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Abstract

Background Public and patient involvement (PPI) through Young Person’s Advisory Groups (YPAG) enables children
to provide guidance and insight into research activities. PPl is an important characteristic of research, however, to
date, most collaboration has been with adults. Also, few YPAGs have been established within the Irish setting. The
ROLO (Randomised cOntrol trial of a LOw glycaemic index diet in pregnancy to prevent macrosomia) YPAG was estab-
lished in July 2020 to identify the research priorities of a group of healthy Irish children who are part of a longitudinal
birth cohort. We aimed to describe this process and the key insights to date.

Methods The ROLO study is a longitudinal birth cohort which has followed-up mother—child dyads at multiple time-
points over 10 years. Mothers actively involved in the study were contacted by the research team to invite their ROLO

child and older sibling to participate in the YPAG. Meetings were conducted virtually between July 2020 and February
2022. Researchers encouraged free expression of views amongst the children regarding their research interests. Meet-
ings were recorded, transcribed verbatim and analysed for themes based on the topics most frequently discussed and
considered important to participants.

Results In all, seven ROLO children and six older siblings attended four ROLO YPAG meetings. Participants were aged
between nine to fifteen years old. Four key themes were identified; study children viewed their identity as part of a
longitudinal birth cohort as positive and unique; study children considered the fitness test and body measurements
as fun aspects related to their participation; all children considered the impact and use of social media as an impor-
tant form of communication; and all participants expressed interest in attaining new health-related information and
learning opportunities. Children suggested topics such as mental health, future viruses, organ transplants, cancer, and
the effect of technology and chemicals on the body were important for future research.

Conclusion The ROLO YPAG offers promising scope for continued collaboration. The themes identified from the
meetings contribute to a gap in the literature which will guide future research activities, particularly with children, in
view of study design, relevance, and by communication strategies.

Trial Details: ISRCTN54392969 registered at www.isrctn.com.
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Plain English summary

The ROLO pregnancy study took place in the National Maternity Hospital in Dublin Ireland. It started in 2007 and
ended in 2011. The researchers recorded what women were eating. They also measured the weight of the baby at
birth. Since then, ROLO mothers and their children were invited to come back to the study. Now the children of the
study are 9-11 years of age.

The researchers invited members of the ROLO study to speak with them. They wanted to know what research was
important to them. They set up a group called the ROLO Family Advisory Committee in 2017. This group of parents
and researchers meet once a year. The group thought it was important to include children as well. They made a new
group called the ROLO Young Person’s Advisory Group in 2020. The group has 7 ROLO children and 6 older siblings.
The members are aged between 9 and 15-years-old. The children and researchers have met four times so far.

The researchers found four key themes. Study children saw their identity as being part of a longitudinal birth cohort
as positive and unique. Study children liked the fitness test and body measurements. All children thought that social
media was an important form of communication. All children were interested in learning new information on how
their bodies worked.

Involving this group of children is important. It will make our research more relevant. Other researchers who want to

involve children can learn from our experience.

Introduction

In recent times, greater attention has been directed
towards the importance of the voice of children in mat-
ters that affect them [1]. As outlined by the United
Nations Convention on the Rights of the Child (UNCRC)
1989, children are entitled to freedom to express their
views and for them to be given due weight [1]. Although
this global shift in thinking has led to significant changes,
opportunities for the voice of children to be heard and
acted upon remain limited [2]. Adults tend to interpret
and speak on behalf of young people. Children are often
subjected to external influence, and their own experi-
ences can be disregarded [2, 3]. The diverse perspectives
of children are valuable to society, as they may propose
new questions and innovative ideas that adults do not
perceive [3].

One fundamental subject affecting all young people is
paediatric health research [4]. All children of society have
a pivotal role in the improvement of health outcomes, by
sharing their views regarding research significance and
relevance [5, 6]. The importance of involving children
in health research is endorsed by several international
health bodies, while the UNCRC states that young peo-
ple should be involved in any research that impacts them
[1, 7, 8]. To facilitate this role, public and patient involve-
ment (PPI) serves as a suitable platform for young people
to guide and direct research that is most representative of
their needs [3, 4].

Efforts to include PPI is an important aspect of pae-
diatric health research that is increasingly delivered
through models of consultation, user-led research,
and collaboration [6]. Collaboration with Young Per-
son’s Advisory Groups (YPAGs) is one model that

empowers children by involving them in decision mak-
ing and action planning, while increasing confidence
and research skills [3, 4, 6]. This can improve recruit-
ment and retention rates, guide the acceptability and
feasibility of studies, and increase research relevance
[3, 4, 9].

The ROLO (Randomised cOntrol trial of a LOw gly-
caemic index diet in pregnancy to prevent macroso-
mia) study was a randomised controlled trial of a low
glycaemic index diet during pregnancy versus routine
antenatal care. The aim was to reduce the recurrence
of macrosomia in secundigravida women attending the
National Maternity Hospital, Dublin, Ireland (2007-
2011) [10]. It has developed into a well-recognised
longitudinal birth cohort study, with follow-up of 759
mother—child dyads at multiple timepoints in child-
hood [10-15].

The ROLO Family Advisory Committee was estab-
lished in 2017. This group of parents from the original
ROLO study expressed interest in meeting annually to
identify research priorities and provide their opinions
on research [16]. This partnership has enabled mutual
learning opportunities, successful grant funding appli-
cations, and a recent collaborative publication between
researchers and parents on the role of PPI in the ROLO
study [16]. Discussion with the group raised the impor-
tance of also listening to the child’s views about our
research and proposed the establishment of a PPI group
for the ROLO children [16]. It is important to acknowl-
edge the needs of PPI participants and researchers
are obliged to take heed in future practice [4]. Practi-
cal resources and guidance for involving children in
research have been published, however, the formation
of YPAGs in health research in Ireland is lacking [17].
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Despite the challenges of the COVID-19 pandemic,
researchers recognised the importance of this gap that
had been identified and formed the ROLO YPAG in
July 2020.

The ROLO YPAG is a unique group of healthy Irish
children between the ages of 9 to 15 years old who can
provide views and opinions related to paediatric health
research. This report aims to share our experiences of
developing the ROLO YPAG and provide insight into the
main themes identified.

