., providing consul-
tation or feedback at specific stages of the project).

Another significant issue pertains to the recogni-
tion of young people’s contributions. The review identi-
fied one case in which young people were positioned as
co-researchers but they were not explicitly listed as co-
authors. However, it was not clear if the young people
had been given an option to be credited or not. Either
way, this inconsistency points to a broader ethical con-
cern about the acknowledgement of substantive youth
contributions. As Green and Johns [71] argue, involve-
ment without a redistribution of power maintains exist-
ing hierarchies and fails to challenge dominant research
paradigms. The literature supports the view that co-
authorship should be considered when young people
contribute meaningfully to the research design, data col-
lection, analysis, or interpretation [9, 72]. Authorship is
not merely symbolic; it reflects ethical commitments to
equity, recognition, and the redistribution of intellectual
credit. Drawing from our own experience, we argue that
researchers should actively address power asymmetries
and offer young people the opportunity to be listed as co-
authors, where appropriate, ensuring that this choice is
informed, voluntary, and supported throughout the pro-
cess [8, 11]. We believe that authors have a responsibility
to maintain transparency wherever possible in their pub-
lications, particularly regarding conversations held with
young people about recognition, and to clearly document
the preferences expressed.

Finally, the findings reinforce the centrality of power
relations and intersectional dynamics in collaborative
youth research. As noted by Fernandes et al. [44], youth-
adult hierarchies often remain unaddressed, risking
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tokenism and undermining the potential of shared deci-
sion-making. Similarly, Papageorgiou et al. [62] has
emphasised that power is not only hierarchical but also
shaped by race, class, disability, and educational back-
ground. These dynamics can generate discomfort among
both adult researchers and young people, sometimes
misinterpreted as interpersonal conflict rather than sys-
temic inequality. To mitigate these issues, it is vital to rec-
ognise that, for instance, co-production is not suitable for
all settings or individuals without theoretical alignment
or sufficient preparation [4, 72]. Researchers must build
inclusive environments where young people can exercise
agency and negotiate their roles meaningfully [11].

In sum, while the reviewed studies reflect encouraging
trends in youth involvement, they also highlight signifi-
cant conceptual, ethical, and practical gaps in the field.
Strengthening operational clarity, promoting epistemic
diversity, and addressing power asymmetries are essential
for advancing truly responsible and collaborative mental
health research with young people.

Implications for reporting and evaluating youth
involvement

The results of this review point to several practice impli-
cations for how youth involvement is designed, reported,
and evaluated in mental health research. These impli-
cations can be understood across three interrelated
domains: (1) conceptual and definitional clarity, (2)
developmental and intersectional nuance in ‘meaningful’
involvement, and (3) specifying levels of involvement and
strengthening reporting standards:

1) Conceptual and definitional clarity: the limited
definitional clarity and sparse reporting on how
involvement approaches were actually applied in the
included studies have significant implications for
both implementation and evaluation. Meaningful
involvement in youth mental health research
is inherently high-maintenance and resource-
demanding, requiring time, funding, training, and
sustained relational work. When projects do not
clearly define whether they are using, for example,
PPI, RRI or related practices such as co-design
or participatory research, and do not describe
how these were implemented in practice (or the
epistemological grounds and assumptions on which
they are based), it becomes difficult to evidence the
specific outcomes of involvement. This, in turn,
makes it harder to convincingly communicate the
added value and transformative potential of youth
involvement to organisations (e.g., universities,
services, hospitals) and funders, who often seek
demonstrable returns on the additional resources
invested in collaborative approaches;
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2)

3)
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Developmental and intersectional nuance in
‘meaningful’ involvement: it is also critical to
acknowledge the complex and uncertain nature of
what counts as “meaningful” involvement in youth
mental health. Within the broad 10-25-year age
range considered in this review, young people’s
developmental stages, capacities, expectations,

and support needs vary substantially. For instance,
meaningful involvement for a 10-year-old may
centre on feeling safe, heard, and appropriately
supported in discrete activities, whereas for a

young adult it may involve sustained co-leadership,
authorship, and strategic influence over a project.
These dimensions are further shaped by intersecting
factors such as race, gender identity, disability,
socio-economic position, and migration or linguistic
status. Clear reporting on who was involved, in
what ways, and under which conditions is therefore
essential not only for transparency, but also for
recognising that ‘good’ or ‘meaningful’ involvement
may legitimately look different across age groups and
intersectional positions;

Levels of involvement and reporting standards:

in youth mental health research, differentiating
levels of involvement is particularly useful for

both implementation and evaluation. Building

on the distinctions proposed by O’Mara-Eves et

al. [23] and SCIE [70], this review illustrates the
value of distinguishing between transformative,
intermediate, and descriptive levels of involvement.
We do not argue that all projects must achieve a
transformative level. Rather, we suggest that future
studies should explicitly state the intended level of
involvement (that is, transformative, intermediate,
or descriptive), state the concrete practices used to
enact it, and reflect on the extent to which these
intentions were realised in practice. Implicit in this
recommendation is the view that journal reporting
structures, including section templates and word
counts, also have a role to play in supporting,
prompting, and, where appropriate, requiring such
clarity. Even modest adjustments (for example,
routinely asking authors for a brief statement on

the intended level of involvement and the practices
used to realise it) could help ensure that information
about youth involvement is not ‘crowded out’ by

a paper’s space or word constraints. Such clarity
would enable more nuanced evaluation of outcomes,
allow fairer comparison across projects, and support
the development of context-sensitive, realistic
expectations for youth involvement in mental health
research.
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Strengths, limitations and recommendations for future
studies

