


Building communicative spaces with children
in paediatric obesity care and research

The importance of children's perspectives in integrated
care during and after the COVID-19 pandemic

Siegnella Concincion



The research presented in this thesis received no specific grant from any funding
agency in the public, commercial or not-for-profit sectors. We were able to execute
the research with the (non-financial) consent and support of the Youth Healthcare
Department (JGZ) of the Public Health Service Amsterdam (GGD), Sarphati Amsterdam,
and the City of Amsterdam, the Netherlands.

Drawings: All drawings in this thesis (cover included) were made by children involved
in the research

Graphic design (cover & Chapter 7): Marielle Schuurman, graphic designer and action
researcher | www.marielleschuurman.nl

Academic editor: Zoe Goldstein

Sampling drawings: Siegnella Concincion, University of Amsterdam

Provided by thesis specialist Ridderprint | ridderprint.nl

Printing: Ridderprint

Layout and design: Anna Bleeker | persoonlijkproefschrift.nl

ISBN: 978-94-6522-115-1

© Siegnella Concincion, the Netherlands

All rights reserved. No part of this thesis may be reproduced or transmitted in any form
or by any means without prior written permission from the author.



Universiteit van Amsterdam

Building communicative spaces with children in paediatric obesity care and research
The importance of children's perspectives in integrated care

during and after the COVID-19 pandemic

ACADEMISCH PROEFSCHRIFT
ter verkrijging van de graad van doctor
aan de Universiteit van Amsterdam
op gezag van de Rector Magnificus
prof. dr. ir. P.P.C.C. Verbeek
ten overstaan van een door het College voor Promoties ingestelde commissie,
in het openbaar te verdedigen in de Aula der Universiteit

op vrijdag 25 april 2025, te 11.00 uur

door Siegnella Jeanette Lucia Concincion

geboren te Curagao



Promotiecommissie

Promotores:

Copromotores:

Overige leden:

prof. dr. A.P. Verhoeff

prof. dr. C.W.M. Dedding
dr. L. van Houtum

prof. dr. FN.A. Kaulingfreks
prof. dr. C.I.M. Nevejan
prof. dr. H. Bruining

dr. C. Broer

dr. S. Bouma

dr. J. Benjamins

Faculteit der Maatschappij- en Gedragswetenschappen

Universiteit van Amsterdam
Vrije Universiteit Amsterdam
GGD Amsterdam
Universiteit van Amsterdam
Universiteit van Amsterdam
Universiteit van Amsterdam
Universiteit van Amsterdam
De Kinderartsenpraktijk

Centrum voor Jeugd en Gezin Noord Veluwe



PRELUDE

Born in Curagao
Living in the Netherlands since 1988

Gender: Girl

Age: 10 years old

Weight class: Moderate overweight

Physical exercise: Moderate, gym at school once a week, often drops out of
sports, short of breath when running and cycling

Nutrition: Caribbean, lots of cornmeal andrice, low vegetable and fruitintake

Sleep: Sleeps well, goes to bed at 8 pm

Social: Almost non-Dutch speaking, major learning disability, single

mother (widow) with two daughters, on social assistance,
living with mother's brother's family until accepted for social
rental home.

When | was two years old, my father died from severe asthma and the consequences
of umbilical hernia surgery. There are only a few photos left of my father and I. We are
together in a hospital room, both of us with intravenous infusions dripping lung medi-
cation. Like my father | also have severe asthma, and was regularly admitted to hospital
for a prednisone IV-drip — as a toddler, pre-schooler and student. During that time, there
was hardly any lung medication available in Curagao and | barely went to school. The
pulmonologist warned my mother that | would probably not live to see adolescence.

| was overweight, and was bullied because | was black and far too fat. No one thought
about the prednisone treatment | had been receiving regularly my entire life, influencing
my weight, or the fact that my mother was a single parent and could only afford rice
and cornmeal for us to eat. In retrospect, this is where the battle started. But what was
my perspective?

I wanted to be like any other child, to have prospects and opportunities, to be happy
and healthy.

In my work with children with paediatric obesity, | have always kept this in mind: Who
is this child? What is his, her or their perspective? What would this child want and how
can |, as a youth healthcare nurse, connect to and support this child and its specific
needs? | heard their cries and struggles during consultation hours within obesity care
and was in the unique position to do something, so | did.