Methods

The ROLO family advisory committee

To incorporate PPI into the ROLO study, the ROLO
Family Advisory Committee was established in 2017.
All women who were still active participants from the
primary ROLO pregnancy study as of October 2017
(n=650), along with other parents and guardians of
the ROLO children, were contacted and invited to par-
ticipate. The process of establishing the committee,
including details on the recruitment of members, com-
munication strategies, and structure of the meetings have
been described previously [16]. In brief, the commit-
tee has met five times over the past five years, with the
research team (2018 and 2022). The initial group, (2018),
consisted of 16 ROLO mothers and one father. In April
2022, a total of 20 ROLO mothers and 2 fathers expressed
interest in being actively involved. The first two meetings
between the research team and the committee were held
face-to-face in the National Maternity Hospital, whilst
the following three meetings were held virtually due to
COVID-19 pandemic restrictions. During these meet-
ings, parents were encouraged to share their opinions
about current research projects, and potential future
projects, followed by an open discussion about relevant
health questions [16].

Establishing the ROLO young person’s advisory group
While clear guidance has been issued in the UK that ethi-
cal approval is not a formal requirement to conduct PPI
activities with children, similar direction has not yet been
devised in Ireland [18, 19]. Therefore, ethical approval
was sought to establish this group to guard the partici-
pation of attendees. An ethical amendment to the ROLO
Preteen study to establish YPAG was sought in April 2020
from the UCD Research Ethics Committee and ethical
approval was granted in May 2020 (LS-15-06-Geraghty-
McAuliffe). The aim establishing the ROLO YPAG is to
understand the key outcomes of importance for children
relating to the health of themselves and their families,
and to seek advice related to how the research agenda can
be more relevant to the child’s needs.
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Recruitment of the ROLO young person'’s advisory group
The ROLO YPAG is a parent-selected group of children
who are involved in the ROLO longitudinal birth cohort
and their older siblings. All mothers who were still active
in the ROLO longitudinal birth cohort (n=625) were
contacted by email by the research team and informed
about our plans to set up a YPAG. It was communicated
in this email that their ROLO study child and their older
sibling were invited to participate. The purpose of invit-
ing the older sibling to attend was to provide an external
perspective within the group. Parents were encouraged
to discuss the details of the group with their children to
see if they would like to take part. Parents were asked
to confirm their children’s interest in attending the next
meeting by emailing or phoning the research team. Sub-
sequently, parents whose children expressed interest in
participating in the YPAG were invited to complete a
short online survey created by the research team through
the web-application SurveyMonkey (Momentive " Inc.,
California, United States of America). The 5-item survey
consisted of multiple choice and open-ended questions
that were emailed to the parents. This collected informa-
tion on their children’s availability and preferences for
the size of the group that their children would feel most
comfortable with. Most parents indicated a preference
for the meetings to take place in small groups of no more
than six to ten children. It was thought that this would
facilitate a comfortable environment for the children.
Prior to attendance of each meeting, informed consent by
email was obtained from mothers to confirm their chil-
dren’s involvement and to allow recording of the meet-
ing. Verbal consent to participate and be recorded was
then obtained from children at the start of every meeting.
Terms of reference were developed to describe the pur-
pose and structure of the YPAG.

Communicating the purpose of the ROLO young person’s
advisory group to children

To inform interested participants, child focused written
information was developed to help children and their
parents to understand the purpose of the YPAG and
what to expect at YPAG meetings. This was emailed to
the children’s mother (Additional file 1). Following the
third YPAG meeting, researchers queried whether some
of the children who had attended had a thorough under-
standing of the purpose of the YPAG or their role in
it. Hosting meetings virtually thus far provided a barrier
in ensuring full understanding. To help increase under-
standing of the group’s role, a short video explaining the
role of the YPAG was designed by the research team with
the children as the target audience. This was emailed to
the mothers of children approximately two weeks before
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the fourth meeting. It was hoped that by using a more
interactive form of communication that the key messages
of the group’s role would be better understood.

Virtual meetings of the ROLO young person’s advisory
group

The ROLO YPAG was established in July 2020 and has
met four times with the research team between July
2020 and February 2022. Originally, meetings were
planned to be held in person as a workshop style meet-
ing but because of COVID-19 restrictions and proto-
cols, all meetings have been held virtually thus far. The
online telecommunications platform Zoom"™ (Zoom""
Video Communications Inc., California, United States
of America) was used for all four meetings [20]. This was
considered the most appropriate interface for ensuring
participant safety and confidentiality due to the increas-
ingly improved security measures and our access to an
advanced security account through our university affili-
ation. The Zoom"" platform was used to record the vide-
otaped meeting so that the content of the meeting could
be transcribed verbatim. Recordings were available for
30 days following the meeting before being automatically
deleted. Each meeting lasted approximately one hour in
duration. This length of time was considered appropriate
to maintain interest.

Content and delivery of the ROLO young person'’s advisory
group meetings

To devise the content and delivery of the meetings, the
researchers relied on information from attending work-
shops hosted by the PPI Ignite Network at Dublin City
University, speaking to colleagues who had previously
engaged in PPI activities, experience from the ROLO
Family Advisory Committee, and reading literature from
those who had previously engaged with a YPAG [16,
17, 21-23]. The key focus of the initial meetings of the
YPAG was to create familiarity between the children and
the researchers, an important aspect of laying the foun-
dations for a newly established YPAG [22]. This process
was made easier by having small groups at each meeting.
In addition, all study children had recently attended their
ROLO Preteen follow-up visit. Researchers began each
meeting with a short overview of the ROLO study to help
put the children’s involvement in the YPAG into context.
The use of icebreakers, interactive activities, whiteboards,
polls, and quizzes were also included for 5 to 10 min to
help to encourage discussion and put children at ease.
Researchers aimed to guide, rather than direct, children
through each meeting with several general topics being
prompted by the researchers. These included what their
experience was of being part of the ROLO study; physi-
cal activity; nutrition; health; social media; research and
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science. Researchers encouraged free expression of views
and opinions regarding health-related research priori-
ties and topics of importance, to enable themes and sub-
themes to naturally develop.

Identification of themes from the ROLO young person’s
advisory group meetings

Transcripts from the four meetings of the ROLO YPAG
were analysed using thematic analysis, as per guide-
lines published by Braun and Clarke [24]. After the four
meetings, two researchers (SC and AD) implemented an
inductive, structured, and thorough coding and theme
development procedure for each transcript to minimise
potential bias. The identified themes and subthemes
were independent of each other and reflected reoccur-
ring patterns which were supported by quotations from
the pseudo-anonymised transcripts. Triangulation was
performed by a third, independent researcher (SLK). Dis-
cussion amongst the researchers (SC, AD, SLK) clarified
the four most frequent and representative themes and
subthemes.

