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Introduction

Virginia Minogue

Children and young people (CYP) are current and future knowledge
users; they represent the future of research and it is crucial that we
include them as partners and co-researchers to ensure they grow up
with a culture of understanding and using research evidence.
Involving them in their developmental years will enable them to gain
skills in research and critical thinking and an understanding of what
is involved in creating and undertaking ethical research. Involving
CYP as research partners is also crucial to our understanding of their
needs and ensures their voices are heard in decisions that may impact
on the services they, their families and carers, receive. History tells us
that this has not always been the case and failures to protect CYP,
amongst others, resulted in the development of ethical principles to
protect the dignity, rights, and wellbeing of those taking part in
research (World Medical Association 2024; Department of Health,
Education, and Welfare 1979).

The involvement of CYP as partners in the planning, design, and
conduct of health and social care research is becoming more prevalent.
The rights of the CYP to be heard, and to take part in decisions that
affect them, is enshrined in the United Nations Convention on the
Rights of the Child, 2009. The Council of Europe’s (2012)
recommendation on the participation of CYP under the age of 18
states that they have:

“--- the right, the means, the space, the opportunity and, where
necessary, the support to freely express their views, to be heard
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and to contribute to decision making on matters affecting them,
their views being given due weight in accordance with their age
and maturity” (The Council of Europe, 2012).

Meaningful participation should follow the nine basic requirements
for the meaningful and ethical participation of CYP as set out in the
General Comment on Article 12 of the UNCRC:

Participation is transparent and informative.
Participation is voluntary.

Participation is respectful.

Participation is relevant.

Participation is child friendly.

Participation is inclusive.

Participation is supported by training for adults.
Participation is safe and sensitive to risk.

X0 N =

Participation is accountable.

Despite this right, the involvement of CYP as partners or co-
researchers, as with adult Patient and Public Involvement (PPI), is not
regulated and no universally agreed standards for involvement
currently exist. Some locally agreed standards are in place (e.g. UK
Standards for Public Involvement!) and international ethical
principles provide standards for ethics in research. While ethical
principles and research governance and integrity standards relate to
the safe participation of research participants i.e. subjects of research,

they do not always specify how the CYP acting as a research partner

! The UK Standards for Public Involvement were developed by a partnership
group, following public consultation, and have been adopted by the National
Institute for Health Research (NIHR), Chief Scientist Office (CSO) Scotland,
Health and Care Research Wales, and the Public Health Agency Northern
Ireland. National Institute for Health Research. National standards for public
involvement. 2018.
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is also protected from any possible sources of harm. Yet there are
responsibilities, ethical and governance issues associated with taking
part as co-researchers, project team members, advisory group
members, that potentially give rise to significant ethical and govern-

ance issues.

However, research is a crucial factor in ensuring children’s rights are
respected and their voices are heard particularly where the research
impacts on the services and care they receive. The involvement of CYP
in research that impacts on their lives is critical to ensure that research
topics and questions reflect their priorities, lived experiences, and
concerns. Nonetheless, concerns have been identified about the ethical
involvement of CYP as research partners, the protection of their rights,
safety, and wellbeing in the research process, and whether involve-
ment in itself can be potentially harmful. With this volume we have
sought to produce a practical textbook on the topic of ethical
participatory and partnered research with CYP that will be of value to
many different audiences. These include seasoned researchers and
student researchers; academics leading health and clinical
professional training with a research component; academics leading
teaching on the involvement of CYP as research partners; health and
social care research centres; research institutes; institutional ethics
boards; health and social care research ethics committees; funding
bodies; those with responsibility for training and building capacity for
CYP in research; and anyone with an interest in good practice in the
ethical involvement of CYP.

Defining partnered research involving children and
young people

CYP as partners in health and social care research refers to the active
involvement of CYP not merely as subjects or participants, but as
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collaborators, co-researchers, or co-producers throughout the research
process. This participatory approach means CYP help shape research
questions, design studies, collect and analyse data, and share findings.
This involvement is distinct from traditional “patient and public
involvement” (PPI) with adults because it must account for CYP’s
specific perspectives and rights, potential vulnerabilities, and the legal

requirements for protecting those under 18 years of age.