In particular, by dedicating myself to building bridges between practice, policy and
science, and by contributing to improving care for these amazing children.

Dear reader, you are reading a thesis inspired and generated by children's hearts with
tools to connect, support and assist them in their quest to grow up healthy and well.

Siegnella Concincion
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CHAPTER 1

General introduction




CHAPTER 1

Theimportance of engaging children and young people in research and care
The wellbeing of children and young people is under pressure from numerous global and
societal factors. Youth are now facing several crises, such as concerns about the war
in Ukraine, concerns about climate change, natural disasters, and food and economic
crises . In the Netherlands, there are persistent problems within youth care and youth
mental healthcare, such as the shortage of trained professionals and long waiting lists
for specialised care (Nooteboom et al., 2019a; 2019b). Rising poverty among children
and migrants also remains a tenacious problem in the country (Goderis & Vlekke, 2023).
Furthermore, while the wellbeing of children and young people and their rights are under
strain in many ways, they do not have any power to halt the various crises facing them
and society today, seldom are they invited to participate in solutions concerning their
own lives. With some powerful exceptions, Tran et al. (2022) already concluded that
children and young people are often overlooked in research and care, and that their
participation during their medical visits is limited. This is problematic, as it concerns
their rights, lives, bodies, the care they receive and their future.

These concerns highlight the importance of engaging children and young people in
research and care, providing opportunities for them to air their views and involving
them in the search for solutions concerning their own lives. In this thesis, | focus on
children and young people as knowledgeable agents in relation to improving healthcare
practices. | hope to inspire policymakers and healthcare professionals to better align
healthcare practices with the daily realities and perspectives of children, in order to
improve their health and wellbeing. Furthermore, to encourage researchers to engage
children in research concerning their lives and wellbeing. The starting point of this
thesis is that (young) children are knowledgeable about their own bodies and lives and
should have a say in developing and shaping care that fits their needs and circumstanc-
es in order to improve their health and wellbeing.

The rise of paediatric obesity

Over the past four decades, paediatric obesity has risen tenfold, threatening children's
health and wellbeing globally (WHO, 2023). Studies report negative and pressing long-
and short-term physical, psychological and social consequences, such as cardiovascu-
lar diseases, type 2 diabetes, increased mortality, depression, anxiety, low self-esteem,
weight stigma, maladaptive eating and stress (Moradi et al., 2022; Patterson et al., 2027;
Puhl et al., 2020). Worldwide trends in obesity in children and adolescents aged five to
19 years show that between 1975 and 2016, obesity prevalence increased from 0.7 to
5.6% in girls and from 0.9 to 7.8% in boys (Di Cesare, et al., 2019). The National Institute
for Health and Environment (2019) reported that in 2018, 11.7% of Dutch children aged
four to 17 were overweight, of which 9% were moderately overweight and 2.7% were
severely overweight (obese). Although it is acknowledged worldwide that there is an
urgent need to combat paediatric obesity, so far there is limited progress to halt or slow
its rise. It is increasingly acknowledged that the growing paediatric obesity epidemic
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is proving to be a complex ‘wicked problem' (Walls, 2018; Waterlander et al., 2020b).
Wicked problems are characterised by the fact that they are evolving continuously
and have multiple causal levels, with no single or straightforward solution that can be
applied in different or all situations . Paediatric obesity is connected to multiple and
interacting social, ecological and economic systems, and requires a change in system
dynamics, such as moving beyond health promotion in care practices or prevention
interventions regarding obesity-related behaviours to more sustained benefits across
sectors, including the economy and the (living) environment of children (Waterlander
et al.,, 2020a; 2020b).