Engagement and retention strategies for the ROLO young
person’s advisory group

The ROLO study has a strong history of participant
engagement and retention, attributed to several com-
munication strategies which have been described
previously [25]. All mothers of the ROLO study were
contacted to provide their children with the oppor-
tunity to take part in the YPAG, regardless of their
attendance to previous ROLO study follow-ups.
Efforts were taken to contact all participants including
dissemination about what the group entailed through
the use of posts on the dedicated ROLO Facebook
page and providing information about the YPAG in
the quarterly ROLO study newsletter. Annual hand-
written birthday cards are also sent to each ROLO
child, which includes a letter to encourage partici-
pants to update their contact details with the research
team if necessary [25]. The same recruitment pro-
cess was repeated before each YPAG meeting to allow
new members to join. After the first three meetings,
all participants received written recognition by email
from the researchers to acknowledge their contribu-
tion. Researchers had discussed providing a token of
appreciation at the outset of establishing the YPAG.
However, this was revisited before the fourth meet-
ing when the importance of providing an incentive
became more apparent to researchers as their expe-
rience further developed from attending workshops
and learning from other groups. Therefore, children
who attended the fourth meeting received a certifi-
cate of attendance and a small token of appreciation
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for their participation. Six of the seven children that
attended the fourth meeting had attended one of the
previous three meetings, and therefore the researchers
acknowledged that it was an important way to retain
the group’s engagement and to show recognition for
their input to date.

Results

Description of participants at the ROLO young person'’s
advisory group meetings

In all, 7 ROLO children and 6 older siblings have taken
part in the YPAG to date. Attendees consisted of 6 sib-
ling pairs and one study child who participated with-
out their older sibling. Participants ages ranged from
9 to 15-years-old with 3 sibling pairs attending more
than one meeting, and 3 sibling pairs and one study
child attending at least one meeting. The first three
meetings consisted of smaller groups of attendees
(n=4-6), while the most recent meeting in February
2022 had the highest number of participants (n=7).
Of the 7 ROLO study children who have participated
to date, 5 were from the intervention group in the pri-
mary study. All study children involved in the YPAG
had attended a ROLO follow-up study visit at 9 to
11-years.

ROLO child considers it a unique
experience being in a birth cohort

ROLO child values regular updates from
the research team

Family involvement

Older sibling jealous of the time spent between
ROLO mother and child at study visits

Inclusion of the older sibling in future ROLO research

Impact

Children raised
concerns about health
and development

Preferred form of
communication

Discussion on the
role of media in

society With peers

researchers

ROLO YPAG Themes

Future contact with
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Themes identified from the ROLO young person’s advisory
group meetings

The four main themes identified from the YPAGs are
displayed in Fig. 1. They have been identified as: ROLO
study identity, fun aspects of study participation, social
media, and new information and learning opportunities.

Theme 1: ROLO study identity

This theme relates to what it means for the study children
to be part of a longitudinal birth cohort. Researchers
received positive insights from the study children regard-
ing their experience of being part of a longitudinal birth
cohort. It was identified that study children indicated
that their involvement from birth is a unique opportunity
compared to their peers and siblings.

“Usually, kids wouldn’t get to know that stuff about
themselves” (Study child 1, meeting 2, aged 13 years)

In discussions, study children valued the recognition
of their participation through receiving annual handwrit-
ten birthday cards and quarterly study newsletters. Study
children looked forward to receiving them and advised
researchers to continue sending them through the post
so that they can receive a physical copy. However, some
were unsure of their connection to the research team,

O
<

Fitness test was the most enjoyed
and recalled study aspect

Highest engagement and
interest in body-related
measurements

Practical aspects

Lack of interest in
theoretical activities
(i.e. questionnaires)

Personal health

Food intake and
nutritional information

Future research ideas

Role of the researcher,
research questions, and
dissemination

Topics of interest

Fig. 1 Themes and subthemes identified from the ROLO Young Person’s Advisory Group meetings. ROLO Randomised cOntrol trial of a LOw
glycaemic index diet in pregnancy to prevent macrosomia, YPAG Young Person’s Advisory Group
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highlighting a potential gap for improved future commu-
nication and engagement.

“Oh, these are the people that send them?” (Study
child 2, meeting 1, aged 11 years)

Frequent discussion emerged amongst the YPAG
regarding the participation of older siblings in the ROLO
study. Children shared their awareness of the prominent
differences between siblings, by comparing their individ-
ual interests, behaviours, and physical appearance. Feel-
ings of jealously were also raised by older siblings related
to the study child spending one-to-one time with their
mother at their ROLO study visit.

“I don’t really know, but Id say I might have been a
bit jealous. I think it's because my mom was bring-
ing (ROLO child) or something like that. I felt a bit
jealous that (ROLO child) got more time with mum.
(Older sibling 1, meeting 2, aged 11 years)

On several occasions, the YPAG proposed that the
inclusion of siblings in the ROLO study warrants future
exploration.

“I think the differences between brothers and sisters
will be kind of cool” (Older sibling 2, meeting 2, aged
14 years)

Theme 2: fun aspects of study participation

This theme relates to what the fun aspects are of being
part of the ROLO study. Discussion amongst the YPAG
highlighted fun aspects of the study participation that
were largely linked to physical activities. Study children
viewed their experience of attending ROLO study vis-
its positively and expressed that this was related to fun.
Similarly, the YPAG commented that the fitness test was
a source of enjoyment and a preferred measure of testing
physical fitness for the purpose of research. The fitness
test was also repeatedly recalled by multiple study chil-
dren as the most favoured measurement from the ROLO
study visit, while the blood test was viewed negatively by
most study children.

“And well, I remember from my last thing we did like
the bleep test and I found that kind of fun” (Study
child 1, meeting 2, aged 13 years)

Study children frequently recalled physical measures
from their study visit such as blood pressure, the fitness
test, the dual-energy absorptiometry scan, and the blood
test. Interestingly, these measurements all share the com-
mon characteristic of being related to the body, which
involve active participation and interaction for the child
at the visit. This contrasts to a lack of interest related to
the theoretical aspects of the study such as participant
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questionnaires that children did not recall or refer to dur-
ing the YPAG meetings.

“I got blood taken... And then there was a bleep test”
(Study child 3, meeting 4, aged 10 years)

Theme 3: social media

This theme relates to the importance and usage of social
media in this age group. The researchers prompted dis-
cussion about social media as a potential topic of interest.
The YPAG agreed that social media engagement is the
main form of communication with their peers. Children
considered it part of their normal daily routine which
they enjoyed. The YPAG suggested that social media may
be an appropriate and highly effective mode of contact
between researchers and study participants regarding
participation in future study activities.

“Em yes, its the only way I contact my friends”
(Older sibling 3, meeting 1, aged 13 years)

When engaged in discussion, children shared the plat-
forms that they enjoyed the most, which provide insight
into the trending nature of social media in this age group.