The inclusion of diverse approaches and definitions for
PPI and RRI enabled a useful analysis of conceptual clar-
ity, methodological practices and ethical dimensions
relating to youth involvement in youth mental health.
The broad eligibility criteria applied to mental health-
related projects also enabled the review to capture youth
involvement across varied project aims, disciplinary con-
texts, methodologies and settings, in keeping with the
exploratory and mapping purposes of a scoping review.
However, this breadth may have contributed to the het-
erogeneity of the included literature and limited direct
comparability across studies. Nonetheless, limitations
must be acknowledged. First, the review was restricted to
English-language publications, which may have excluded
relevant studies from non-English-speaking countries,
particularly those in the Global South. Second, despite the
broad search strategy and the inclusion of terms relating
to PPI, RRI, co-production, participatory action research
and co-design, the inconsistent and overlapping termi-
nology used by authors to describe youth involvement
may have resulted in relevant studies being missed. This
risk may be particularly pertinent where collaborative
practices were described using locally specific, emerging
or inadequately indexed terminology. Third, although the
review provides a valuable overview of reported prac-
tices, it is constrained by the level of detail available in the
publications, which was often limited or inconsistently
reported, particularly regarding young people’s demo-
graphic characteristics and the nature of their involve-
ment. Consequently, the findings reflect only what has
been documented in the published literature, rather than
the full breadth of processes and practices in the ‘real
world’ of the youth mental health field. Given the scope,
objectives, intended purpose and resource limitations of
a single review, it was not possible to examine in depth all
developmental, intersectional and structural factors that
may shape young people’s involvement, which constitutes
a limitation of the review. Future reviews could examine
whether particular features of qualitative designs may
facilitate or make youth involvement more visible, while
avoiding assumptions that the predominance of qualita-
tive studies necessarily reflects a greater suitability for
PPI or RRI. Subsequent reviews could also compare how
the reported benefits and challenges of involvement vary
according to: study aims; research questions; and meth-
odological designs and project types. This could include
exploring whether intervention-development studies
differ from research, service-evaluation or product-
and technology-development initiatives. Such analyses
should situate their findings within the wider literature
on the practical, methodological and ethical challenges of
Patient and Public Involvement and Engagement (PPIE)
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in youth research. Nevertheless, given the importance of
these issues, future studies could examine more explic-
itly how developmental differences across the broad
10-25-year age range, as well as changes in young peo-
ple’s capacities, expectations and support needs over the
course of a project, can influence the implementation of
PPI and RRI approaches. This is important in order to
avoid treating young people as a homogeneous popula-
tion and to consider how developmental factors intersect
with social, cultural and structural characteristics, which
in turn shape what constitutes appropriate and mean-
ingful involvement, including in terms of the potential
barriers and challenges related to meaningfully involv-
ing young people under 16 years of age where parental/
guardian consent is routinely required. Particular atten-
tion should be given to the inclusion and experiences of
marginalised, minoritised or underrepresented groups,
including young people from ethnic minority communi-
ties, those experiencing socio-economic disadvantage,
young people with physical disabilities and those with
lived experience of mental illness — it is important to
examine not only whether these groups are represented,
but also how intersecting inequalities, accessibility
requirements, stigma, power relations and institutional
practices can influence their opportunities to contribute,
inform decision-making and sustain meaningful involve-
ment. Future research could also examine whether and
how established youth involvement frameworks (e.g.,
Hart’s Ladder of Participation and Lundy’s Model of Par-
ticipation) could potentially complement PPI- and RRI-
oriented youth involvement.

Conclusions

This scoping review maps how PPI and RRI approaches
have been conceptualised and operationalised in men-
tal health-related projects involving young people. The
findings indicate that while youth involvement is gaining
traction in research, especially through PPI practices in
high-income English-speaking countries, the evidence
remains geographically concentrated in a small number
of countries and marked by conceptual ambiguity, incon-
sistent terminology and uneven reporting.

The review reveals that PPI is more frequently cited
and applied than RRI. Across the literature, PPI, RRI
and related collaborative terms were frequently insuf-
ficiently defined or conceptually blended, making it dif-
ficult to determine how the reported approaches were
operationalised and how much influence young people
exercised. Importantly, the label assigned to an approach
should not be treated as evidence of the depth, quality
or distribution of decision-making power achieved in
practice. Moreover, the dominance of Global North con-
texts, coupled with the English-language focus and the
inclusion criterion of primary data studies only, limits
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the transferability of current knowledge and may have
obscured conceptual, theoretical and locally grounded
contributions from non-English-speaking and underrep-
resented regions.

Future studies should therefore adopt more inclu-
sive linguistic, geographical and epistemological lenses
and examine how youth involvement is understood and
enacted across underrepresented regions, particularly the
Global South. Researchers should also clearly distinguish
the overarching approach adopted, the specific activities
and roles undertaken by young people, and the level of
influence and decision-making authority achieved.

The review also highlights the resource-intensive and
relational nature of meaningful youth collaboration, rais-
ing questions about the feasibility and authenticity of
large-scale youth involvement, the risks of tokenism and
the consistent recognition of substantive youth contribu-
tions — for instance, authors could state in the author-
ship summary that young people were offered authorship
but declined or preferred to only be recognised in the
acknowledgements (by name or in a de-identified man-
ner). Addressing these challenges requires adequate
resources and support, transparent reporting and author-
ship practices, attention to power asymmetries, and
inclusive and reflexive research environments in which
young people can meaningfully shape both processes and
outputs.

Overall, advancing responsible and collaborative youth
involvement in mental health research requires more
than the adoption of collaborative-sounding labels. It
requires explicit conceptual and epistemological founda-
tions, transparent operationalisation and reporting, rec-
ognition of developmental and intersectional differences,
and genuine opportunities for young people to exercise
influence and receive appropriate recognition for their
contributions.
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