Models used to guide policies and obesity care practices

In the Netherlands, two models are used to guide policies and obesity care practices
are; (1) the conceptual Social ecological model developed by Whitehead and Dahlgren
(19917) and (2) the processual National model for integrated care for childhood over-
weight and obesity (Sijben et al., 2018; Halberstadt & Sijben, 2019). The social ecological
model developed by Whitehead & Dahlgren (1991; see Figure 1), also known as rainbow
model, helps us to understand influences on health, system dynamics and context of
children with paediatric obesity. In the red layer, individuals are at the centre, followed
by individual lifestyle factors (orange layer), social and community network influences
(yellow layer), living and working conditions (green layer), and general social conditions
(purple layer). The model is based on Bronfenbrenner's ecological systems theory
(1979), which consists of four environmental levels — the microsystem, the mesosystem,
the exosystem and the macrosystem — with each level impacting the development of
each person differently . According to Bronfenbrenner, the microsystem involves the
immediate environment in which the child or adolescent closely interacts, such as the
classroom, playground, recreation centre, home, a friend's home, the neighbourhood
and religious institutions. The mesosystem links the different microsystems in a per-
son’'s life. For example, for an individual primary school child, the school itself, the
body of primary school children and the (teaching) staff at the school comprise the
mesosystem. In Figure 1, the interaction between age, individual lifestyle factors, social
and community networks, and education creates the mesosystem.
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computer has altered people's processes of identity formation (ibid), influencing the
interrelation and interaction between the different layers of the ecological system of
human development, and the body.

In the Netherlands, Whitehead & Dahlgren's (1991) model of social determinants of
health and wellbeing has been adopted by the Municipality of Amsterdam to guide
policy and practice regarding the determinants contributing to the health and wellbeing
of children and young people. The model provides broad insights into how determi-
nants of health interrelate and interact with each other, and this helps researchers,
policy officers and healthcare professionals to look at health problems systemically.
Interestingly, children’s and young people's as social actors and knowledge holders are
lacking in this model; they are literally not portrayed or represented in the model. Taking
all the interrelations and interactions within and between the systems in the social
ecological model into account, the impact of the determinants on children's and young
people's health, wellbeing and lives is substantial and is therefore incomplete without
their own perspective. In this thesis, we focus on the microsystem — the individual
lifestyle factors — and their interactions with the social and community networks in the
mesosystem (home, neighbourhood, school environment) of children with paediatric
obesity, from their own perspectives and the perspectives of professionals on what
they have learned about the lived experiences of children. This offers insight into how
the determinants of health interrelate and interact, based on these young people's own
experiential knowledge and care needs.

Secondly, the processual national model for integrated care for childhood overweight
and obesity was developed in 2018. The model, co-developed by eight Dutch munic-
ipalities (including Amsterdam), delineates a processual approach to the provision of
integrated care for children with overweight and obesity aged 0—19 years (Halberstadt
& Sijben, 2019; Koetsier et al., 2021; Sijben et al., 2018). This integrated approach, which
comprises collective prevention (targeted at the environment) and individual prevention
(targeted at the individual) of overweight and obesity, connects prevention and care.
The approach, also called network care or obesity care, consists of multiple network
organisations (e.g. youth healthcare, medical care and social domain professionals) all
collaborating in a network situated in the living environment of the child with paediatric
obesity. A coordinating professional (CP; see Figure 2), in the Netherlands, performed by
youth healthcare nurses (YHC nurses), coordinates care activities for all children with
paediatric obesity and provides support in making lifestyle changes. They are posi-
tioned at the centre of public healthcare as pivotal players in the web of integrated care
(de Laat et al., 2019). The national model for integrated care for childhood overweight
and obesity, is based on both scientific and practice-based evidence and functions as
a guidebook for implementing integrated care within local municipalities. It comprises
a six-step process (see Figure 2): (1) identifying obesity, (2) conducting a broad assess-
ment, (3) discussing the interrelatedness of factors and determining which approach

13
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The need for children’s and young people’s experiential knowledge

The demand for experiential knowledge is growing and there is increasing acknowl-
edgement of the need to move past purely scientific knowledge in order to build a shared
understanding of society based on knowledge from various sources (Blume, 2019). Itis
therefore imperative to define what kind of experiential knowledge is needed and who
can represent it in different contexts (Blume, 2017; Kiili & Itdpuisto, 2022). Within the
social and healthcare services context, experiential knowledge refers to end-users, such
as families, parents, young people and children who are at present or have been users
of those services and who represent people who share common experiences of social
and health issues . Experiential knowledge is also intertwined with the participation
opportunities of the people affected. Genuine participation starts with building a space
where people feel comfortable and safe (cf. Dedding et al., 2022). Referring to Habermas
(2003), participatory action researchers often refer to this ‘space’ as a communicative
space, where people can speak freely and are listened to. Communicative space en-
ables equitable and discursive speech to take place (Bevan, 2013; Dedding et al., 2022;
Wicks & Reason, 2009). However, this what Habermas called ‘ideal speech situation’
is not easy to accomplish, as articulation power is different for children and adults.