“I despise TikTok, and my parents haven’t allowed
me to get Instagram so I only use snapchat really”
(Older sibling 3, meeting 2, aged 13 years)

The YPAG also showed significant interest in the power
of social media and the influence of technology. This
was evident at multiple timepoints as children availed of
opportunities across various discussions to raise ques-
tions regarding their potential impacts on both their
health and the wider online platform. This highlights a
common awareness amongst the group of the possible
unknown dangers linked with media usage over time.

“Can social media take over the Internet? Has it
already taken over? Who runs social media?” (Study
child 3, meeting 3, aged 9 years)

Theme 4: new information and learning opportunities

This theme relates to children expressing a desire in seek-
ing new information and learning opportunities about;
themselves, health, nutrition, and the research process.
Discussion amongst the YPAG raised the idea that their
involvement in the ROLO study was considered a gate-
way to learn more about themselves and their health.

“Well, it’s, it’s kind of like fun to like find out stuff
about yourself that you didn’t really know” (Study
child 1, meeting 2, aged 13 years)

The YPAG also significantly engaged in discussion
when posed with the question regarding their future
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research topics of priority. Children advised researchers
to explore a range of innovative issues such as addiction,
mental health, future viruses, organ transplants includ-
ing heart and bone health, intellectual disabilities includ-
ing dyslexia and autism, exercise, cancer, genetic testing,
environmental issues, and the effect of technology and
chemicals on the body. The researchers noted that chil-
dren did not require further prompts relating to this
question and were eager to suggest several issues, calling
out multiple ideas consecutively. The reoccurring topics
that were raised across meetings included viruses, genetic
testing, and factors impacting development. These ideas
provide novel perspectives for future research questions
in the ROLO study and reflect the research priorities of
young people in society.

“Bone transplants, mental health, autism, dyslexia”
(Study child 3, meeting 4, aged 10 years)

The YPAG also expressed notable curiosity related to
nutrition and food. Children highlighted their doubts
regarding the nutritional value of food groups, the posi-
tioning of food groups on the food pyramid, and the
link between diet and disease risk. The YPAG suggested
that nutritional information displayed on a food pyra-
mid could be delivered in a clearer format, such as using
physical food as a visual guide.

“Can you get a disease by eating something?” (Study
child 3, meeting 3, aged 9 years)

Similarly, the research process sparked interest
amongst the YPAG. Children queried the role of the
researcher, formulation of research questions, and the
dissemination of research results. In addition, children
were prompted by the researchers to share their views on
what research means to them, why research is important,
and what skills are necessary for carrying out research.

“Helps you figure out like maybe; I have been study-
ing it. You know. I know, I mean like, and say like,
if you want to figure out your family tree, huge huge
huge pieces of your DNA” (Older sibling 1, meeting 4,
aged 12 years)

Discussion

The ROLO YPAG was recently established with the aim
of identifying the research priorities of a group of healthy
Irish children born into a longitudinal birth cohort
study. This study provided an opportunity to explore key
themes that were most frequently discussed and consid-
ered of importance to the YPAG which include; ROLO
study identity, fun aspects of study participation, social
media, and new information and learning opportuni-
ties. Throughout discussions related to these themes, the
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YPAG provided useful suggestions for future research
activities. The anticipated benefits of this partnership
between children and researchers places the inclusion of
PPI as a fundamental aspect of the ROLO study.

The success of longitudinal birth cohorts are critically
determined by sustained relationships between research-
ers and participants for many years [26]. The YPAG indi-
cated that strengthening children’s identity in a birth
cohort may support their partnership with researchers.
The concept of being involved in longitudinal research
from before birth may be challenging and barriers to
greater participation arise as cohort members age [26].
Regular engagement and consultation is considered a
high priority in studies of longitudinal design to support
sustained retention and participation [26]. In 2013, Lucas
et al. [26] evaluated the strategies used amongst eighty-
four European birth cohorts to support wider engage-
ment with young people. Many reported the use of
websites, newsletters, birthday cards, and social media,
which are also implemented in the ROLO study [25, 26].
Despite this, just two cohorts reported actively and regu-
larly consulting with young people [26]. This research
highlights a current gap in consultation with children
regarding their experience in a longitudinal study, which
the ROLO YPAG aimed to address. Thus, increased
efforts to consult with young people involved in studies
of longitudinal design may reinforce their value of being
affiliated with research.

The acceptability of measurements is a fundamen-
tal aspect of longitudinal research to support long-term
retention [26]. Data collection methods which are dis-
liked by participants are more likely to be left incomplete
or inaccurate [26]. Our YPAG advised that they preferred
the physical and interactive elements of the research
activities, rather than theoretical tasks that resemble
the schooling environment. Recognising this will inform
our future research planning so that practical research
methodology is included, and this may help to maintain
long-term engagement. Similar guidance was provided
from 7-year-olds involved in a longitudinal clinical birth
cohort in Finland [27]. Children considered the most
popular tests from their study visits as those that mim-
icked play including moving, walking, running or play-
ing with a computer [27]. Incorporating this information
into future study planning may encourage sustained
involvement.

Online communication platforms such as social
media are important to young people [28]. Children in
the ROLO YPAG are in the early years of adolescence,
which coincides with increased demand for auton-
omy and usage of technology [28]. The YPAG recom-
mended that social media may be an appealing mode
of contact between researchers and study participants.
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It is well-recognised that researchers should tailor the
involvement of young people in research to suit their
personal lifestyles, abilities, and interests [29]. Hence,
supporting the autonomy of young people by using a
variety of secure online platforms for the purposes of
recruitment, consent, and research activities may inter-
est adolescent ages [30]. Online communication between
researchers and young people is one example of success-
ful collaboration by the Oxford Neuroscience, Ethics and
Society Young People’s Advisory Group (NeurOx YPAG)
[31]. Young people aged 14—18 years are recruited to the
NeurOx YPAG through an online form and members
contribute to an online blog after each meeting to share
their YPAG experiences [31]. Additionally, the NeurOx
YPAG recently advised researchers to collaborate with
social media influencers for the purpose of youth-led dis-
semination of results [32]. Other international YPAGs
have incorporated the use of WhatsApp groups to com-
municate and engage with adolescent participants [33].
These examples may guide future communication strate-
gies in health research with adolescent ages.

The ROLO YPAG advised researchers to explore a
range of innovative ideas that reflected their future
research topics of interest. A previous example of how
PPI has contributed to the research agenda of the ROLO
study was in relation to the topic of food fussiness/selec-
tive eating. Parents from the ROLO Family Advisory
Committee identified this topic as an important area of
research [16]. This feedback prompted the submission
of a research proposal on this topic, which consequently
resulted in a successful grant application for a PhD post
to research this topic [34—36]. The research team antici-
pate similar action can be achieved with the suggestions
from the ROLO YPAG. Our understanding that children
are keen to learn about health and research correlates
with advice from previous YPAG collaborations. In 2021,
researchers reflected on their delivery of a YPAG in pal-
liative care and health research at a Canadian secondary
school [37]. Roach et al. [37] concluded that the 10- to
13-year-olds involved in this group advised that they are
interested in learning about research methods, devising
their own research, and being exposed to new topics.
This raises the importance that research findings should
be easily accessible for young people, which respects
their role in the research process [29, 38]. As a result,
our research in the ROLO study would benefit from
increased focus towards child-friendly dissemination.
Interactive models, diagrams, videos, and infographics
have all been noted as effective forms of communicating
complex research messages to children [38].