There is no single internationally agreed term for CYP involvement as
research partners, collaborators, or co-producers. Terminology
developed for adult involvement, patient and public involvement or
PPI, is frequently used, particularly in paediatric health research
(Preston et al 2024). However, it is rarely used in social care, social
work, education, and child and youth service research, where
references are usually to participatory research, co-research, or co-
production. PPI does not always capture what is involved when CYP
engage as partners and co-researchers in health and social care
research. In addition, there may be circumstances where CYP may be
unable to contribute directly because of age, vulnerability, or the risk
of being made more vulnerable by increased visibility in the research
process. In these cases, their contribution may be supported by an
advocate or someone who has a strong relationship with them and
understands the care and support they need and receive. For these
reasons, definitions of partnered research with CYP are often broader
than definitions of PPI in health research.

Organisations such as the World Health Organisation (WHO) and
UNICEF have published definitions relating to the involvement of
CYP in participatory activities, including research. The WHO (2018)
refers to:
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“—inclusive, intentional, mutually respectful partnership between
adolescents, youth and adults whereby power is shared, and
respective contributions are valued —".

UNICEF (2021) similarly describes meaningful partnership as:

“—grounded in mutual respect, shared power, and a reimagining
of intergenerational relationships.”

In the health and social care context, the National Institute of Health
and Care Research (NIHR) (2021) uses the definition produced for
adults engaged in patient and public involvement, “doing research
‘with” or ‘by” members of the public rather than ‘to’, “about’ or ‘for’
them”. This involvement may include setting research priorities,
designing studies, carrying out research, analysis, reporting, and
dissemination. The NIHR emphasises involvement should be
meaningful, collaborative and not tokenistic. Tusla? Child and Family
Agency (2023) have developed a definition focused on the active
involvement of CYP in research that also recognises the role of
advocates where there are particular circumstances that may mean the
CYP cannot exercise their own agency (see Box 1.0).

The common factors within these definitions are the involvement of
CYP as active contributors to research which:

e Embraces an ethos of partnership
e Is active and meaningful

e Takes a rights-based approach

e Emphasises agency and voice

o Isflexible

2 Tusla is the Irish Child and Family Agency, the dedicated State agency
responsible for improving wellbeing and outcomes for children. www.tusla.ie


http://www.tusla.ie/
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e Recognises the need to provide support and to protect and
safeguard the child or young person’s interests.

Box 1.0: Defining the involvement of children and young people as
partners, co-researchers, and co-producers of research

‘By patient and public in this context we mean everyone: children
and young people, those attending Tusla services including potential
users of services. We also include parents, carers, guardians staff
members or anyone involved in the care and protection of children
and young people. By ‘involvement’ we mean the active involvement
between children and young people/people who use services/
parent/guardians/carers/staff/

the general public and researchers. It does not include the use of
people as participants in research (or as research ‘subjects’) and does
not generate data for individual research projects.”

(https://www.tusla.ie/research/tusla-research-office/public-and-
patient-involvement/).

Throughout this book the terminology used to describe the
involvement of CYP as active collaborators and co-producers of
research will be research partners in participatory and partnered
research.

This book presents the reader with a practical understanding of how
to ensure the ethical involvement of CYP as partners and co-
researchers in health and social care research that has an impact on
their lives. The aim is to provide a reference point and guidance in a
field that is still growing and developing in its intention to include
CYP in a meaningful and ethical way and to give them ‘space, voice,
audience and influence’” (Lundy 2011). Authors discuss key areas of
ethical and meaningful involvement including;:
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e What is ethical practice in involving CYP as co-researchers
and research partners.

e The importance of adopting a rights-based approach to
involvement and approaching the process with respect and
sensitivity to power dynamics.

e Understanding the presence of power imbalances and
addressing those dynamics through self-awareness and
reflexivity in order to change the way we work and
communicate.

e The creation of safe spaces and meaningful partnerships with
CYP whilst understanding their support needs and safe-
guarding their interests.

e Consideration of when ethical approval and consent/assent is
needed to engage CYP as research partners and whether
involvement of this nature is seen primarily as beneficial or

potentially placing them at risk.

The book is a practical resource for people who want to involve CYP
as research partners in health and social care, and who want to do so
ethically, with CYP’s best interests and safeguarding at the centre. It
helps readers to explore key ethical considerations in CYP
involvement, including power dynamics, working with an ethos of
respect, meaningful inclusion (particularly of diverse voices),
relationship building, and differing interpretations of vulnerability.
Three chapters foreground CYP voices and are written from the
perspectives of those who have engaged in research and those with
care experience or lived experience of CYP services. These chapters
offer unique insight as CYP share what they have learned about
navigating power differences and systemic exclusion. Using a rights-
based approach, the book shows how successful partnered and
participatory research can amplify CYP voices.
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Chapter one sets the scene by outlining key ethical issues to be
considered when working with CYP as partners, collaborators and co-
producers of health and social care research. It sets out the unique
ethical considerations of involving CYP and the implications of doing
so. It discusses the creation of the foundations for meaningful
partnerships and how to enable CYP to make an active contribution.
It explores the value of the various ethical approaches and models
centred on a rights-based and values-based approach to involvement
and the benefits and challenges of this approach.