Stemming from a critical emancipatory perspective (Bradbury, 2015; Freire, 1970;
Reason & Bradbury, 2006), participatory action research (PAR) aims to help to im-
plement the rights of children and young people by enabling them to participate and
have an influence on solutions relevant to their lives (Shamrova & Cummings, 2017).
Furthermore, to learn together, take action and induce change, PAR enables all parties
involved to critically reflect on power and dependency relationships, in order to self-re-
flect and develop knowledge (cf. Aussems et al., 2020; Dedding et al., 2021). While
individual researchers and health care professionals have successfully managed to
engage children in research and care, knowledge about how to create and build com-
municative spaces with children and young people through participatory approaches
remains scarce. Leaving concepts abstract and theoretical, which means that it is up
to health organisations and individual professionals to translate the theory and make
it applicable to everyday practice.

Working together with children as knowledge-bearing partners in
research and care

As said, the starting point of this thesis is that children, including young children, are
knowledgeable about their own bodies and lives. Over the years, social science has
shown that they offer unique and relevant perspectives to improve care practices and
policies (e.g. Alderson, 1992; Aussems et al., 2020; Christensen & Prout, 2002; Dedding,
2009; Lems et al., 2019; Ponzoni & Kaulingfreks, 2021; Schalkers et al., 2014; van Bi-
jleveld et al., 2015). These scholars have shown the value of engaging youth as knowl-
edge-bearers, as experts and agents of change, in terms of understanding their social
reality and developing policies and practices that fit their needs and circumstances.

15
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Nevertheless, even though much can and must be learned about the social reality of
children, children's own voices are scarce and lacking in research and practice, while
medical and adults’ voices about health and iliness are over-collected. We would benefit
from better understanding children's perspectives on the importance of having control
over their own lives, on barriers to a healthy lifestyle, on programs aimed at preventing
and controlling overweight and obesity, and other weight-related issues (cf. Stuij et al.,
2020; Vieira et al., 2018). Moreover, children have the right to give their opinions freely
on issues that affect them, and should be taken seriously, as stated in the Convention
on the Rights of the Child (Articles 12, 13, and 14; UNICEF, 1990). Related to this thesis
in particular:

Article 12.1 states: “Parties shall assure to the child who is capable of forming his
or her own views the right to express those views freely in all matters affecting
the child, the views of the child being given due weight in accordance with the
age and maturity of the child".

Article 13.1 states: “The child shall have the right to freedom of expression; this
right shall include freedom to seek, receive and impart information and ideas of
all kinds, regardless of frontiers, either orally, in writing or in print, in the form of
art, or through any other media of the child’s choice”.

Article 14.1 states: "Parties shall respect the right of the child to freedom of
thought, conscience and religion”.

In this thesis, we adopt the Reggio Emilia Approach, meaning that we view children and
young people as strong, powerful and rich in potential and resources, and we acknowl-
edge the need to provoke 'deep thought' and reflection about their lived experiences
(cf. Rinaldi, 2013). An important way to accomplish this is by engaging children and
young people in ways that place them at the centre of the research and care process
(Budin-Ljgsne et al., 2022; Gibbs et al., 2018). By working together with children with
paediatric obesity, we aim to do justice to their rights, contextualise their real-life ex-
periences, better understand the full complexity of their problems and involve them in
finding solutions.

COVID-19 pandemic and mitigation measures

While preparing this research with children and young people with paediatric obesity,
the COVID-19 pandemic started. The pandemic and its mitigating measures (e.g. lock-
downs, social distancing) posed additional challenges to working with youth, such as
not being able to communicate with them face-to-face, nor being able to bring them
together, and to engage them in all phases of the research process, as we wanted to.
However, it also provided opportunities to address the position of children and young
people during the pandemic; in particular, what happens to children in youth health-
care if YHC professionals are not in (direct) contact with families. There is substantial
evidence that the pandemic deeply affected the lives of children and young people.
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Studies report adverse effects on mental, physical and social wellbeing (Abawi et al.,
2020; Jiao et al., 2020; Koller et al., 2021; Orgiles et al., 2020; Rundle et al., 2020). The
COVID-19 pandemic also prompted a shift to ultra-processed food in unemployed and
food-insecure families and reduced access to healthcare (cf. Pryor & Dietz, 2022). Yet
again, however, the negative effects of the COVID-19 pandemic have been mainly re-
ported from the perspectives of adults (AlImandoz et al., 2020; Bhattacharya et al., 2021,
Dalamaga et al., 2021; Welling et al., 2021), while the perspectives and lived experiences
of children themselves have been overlooked.