Several practical insights gained by researchers from
the ROLO YPAG can be used to guide the next direction
of this group and future YPAGs. Effective recruitment
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strategies were considered essential for the successful for-
mation of the YPAG. Researchers wanted to acknowledge
the busy lifestyles of participants, thus offering a range of
dates and times during school holidays was considered
the most suitable approach. Significant focus towards
the preparation of appropriate and engaging material
for meetings was deemed worthwhile. The use of white-
boards, polls, and quizzes, while avoiding overreliance
on PowerPoint slides encouraged discussion and created
a relaxed environment. Researchers ensured the content
of the meetings were kept to a minimal, and pictures and
colour were used to avoid overloading information. In
the future, in-person meetings, will help to mitigate some
issues around flow of conversation. This will also allow
increased interactive content. Pitching the subject mat-
ter of the meetings so that it is at an appropriate level for
both preteen and teenage children presented a challenge
and is an area that researchers are aware requires further
thought. As the group developed, researchers recognised
the importance of acknowledging participants input.
After the fourth meeting, each child received a small
book token, certificate of attendance, and a thank you
letter as an expression of appreciation from the research
team. On reflection, the researchers acknowledge that it
would have been fairer practice to introduce the token of
appreciation from the outset for the purpose of consist-
ency and to ensure all children feel their time and contri-
bution to the group is valued.

To gain practical insights from the children, partici-
pants were given a short opportunity at the end of each
meeting to provide verbal feedback on their experi-
ence of contributing. Researchers prompted children to
reflect on whether they enjoyed the content and struc-
ture of meetings thus far. Researchers asked participants
if they would be interested in various future activities
related to the group such as attending in-person meet-
ings, designing a logo for the ROLO YPAG, along with
reviewing information and consent forms for the ROLO
study. Researchers received positive gestures in response
from children including thumbs up and nods of approval,
indicating that participants are interested in taking on
these roles within the group. Children were also given
the opportunity to suggest changes to the format of the
meetings. As the YPAG evolves, researchers aim to place
greater emphasis on gaining insights and feedback from
children.

The learning experiences gained thus far by estab-
lishing the ROLO YPAG can be used to inform the
next direction of this group and future YPAGs. From
our collaboration so far, we have found that the pro-
cess of forming a YPAG requires extensive preparation.
Researchers looking to establish future YPAGs in Ire-
land may benefit from availing of relevant webinars and
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workshops to upskill their expertise and training. One
example includes the useful resources and guidance
that is currently provided by an Irish group of research-
ers and patients from the PPI Ignite Network at Dub-
lin City University [21]. The Lundy model is a useful
aid that was developed for practitioners to effectively
implement a child’s right to participate by focusing on
the key concepts of space, voice, audience, and influ-
ence [39, 40]. Likewise, extensive work by Preston and
colleagues have developed clear guidance and direction
related to the ethics of involving children in research,
the formation of YPAGs, and evaluation of PPI activi-
ties [19, 23, 41]. Additionally, flexibility regarding
recruitment and communication strategies is neces-
sary to tailor the involvement of young people based
on their ever-changing lifestyles. Likewise, efforts to
promote fun and opportunities for learning should be
integral to the design and delivery of birth cohorts.
Greater focus on these aspects may be critical in easing
the challenge of maintaining recruitment and retention
rates amongst young people involved in a longitudinal
study.

Collaborations with YPAGs have proven successful
and continue to enrich paediatric health research impact
and relevance worldwide [3]. The International Chil-
dren’s Advisory Network (iCAN) in 2015 is an interna-
tional network of YPAGs within the ages of 8-23 years,
to increase voice and impact on paediatric medicine and
research [3, 22, 42]. Young people are involved in a range
of projects including research consultations, revision of
documents, and providing recommendations to research
protocols [43]. One case of an effective output from a
YPAG collaboration is the development of informed con-
sent forms for paediatric clinical trials by the European
Network for Paediatric Research, through work with the
European Young Person’s Advisory Group Network [3].
This is a growing network of YPAGs aged 8 to 19-years
who are involved in a variety of projects throughout the
research process [3, 44]. Similarly, the Generation-R
Alliance is a national network of YPAGs made up of 17
groups across the UK who support the design and deliv-
ery of paediatric research [44]. Groups consist of 10-15
members each, all aged between 8 and 19-years [44]. An
example of engagement with one group from Genera-
tion-R in 2018 led to adaptations in the study design and
patient information resources for two Pfizer Ltd stud-
ies trialling a new treatment for atopic dermatitis [45].
Likewise, the YPAG at the National Children’s Cancer
Service in Ireland includes 12-29 year-olds with a previ-
ous or current cancer diagnosis [46]. Their role involves
providing their views on patient information sheets and
consent forms and offering advice on the design of pae-
diatric clinical trials [46]. The aforementioned examples
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provide insight into just a few of many important outputs
that can be achieved from successful collaboration with
children and young people in research.

Future plans include giving the ROLO YPAG an oppor-
tunity to assist the research team in reading and design-
ing age-appropriate, child-friendly information leaflets
and resources for our future study visits. To support the
unique identity of our YPAG, members will be able to
express their creativity by designing a dedicated group
logo. As mentioned, to improve the delivery and effec-
tiveness of PPI in our research we intend to incorporate
greater opportunities for feedback from YPAG members
after each future meeting. The researchers anticipate that
children will become more comfortable as future meet-
ings take place in-person without the need to prompt
feedback and that they will guide the future direction of
their role that reflects their interests. As the ROLO chil-
dren approach adolescence, increased effort is required
to retain YPAG members. Future consideration may be
directed towards liaising with Irish organisations such as
Gaisce that may reward young people for their involve-
ment in Irish research. Effective communication of the
relevant benefits of participation will also be necessary to
maintain interest. Factors such as skill development and
receiving a certificate of attendance will benefit young
people as they begin seeking employment opportunities
[29].