Chapter two considers questions of power and empowerment in
partnered and co-produced research with CYP. It explores the three
faces of power: direct, indirect and ideological, that adults hold over
CYP but also addresses disparities of power among CYP themselves.
These disparities are often linked to stereotyping and stigma and can
lead to some groups and minorities becoming marginalised and
disadvantaged and their voices not being heard. The author provides
tools, based on their own experience, that can be used to understand
and address power imbalances.

Chapter three reflects on how the framework for a rights-based ethical
approach to working with CYP, provided by the UN Committee on
the Rights of the Child (2009), can be applied to collaborating with
them in the research process. Using the learning from a collaborative
research study, the authors explore how to embed the promotion and
protection of the rights of CYP in decision making. They examine the
different requirements of the UN Committee on the Rights of the
Child ethical framework and map how the project sought to achieve
those elements. The chapter also includes the reflections of young
people who participated in the project.

Chapter four also focuses on the experience of CYP and discusses the
ethical considerations involved when Children and Young People’s
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Advisory Groups (CYPAGs) are engaged in the design and conduct
of research. This chapter utilises a participatory rights-based approach
using the Lundy Model (Lundy 2011) to explore the experience of the
CYP and their understanding of respect and disrespect.

Chapter five provides a personal reflection and valuable insight from
a young person, illustrating what participation looks like for a CYP.
Shaped by their experience as a research participant, advisor, peer
researcher and facilitator of youth-led projects, the author explores the
opportunities and tensions that can arise. They offer an approach to
participation and practical recommendations for researchers who
want to engage in the meaningful and ethical involvement of CYP.

Chapter six examines the inclusion of CYP with lived experience of
child and family services, and specifically with care experience, as
voices in Research Ethics Committees as well as research partners.
Drawing on the authors lived experience, it demonstrates how the
unique experiential knowledge and meaningful involvement of those
with lived and care experience is essential for improving ethical
integrity and scientific rigour in research. As with earlier chapters it
explores concepts of power, inclusion and systemic change. It also
points to how Research Ethics Committees can adapt their structures
and processes to make them more inclusive, and address issues of
representation and lack of diversity.

Chapter seven also focuses on those who have care experience or lived
experience of child and family services. Many of those CYP may also be
involved in research as participants or co-researchers and are motivated
by their experience to utilise it to undertake research aimed at
improving service delivery and the user experience. This chapter
explores the journey from childhood care or lived experience to a career
as a researcher or academic and the navigation of the ethical
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considerations that arise. It examines the potential emotional impacts of

research and the use of reflexivity in managing their unique position.

Chapter eight explores ethical approaches to involving CYP
experiencing mental health issues and distress as partners in research
that affects their care, treatment, and wellbeing. The chapter examines
and challenges the perception of some researchers that CYP,
particularly those experiencing mental health issues, are vulnerable
and require additional safeguarding. It also looks at some of the
challenges and barriers to meaningful engagement and outlines how
partnered and collaborative research can improve the quality,
relevance, and representativeness of mental health research for CYP.

Chapter nine examines the evolution of Artificial Intelligence (Al), its
role in CYP research, and the potential impact on partnered and
participatory research with CYP. It points to the need for additional
reflection on the harms those young people may experience when
using Al, building awareness of and mitigating the risks, and the
requirement for good governance and safeguarding (World Health
Organisation 2024; NSPCC 2025; Hashem et al 2025; UNICEF 2025).
The chapter explores the potential benefits of Al in participatory and
partnered research with CYP, the impacts, and the ethical concerns.

Chapter ten focuses on capacity building for the involvement of CYP
as research partners. It explores a Network approach to building
capacity and draws on the learning from the development of the
Patient and Public Involvement network (PPI Ignite Network) in
Ireland. The author sets out what is required to build a network of
organisations focused on supporting, and building capacity for, high
quality public involvement. It shares the learning and experience of
those who created resources and facilitated the involvement of CYP
across a network of universities, health and care organisations, and
the charity and voluntary sector.