Aim of the thesis

The general aim of this thesis is to gain insight into the perspectives and daily realities
of children and young people with paediatric obesity, in order to collectively learn how
to attune care to their needs and circumstances. The main research question was:

How can care practices better align with the daily reality and perspectives of
children and young people with paediatric obesity living in disadvantaged neigh-
bourhoods, in order to improve their health and wellbeing?

This question will be answered by studying the following sub-questions:

a) How have children and young people, as knowledgeable actors, been involved in
paediatric obesity research and practice? (Chapters 2 and 5)

b) What did youth healthcare nurses learn from the impact of the COVID-19 pandemic
regarding the daily reality of children and obesity care? (Chapter 3)

c) How can the position of children with paediatric obesity, as knowledge bearers,
be strengthened and improved in integrated obesity care practices and policies?
(Chapters 4 and 5)

Research setting

The research setting for this thesis was set in two neighbourhoods in the Bijlmer district
in the southeast of the City of Amsterdam, the Netherlands. This part of Amsterdam
Southeast is referred to by young people from the district as ‘SMIB', spoken in back-
wards as 'BIMS’, which is common in slang street language. BIMS also referrers to the
name of an Amsterdam-based platform founded by a multidisciplinary art collective
from the Bijlmer (Soortkill, 2019). Besides making music (e.g. hip-hop and R&B), the art
collective engages in film, fashion, art and organises an annual festival. | refer to this
art collective because many children and young people living in this district identify
themselves with BIMS, the art collective. However, in health care practice, the district
of Amsterdam Southeast is often referred to as a disadvantaged and deprived neigh-
bourhood in terms of poverty, education standards and participation (Municipality of
Amsterdam, 2021; van Koperen et al., 2018). Which is very different than children's and
young people's point of view. The area is also associated with a low socioeconomic
position of families and an unsafe environment (e.g. it accounts for the largest number

17
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of drug-related and firearms homicides in the country) (Rabolini, Kriisselmann & Liem,
2021). Amsterdam Southeast has the highest prevalence (33%) of paediatric obesity in
the whole city of Amsterdam (Municipality of Amsterdam, 2019), which includes chil-
dren and young people with a broad variety of non-Western cultural backgrounds. The
studies in this thesis were conducted before, during and after the COVID-19 pandemic
(2019 - 2023), within Amsterdam's child and youth healthcare services system. Chil-
dren and young people (from conception to 18 years) living in the Netherlands receive
preventive care from youth healthcare professionals. Scholars such as, Vanneste et al.
(2022) and Wiegersma et al. (2000; 2004) report that this youth health care is focused
on providing prenatal guidance, health information, immunisation, screening and health
monitoring, identifying care needs and providing support to children (and their families)
in their own neighbourhood.

The data collection for this thesis was mainly generated through participatory action
research (PAR). PAR is increasingly acknowledged for its value, with its focus on ex-
periential knowledge generated and constructed through real lifeworld experiences
(Dedding et al., 2021; Lennie, 2006; Vanderplaat, 1995). Hall (1981) defined PAR as a col-
laborative process of research, education and action, explicitly oriented towards social
transformation and change. PAR recognises the existence of a plurality of knowledges
in practice, and assumes that people or groups who have been most (systematically)
excluded or oppressed bear specific experiential knowledge (Kindon et al., 2007) about
how social, political and economic structures shape their daily reality. In this thesis,
PAR helped to enable children and young people in disadvantaged positions to explore,
describe and share their lifeworld and daily experiences and how they are influenced by
multiple structures (e.g. health, social, mental, economic and political). Consequentially,
PAR offered insights into pathways to follow in order to strengthen children's and young
people's agency, by reinforcing their ability to participate and intervene throughout
these structures and report problems essential to them (cf. Sarti et al., 2018: Shamrova
& Cummings, 2017). In initiating the PAR approach, we conducted a scoping review to
scope and answer the first sub-question. To answer the main research question and
the sub-questions (b & c), we started the PAR approach, in which we used participatory
and creative methods such as participatory observations, ‘draw, write and tell' tech-
niques and walk-along sessions, combined with traditional qualitative methods (e.g.
semi-structured interviews and focus group sessions).