The benefits of being part of a YPAG for children,
researchers, and research itself are well-recognised [4,
6, 9]. The establishment of the ROLO YPAG is a step-
forward in enabling the ROLO children and their sib-
lings voices and thoughts to be translated into research
questions of importance. As the group further develops,
our aim is to provide the children with opportunities to
participate in study decision making and planning, thus
allowing them to feel valued through their active contri-
bution [3, 43]. Including the older siblings in the ROLO
YPAG allows children to collaborate and network with
peers of different ages which has been demonstrated to
contribute to increased confidence and self-esteem [3].
Children can develop a range of transferable skills in
communication, research, and leadership, while learning
new information about health research that is typically
not provided in school.

For researchers, involving the views and opinions
of young people in the ROLO study will provide new
research perspectives and a greater understanding of
this cohort [43]. The ROLO YPAG may contribute to
improved study design and conduct as children continue
to guide the acceptability and feasibility of our research.
Engaging with a YPAG may also potentially increase
recruitment and retention rates in the ROLO study,
which is a critical aspect of maintaining a longitudinal
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birth cohort [3, 25]. Based on high quality evidence, it
is expected that the dissemination of future results from
the ROLO study may achieve greater impact and appli-
cability through work with a YPAG [4]. On a wider con-
text, the benefits of collaboration between children and
researchers from the ROLO study may extend further
across society. Heeding the voices of young people may
lead to reformed public health policies that are more
reflective of children’s health-related priorities and con-
cerns [3].

The strengths of our YPAG include that the par-
ticipants have a diverse age range. Older siblings of the
ROLO children were included in this YPAG to provide
support to their younger sibling and an external perspec-
tive that may reduce potential bias. Several forms of com-
munication by email, phone, and social media were used
to contact parents for the recruitment of YPAG mem-
bers. The research team tried to facilitate as many chil-
dren as possible, by hosting meetings during school term
breaks and at times that best suited children. Meetings
were recorded and transcribed verbatim for accuracy.
Investigator’s triangulation was included in the theme
analysis to reduce personal influence on the interpreta-
tion and enhance the study credibility.

There are several limitations worth considering. This
YPAG is in its early stages, with a small number of mem-
bers. While every effort was made to increase numbers,
due to family, work, and school commitments this pre-
sented as a challenge. As the YPAG meetings have been
held virtually so far due to the COVID-19 pandemic, the
online platform has challenged the ability to build strong
rapports with the children and to create a relaxed envi-
ronment. The interpretation of themes may be limited
by the inability to observe non-verbal communication
cues naturally present in a face-to-face setting. As these
are important aspects in the establishment of an effective
YPAG, the research team intends to hold future meet-
ings in-person. While several efforts were implemented
to reach less-engaged participants, authors acknowledge
that the YPAG is made up of highly engaged families.
Recent research by Killeen et al. [47] reported factors
such as personal interest as determinants of engagement
in health-related research activities. It is also important
to consider that the input of younger siblings may have
been overshadowed by their older siblings, and future
in-person meetings may enable siblings to be separated
to provide participants with an equal opportunity to
contribute in a comfortable setting. As children can be
reserved in unfamiliar environments, the meetings were
guided by topics which potentially limited opportuni-
ties for open discussion. This age group can also be vul-
nerable to concerns regarding self-image amongst peers
which possibly hindered their contribution. Our findings
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and insights are limited to the themes that were identified
from the meetings thus far; however, future research may
explore key topics beyond those discussed in this report.

Conclusion

Our experience so far of collaborating with the ROLO
YPAG indicate that efforts to promote fun and oppor-
tunities for learning should be integral to the design
and delivery of birth cohorts. Greater focus on effective
recruitment and communication strategies may also ease
the challenge of maintaining retention rates amongst
young people involved in a longitudinal study. As our
YPAG continues to develop, the incorporation of the
views and opinions of our group will enrich the ROLO
agenda and broaden future research pursuits in this birth
cohort.

Abbreviations

ROLO Randomised cOntrol trial of a LOw glycaemic index diet in preg-
nancy to prevent macrosomia

PPI Public and patient involvement

YPAG Young Person’s Advisory Group

Supplementary Information

The online version contains supplementary material available at https://doi.
0rg/10.1186/540900-023-00411-y.

[ Additional file 1. ROLO young person’s advisory group information. }

Acknowledgements

The authors would like to thank all the parents and children of the ROLO
study for their continued support. Thank you also to the staff of the National
Maternity Hospital for facilitating our research.

Author contributions

AD and SC designed the study, analysed the data, and drafted the initial man-
uscript. SLK analysed the data and contributed to the manuscript preparation.
CMMcD contributed to manuscript preparation. FMMcA designed the study,
analysed the data, contributed to the manuscript preparation, and had pri-
mary responsibility for the final content. All authors approved the final version
of the manuscript and agree to be accountable for all aspects of the work.

Funding

Supported by the Health Research Board Ireland, Health Research Centre for
Health and Diet Research, European Union's Seventh Framework Programme
(FP7/2007-2013), project Early Nutrition under grant agreement no. 289346,
National Children’s Hospital Foundation Tallaght, Dublin, and the National Chil-
dren’s Research Centre Ireland at Children’s Health Ireland (PRPG/H/18/325).
The funders had no role in study design, data collection and analysis, decision
to publish, or preparation of the manuscript.

Availability of data and materials
The datasets used and/or analysed during the current study are available from
the corresponding author on reasonable request.


https://doi.org/10.1186/s40900-023-00411-y
https://doi.org/10.1186/s40900-023-00411-y

Delahunt et al. Research Involvement and Engagement (2023) 9:2

Declarations

Ethical approval and consent to participate

Ethical approval for the study was obtained from the Ethics Committee of the
National Maternity Hospital (GEN/279/12). All eligible individuals were asked
to provide written and informed consent prior to study participation.

Consent for publication
Not applicable.

Competing interests
The authors have no financial or non-financial competing interests relevant to
this article to declare.

Author details

'UCD Perinatal Research Centre, School of Medicine, The National Maternity
Hospital, University College Dublin, Dublin 2, Ireland. 2Department of Pae-
diatric Endocrinology and Diabetes, Children’s Health Ireland, Temple Street
and Tallaght, Dublin, Ireland.

Received: 24 August 2022 Accepted: 20 January 2023
Published online: 09 February 2023

References

1. United Nations. General Assembly. Convention on the Rights of the Child,
20 November 1989. Annu Rev Popul Law. 1989;16:95, 485-501.

2. Jordan A, Rees E. Children’s views on well-being and what makes a happy
life, UK: 2020. United Kingdom: National Office of Statistics; 2020.

3. Gaillard S, Malik S, Preston J, Escalera BN, Dicks P, Touil N, et al. Involving
children and young people in clinical research through the forum of a
European Young Persons’ Advisory Group: needs and challenges. Fundam
Clin Pharmacol. 2018;32(4):357-62.