Ethics and role of the researcher

Ethical approval was attained from the Medical Ethical Review Committee of the
Amsterdam University Medical Centers, the Netherlands (METC; reference number
W20_552). In all the studies in this thesis, | worked as the first researcher and as a YHC
nurse coordinating care for children with paediatric obesity. Due to this unique position,
it was possible for me to engage with children and their families during the entire four-
year research period. Next to the generic ethical principles that apply to all research,
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we followed the ethical principles for participatory health research (ICPHR, 2022). From
the beginning and throughout the research process, children, young people and their
parents (caretakers) were informed verbally and in writing about the study and were
given two weeks' time to decide to participate. | repeated in every session that partici-
pation was voluntary and that children and their parents could withdraw from the study
without giving a reason. It was very important to me that the relationship of trust that
I had with the children and their families remained with integrity. | thus kept assuring
parents that withdrawal would not have any consequences in terms of the quality and
continuation of obesity care provided by the YHC nurses and myself. Children and their
parents were informed about the purpose of the participatory observations during the
health consultations. Moreover, they were assured that the information from the obser-
vations was used to substantiate the data from the interviews and would be used for
research purposes only. Furthermore, children whose parents gave informed consent
verbally and in writing received extra information when they were engaged in the ‘draw,
write and tell" interviews, the group session and the walk-alongs. For example, that
photographs or drawings gathered during the sessions would be anonymised.

Children and their parents were involved as partners in the research. For instance, to-
gether with children, we chose pseudonyms for their children in order to protect their
anonymity. Moreover, parents were present most of the time but did not play an active
role in the dialogues and activities with the children. For example, depending on the
wishes of the children, parents were present during activities in the consultation room
or during the home visits, but not during walks alongside the researcher. After the dia-
logues and activities with the children, however, | did then give parents the opportunity
to reflect and comment on what they had heard and observed and we could discuss
themes important to them. Beyond reflecting with children and their parents, reflexivity
within the research team during all phases of the study (i.e. regarding the accuracy of
the data, data analysis, interpretations) reinforced the rigour and trustworthiness of
the findings (cf. Koch & Harrington, 1998; Lennie, 2006).

Outline of the thesis

After a concise introduction (Chapter 1), Chapter 2 describes how children and young
people have been engaged in previous research on paediatric obesity and which issues
they have reported, in order to highlight areas that require further inquiry or action by
researchers and healthcare professionals. Chapter 3 describes the challenges youth
healthcare nurses experienced during the COVID-19 pandemic, and the implications
for future obesity care and policy. Chapter 4 outlines the perspectives of children with
paediatric obesity themselves, during the pandemic and afterwards, regarding their
wellbeing and health, and in terms of soliciting their advice on tailoring obesity care
to match their daily realities. Chapter 5 describes the added value of participatory and
creative approaches for obesity care and how participatory approaches can contribute
to research and healthcare practices for children with paediatric obesity by working
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together with children as knowledge-bearing partners. In Chapter 6, the main conclu-
sions are presented and discussed, the main research question is answered, and sub-
sequently recommendations for policy, youth health care practice, integrated obesity
care practice for children and young people, and future research are given. In closing
this thesis, Chapter 7 presents a collection of real lifeworld drawings from children of
Amsterdam Southeast (BIMS), illustrating their voices and the space we built together.
This final chapter is also a way of acknowledging the children and their knowledge and
creativity, giving back their work and celebrating their participation.

20
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CHAPTER 2

ABSTRACT

The importance of engaging children and adolescents in research is increasingly ac-
knowledged. The aim of this scoping review is to explore how

children and young people have been engaged in research on paediatric obesity and
which issues they have reported, in order to highlight areas that require further inquiry
or action by researchers and health care professionals. There were 13 papers eligible for
this review. Methods used included in-depth interviews, structured or semi-structured
interviews, and focus groups, as well as more creative qualitative research methods.
Half of the studies included young people with their parents; parents were always
present when the interviewees were young children. Personal and sensitive themes,
such as bullying, a desire to “fit in", strong negative emotions about oneself (e.g., low
self-esteem, low self-efficacy), and not feeling supported by family, peers, and pro-
fessionals, were more often shared if parents were not present. An additional issue,
wanting to be independent versus being under parental

control was found in studies with adolescents. Engaging children and adolescents
in multiple phases of research on paediatric obesity is beneficial in allowing better
insight into their perspectives and providing recommendations that are more in line
with their personal needs and life circumstances; such studies are still scarce in this
field, however.
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How are children and young people engaged

INTRODUCTION

Severe paediatric obesity is a serious public health issue worldwide (Flodgren et al.,
2017; Low et al., 2009; Martin et al., 2018; Spinelli et al., 2019; Waters et al., 2011; World
Health Organization [WHQ], 2018). The prevalence of obesity in children is still increas-
ing in all countries, whether high-, middle-, or low-income, and this has significant
implications for population health and for health services expenditures in the coming
decades (Flodgren et al., 2017). The World Health Organization reported that, worldwide,
340 million children and adolescents aged 5 to 19 were overweight or obese in 2016
(WHO, 2021). More recent figures are available for children under the age of 5: in this
age group, 39 million children were overweight or obese in 2020 (WHO, 2021).

Multiple studies have concluded that obesity stigma and bullying can harm the emo-
tional and physical well-being of obese adolescents (Puhl & King, 2013; Rankin et al.,
2016; Reece et al., 2015). Childhood obesity is associated with immediate adverse con-
sequences, such as lower educational attainment and a higher risk for many harmful co-
morbidities later in life (Burchett et al., 2018; Hartcourt & Pons, 2019; Lutz, 2019; Martin
etal., 2018; Pamungkas et al., 2019; Spinelli et al., 2019; WHO, 2018). In addition, Buttitta
et al. (2014) report effects of being overweight or obese on biomedical health, quality of
life of children and young people (e.g., increase of psychological problems such as, low
self-esteem), and social issues (e.g. stigmatisation, bullying, and exclusion). As obese
children and adolescents are more likely to be obese in adulthood, it is of the utmost
importance to intervene at a young age (Baoum et al., 2022; Llewellyn et al., 2016).

Walls (2018) described the growing obesity epidemic as a “wicked problem": one that is
challenging, complex, and threatening to human health. Wicked problems are connect-
ed to multiple social, ecological, and economic interacting systems, and thus require
solutions that change the system dynamics in favourable ways (Groves, 2008; Walls,
2018). It is increasingly acknowledged that we need to change focus from individual
behaviour to the environment (Penney et al., 2014), and from top-down interventions
and policies to co-creation with all stakeholders, including children and young people
(Budin-Ljgsne et al., 2022). In the field of health research on paediatric obesity, many
studies are quantitative and focus solely on the outcomes of health programs in terms
of physical and psychological health (Lutz, 2019), without taking into account the spe-
cific needs and perspectives of the main stakeholders — children and young people
(Macauley et al., 2022).

However, it is increasingly acknowledged that research should engage young people
in ways that place them at the heart of the process (Budin-Ljgsne et al., 2022; Gibbs et
al., 2018). There are several reasons for this. First, children have the right to give their
opinions freely on issues that affect them, and should be taken seriously, as stated in
the Convention on the Rights of the Child (Articles 12, 13, and 14; UNICEF, 1990). Second,
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much can be learned about the social reality of children “through listening to how chil-
dren describe and account for the ... social realities of their lives, which are embedded
in their everyday relationships and behaviours" (Backett-Milburn et al., 2003, p. 616).