4. Molloy EJ, Mader S, Modi N, Gale C. Parent, child and public involvement
in child health research: core value not just an optional extra. Pediatr Res.
2019;85(1):2-3.

5. Patton GC, Sawyer SM, Santelli JS, Ross DA, Afifi R, Allen NB, et al. Our
future: a Lancet commission on adolescent health and wellbeing. Lancet.
2016;387(10036):2423-78.

6. Rouncefield-Swales A, Harris J, Carter B, Bray L, Bewley T, Martin R.
Children and young people’s contributions to public involvement and
engagement activities in health-related research: a scoping review. PLoS
ONE. 2021;16(6):1-25.

7. Hunter L, Sparrow E, Modi N, Greenough A. Advancing child health
research in the UK: the Royal College of Paediatrics and Child Health
Infants’' Children’s and Young People’s Research Charter. BMJ Publishing
Group Ltd; 2017. p. 299-300.

8. European Medicinces Agency. Principles on the involvement of young
patients/consumers within EMA activites. London, United Kingdom:
European Medicinces Agency; 2017 [cited 22 08 03] Available at: https://
www.ema.europa.eu/en/documents/regulatory-procedural-guideline/
principles-involvement-young-patients/consumers-within-ema-activ
ities_en.pdf.

9. Postma L, Luchtenberg ML, Verhagen AAE, Maeckelberghe ELM. The
attitudes of healthy children and researchers towards the challenges
of involving children in research: an exploratory study. Res Involv and
Engagem. 2021;7(1):30.

10. Walsh JM, McGowan CA, Mahony R, Foley ME, McAuliffe FM. Low
glycaemic index diet in pregnancy to prevent macrosomia (ROLO studly):
randomised control trial. BMJ. 2012;345:e5605.

11. Horan MK, Donnelly JM, McGowan CA, Gibney ER, McAuliffe FM. The
association between maternal nutrition and lifestyle during pregnancy
and 2-year-old offspring adiposity: analysis from the ROLO study. J Public
Health. 2016;24(5):427-36.

12. Callanan S, Yelverton CA, Geraghty AA, O'Brien EC, Donnelly JM, Larkin
E, et al. The association of a low glycaemic index diet in pregnancy with
child body composition at 5 years of age: a secondary analysis of the
ROLO study. Pediatr Obes. 2021;16(12): €12820.

20.

21

22.

23.

24.

25.

26.

27.

28.

29.

30.

31

32.

33

34.

35.

Page 11 of 12

Bartels HC, Geraghty AA, O'Brien EC, Kranidi A, Mehegan J, Yelverton C,
et al. Fetal growth trajectories and their association with maternal, cord
blood, and 5-year child Adipokines. J Nutr Metab. 2020,2020:4861523.
Donnelly JM, Lindsay K, Walsh JM, Horan MK, O'Shea D, Molloy EJ, et al.
Perinatal inflammation and childhood adiposity - a gender effect? J
Matern Fetal Neonatal Med. 2020;33(7):1203-10.

Donnelly JM, Walsh JM, Horan MK, Mehegan J, Molloy EJ, Byrne DF, et al.
Parental height and weight influence offspring adiposity at 2 years; find-
ings from the ROLO kids birth cohort study. Am J Perinatol. 2021. https://
doi.org/10.1055/5-0041-1740299.

Walsh N, O'Brien E, Geraghty A, Byrne D, Whelan A, Reilly S, et al. Taking
guidance from parents involved in a longitudinal birth cohort-the ROLO
family advisory committee. Res Involv and Engagem. 2020;6(1):1-8.
eYPAGnet. Generation R Alliance/eYPAGnet Toolkit. eYPAGnet; 2023 [cited
2301 16] Available at: https://eypagnet.eu/toolkit/.

Mitchell SJ, Slowther AM, Coad J, Akhtar S, Hyde E, Khan D, et al. Ethics
and patient and public involvement with children and young people.
Arch Dis Child Educ Pract Ed. 2019;104(4):195-200.

Modi N, Vohra J, Preston J, Elliott C, Van't Hoff W, Coad J, et al. Guidance
on clinical research involving infants, children and young people: an
update for researchers and research ethics committees. Arch Dis Child.
2014,99(10):887-91.

Zoom Video Communications. Zoom: Zoom Video Communications, Inc:
California, United States of America; 2022 [cited 22 08 03] Available at:
https://zoom.us.

Dublin City University. PPi Ignite Network at DCU Dublin, Ireland: Dublin
City University; 2022 [cited 22 08 03] Available at: https://www.dcu.ie/ppi.
Costello W, Dorris E. Laying the groundwork: Building relationships for
public and patient involvement in pre-clinical paediatric research. Health
Expect. 2020;23(1):96-105.

Preston J, Stones SR, Davies H, Preston J, Phillips B. How to involve chil-
dren and young people in what is, after all, their research. Arch Dis Child.
2019;104(5):494-500.

Braun V, Clarke V. Using thematic analysis in psychology. Qual Res Psychol.
2006;3(2):77-101.

O'Brien EC, Geraghty AA, McAuliffe FM. Successful strategies to improve
follow-up for longitudinal birth cohort studies. Contemp Clin Trials.
2017;57:8-9.

Lucas PJ, Allnock D, Jessiman T. How are European birth-cohort studies
engaging and consulting with young cohort members? BMC Med Res
Methodol. 2013;13(1):56.

Gammelgaard A, Bisgaard H. Seven-year-old children’s perceptions of
participating in a comprehensive clinical birth cohort study. Clin Ethics.
2009/4(2):79-84.

Shifflet-Chila ED, Harold RD, Fitton VA, Ahmedani BK. Adolescent and fam-
ily development: autonomy and identity in the digital age. Child Youth
Serv Rev. 2016;70:364-8.

Kirby P. A guide to actively involving young people in research: for
researchers, research commissioners, and managers. United Kingdom:
INVOLVE; 2004 [cited 22 08 03] Available at: https://www.invo.org.uk/wp-
content/uploads/2012/01/InvolvingYoungPeople2004.pdf.

INVOLVE. Involving children and young people in research: top tips for
researchers. Eastleigh: INVOLVE; 2016 [cited 22 08 03] Available at: https://
www.invo.org.uk/wp-content/uploads/2016/01/involvingcyp-tips-keyis
sues-January2016.pdf.

Pavarini G, Lorimer J, Manzini A, Goundrey-Smith E, Singh I. Co-producing
research with youth: the NeurOx young people’s advisory group model.
Health Expect. 2019;22(4):743-51.

Sellars E, Pavarini G, Michelson D, Creswell C, Fazel M. Young people’s
advisory groups in health research: scoping review and mapping of
practices. Arch Dis Child. 2021;106(7):698.