Social science research has shown that children, even young children, offer a unique
perspective, and are willing and able to be involved in research (e.g., Alderson, 1992;
Christensen & Prout, 2002; Dedding et al., 2013; Lems et al., 2019; Lems et al., 2020).
These scholars have argued that the starting point is to see children as experts who
have their own unique knowledge, and thus should be approached as knowledge-bear-
ing experts and agents of change. Though there is an increasing body of knowledge on
the importance of involving children and young people in research, and ways in which
this can be achieved, such forms of youth engagement in obesity research are still rare
(Broer et al., 2023; Budin-Ljgsne et al., 2022). The aim of this scoping review is therefore:
(a) to explore how children and young people have been engaged in obesity research
so far; and (b) which issues they have reported, in order to highlight areas that require
further inquiry or action by researchers and health care professionals.

METHODS

Since little is as yet known about how researchers involve children and young people in
research on paediatric obesity, we conducted a scoping review. A scoping review is a
process to rapidly outline both the key concepts underpinning a research area and the
main available sources and types of evidence (Arksey & O'Malley, 2005; Macauley et
al., 2022). Scoping studies differ from narrative or literature reviews in that the scoping
process requires analytical reinterpretation of the literature (Levac et al., 2010). We used
Arksey and O'Malley's (2005) framework, which contains six stages: (1) identifying the
research question; (2) identifying relevant studies; (3) study selection; (4) charting the
data; (5) collating, summarizing, and reporting the results; and (6) consultation. To
identify relevant articles for the scoping review, an electronic search was conducted in
the OVID (Medline/Pubmed), Researchgate, and Google Scholar databases. To identify
and select papers focusing on the topic in question we used the keywords: qualitative
research, paediatric obesity and/or pediatric obesity, participatory research, children
and adolescents. Inclusion criteria specified English-language papers involving children
or adolescents (ages 0—19) and published between 2000 and early 2020. A total of 51
studies were retrieved. Following the framework, two authors (SC, LvH) independently
read all eligible papers. Where they disagreed, they met to discuss and reach consen-
sus. Thereafter, the first author checked the references for possible additional articles.
After full-text reviewing, a total of 13 papers were included. The Preferred Reporting
Items for Systematic Reviews and Meta-Analyses (PRISMA) method was used for trans-
parent reporting of reviews (Figure 1).
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between boys and girls for the children who were interviewed with their parents. Girls
were overrepresented: of the total of 267 children and adolescents enrolled in the nine
studies providing ratios between girls and boys, 163 were girls. Strikingly, in the five
studies that included parents and reported their gender, only 10 fathers participated,
versus 97 mothers. Most studies did not report detailed demographic data. In those that
did (Alston-Taylor et al., 2013; Amiri et al., 2011; Bishop et al., 2015; Rice et al., 2017), the
study population appeared to be diverse in sociocultural and educational backgrounds.

Interviews were the most common method used (n = 9). The interviews varied be-
tween indepth and structured or semi-structured interviews. Other methods were
focus groups (n = 8) and creative qualitative research methods such as photovoice,
drawing, and clip-art sessions (n = 2; Livingood et al., 2017; LeRouge et al., 2016). Five
studies (e.g., Vieira et al., 2018) combined interviews and focus groups. Adolescents
and parents were interviewed together as well as separately, with different questions
for adolescent and parents.

Level of Engagement

Differences were found in the level of engagement; that is, to what extent children and
adolescents were engaged in the research. In studies that included parents, the level
of engagement of children appeared minimal. In 11 studies, the young people seemed
to be only passively involved in the research, as informants in a single interview. In only
two of the studies were young people given an opportunity to reflect on the findings
of the research: Le Rouge et al. (2016) used drawing techniques for this purpose, and
Livingood et al. (2017) used photovoice. Furthermore, only Livingood et al. (2017) in-
volved young respondents in all phases of the research, developing a “youth research
advisory board" (YRAB) and enabling them to have an active role in planning,

conducting, and disseminating the research. This active role consisted of engaging
them during various phases of research, analysis, interpretation, and recommendation.
This enabled them to discuss, identify, and create consensus on the themes they per-
ceived to be important. Furthermore, the YRAB described what recommendations they
would make to the primary care physicians whose patients would be participating in po-
tential digital communications interventions. Thus, in this study, young people had the
opportunity to learn together with researchers and professionals; the researchers facil-
itated a long-term process in which adolescents learned to express their opinions on a
subject and to reflect on it. As a result, the data from this study seem to be based on the
adolescents' own views and opinions and thus to be more attuned to their social reality.
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Bored, afraid, alone
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General discussion
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