Cluver L, Doubt J, Africa TAGS, Wessels |, Asnong C, Malunga S, et al.
Power to participants: methodological and ethical reflections from

a decade of adolescent advisory groups in South Africa. AIDS Care.
2021;33(7):858-66.

Delahunt A, Conway MC, O'Brien EC, Geraghty AA, O'Keeffe LM, O'Reilly
SL, et al. Ecological factors and childhood eating behaviours at 5 years of
age: findings from the ROLO longitudinal birth cohort study. BMC Pediatr.
2022;22(1):366.

Delahunt A, Conway MC, Callaghan SL, O'Brien EC, Geraghty AA, O'Reilly
SL, et al. Maternal dietary quality during pregnancy and child appetitive


https://www.ema.europa.eu/en/documents/regulatory-procedural-guideline/principles-involvement-young-patients/consumers-within-ema-activities_en.pdf
https://www.ema.europa.eu/en/documents/regulatory-procedural-guideline/principles-involvement-young-patients/consumers-within-ema-activities_en.pdf
https://www.ema.europa.eu/en/documents/regulatory-procedural-guideline/principles-involvement-young-patients/consumers-within-ema-activities_en.pdf
https://www.ema.europa.eu/en/documents/regulatory-procedural-guideline/principles-involvement-young-patients/consumers-within-ema-activities_en.pdf
https://doi.org/10.1055/s-0041-1740299
https://doi.org/10.1055/s-0041-1740299
https://eypagnet.eu/toolkit/
https://zoom.us
https://www.dcu.ie/ppi
https://www.invo.org.uk/wp-content/uploads/2012/01/InvolvingYoungPeople2004.pdf
https://www.invo.org.uk/wp-content/uploads/2012/01/InvolvingYoungPeople2004.pdf
https://www.invo.org.uk/wp-content/uploads/2016/01/involvingcyp-tips-keyissues-January2016.pdf
https://www.invo.org.uk/wp-content/uploads/2016/01/involvingcyp-tips-keyissues-January2016.pdf
https://www.invo.org.uk/wp-content/uploads/2016/01/involvingcyp-tips-keyissues-January2016.pdf

Delahunt et al. Research Involvement and Engagement (2023) 9:2 Page 12 of 12

traits at 5-years-old: findings from the ROLO longitudinal birth cohort
study. Appetite. 2022;179: 106291.

36. Delahunt A, Conway MC, McDonnell C, Kearney PM, et al. Sleep duration
and eating behaviours are associated with body composition in 5-year-
old children: findings from the ROLO longitudinal birth cohort study. Br J
Nutr. 2022;127(11):1750-60.

37. Roach A, Braybrook D, Marshall S. Reflective insights from developing a
palliative care children and young people’s advisory group. Palliat Med.
2021;35(3):621-4.

38. EgliV, Carroll P, Donnellan N, Mackay L, Anderson B, Smith M. Disseminat-
ing research results to kids: practical tips from the Neighbourhoods for
active kids study. Kotuitui: NZ J Soc Sci Online. 2019;14(2):257-75.

39. Lundy L."Voice'is not enough: conceptualising Article 12 of the
United Nations Convention on the Rights of the Child. Br Educ Res J.
2007,33(6):927-42.

40. Lundy L, McEvoy L, Byrne B. Working with young children as co-research-
ers: an approach informed by the United Nations Convention on the
Rights of the Child. Early Educ Dev. 2011;22(5):714-36.

41. Preston J, Nafria B, Ohmer A, Gaillard S, Dicks P, West L, et al. Developing a
more tailored approach to patient and public involvement with children
and families in pediatric clinical research: Lessons learned. Ther Innov
Regul Sci. 2022;56(6):948-63.

42, Thompson H, Frederico N, Smith SR, Chowdhury M, Dicks P, Preston
J, et al. iCAN: providing a voice for children and families in pediatric
research. Ther Innov Regul Sci. 2015;49(5):673-9.

43, Tsang VWL, Chew SY, Junker AK. Facilitators and barriers to the training
and maintenance of young persons’advisory groups (YPAGs). Int J Pediatr
Adolesc Med. 2020;7(4):166-73.

44, Bate JRN, Ling R, Preston J, Nightingale R, Denegri S. Public and patient
involvement in paediatric research. Arch Dis Child Educ Pract Ed.
2016;101:158-61.

45. National Institute for Health and Care Research. Young people are the
future. United Kingdom: National Institute for Health and Care Research;
2019 [cited 22 08 03] Available at: https://www.nihrac.uk/blog/young-
people-are-the-future/20148.

46. National Children’s Cancer Service. Young Person’s Advisory Group at the
National Children’s Cancer Service Dublin: Children’s Health Ireland; 2022
[cited 22 08 03] Available at: https://www.ypag.ie.

47. Killeen SL, Byrne DF, Geraghty AA, Yelverton CA, van Sinderen D, Cotter
PD, et al. Recruiting and engaging women of reproductive age with
obesity: insights from a mixed-methods study within a trial. Int J Environ
Res Public Health. 2022;19(21):13832.

Publisher’s Note

Springer Nature remains neutral with regard to jurisdictional claims in pub-
lished maps and institutional affiliations.

Ready to submit your research? Choose BMC and benefit from:

fast, convenient online submission

thorough peer review by experienced researchers in your field

rapid publication on acceptance

support for research data, including large and complex data types

gold Open Access which fosters wider collaboration and increased citations

maximum visibility for your research: over 100M website views per year

At BMC, research is always in progress.

Learn more biomedcentral.com/submissions . BMC



https://www.nihr.ac.uk/blog/young-people-are-the-future/20148
https://www.nihr.ac.uk/blog/young-people-are-the-future/20148
https://www.ypag.ie

	Including the child’s voice in research from a longitudinal birth cohort: insights from the ROLO young person’s advisory group
	Abstract 
	Background 
	Methods 
	Results 
	Conclusion 

	Introduction
	Methods
	The ROLO family advisory committee
	Establishing the ROLO young person’s advisory group
	Recruitment of the ROLO young person’s advisory group
	Communicating the purpose of the ROLO young person’s advisory group to children
	Virtual meetings of the ROLO young person’s advisory group
	Content and delivery of the ROLO young person’s advisory group meetings
	Identification of themes from the ROLO young person’s advisory group meetings
	Engagement and retention strategies for the ROLO young person’s advisory group

	Results
	Description of participants at the ROLO young person’s advisory group meetings
	Themes identified from the ROLO young person’s advisory group meetings
	Theme 1: ROLO study identity
	Theme 2: fun aspects of study participation
	Theme 3: social media
	Theme 4: new information and learning opportunities


	Discussion
	Conclusion
	Acknowledgements
	References


