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Participatory research approaches emerged in the 1970s
and have gained growing recognition since. Today, active
public involvement in research is a fundamental aspect of
many publicly funded research programs. As a consequence,
frameworks, principles, and standards for involving the public
have emerged [1,2]. The adoption of the United Nations
Convention on the Rights of the Child 1989 [3] focused
attention on youth participation in particular. In this
Convention, article 12 states that children and young people
should have their opinions taken into account in all major
decisions affecting their lives. This applies to child health
research, which is likely to affect knowledge generation, ser-
vice provision, policy developments, and professional practice
related to children’s lives.

Youth participation refers to their active participation and real
influence in the decisions that affect their lives, not to their token
or passive contribution. Participation quality is measured by not
only its scope but also its effect, when youth effect the process,
influence a particular decision, or produce a more favorable
outcome. Traditionally, children’s and young people’s role in
research has been viewed as a “resource.” However, participatory
research engages youth to do more than give responses to
research instruments designed by adults. These methods
explicitly concern power within the research cycle and the
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importance for research to be both empowering and health
promoting [4]. Ethical principles and tensions that arise in real-
world contexts are also at the fore of research involving chil-
dren and youth participation [5].

To date, much work has focused on the involvement of
youth in the design and implementation of programs and
policies that affect them and their peers; and their engagement
is now seen as an essential element of practice. Models and
frameworks have been developed to better understand youth
participation [6]. Meaningful engagement, with effective and
appropriate structures and supports, leads to healthier, more
just, and egalitarian communities [7]. The rights-based or
empirical rationales for involving youth are viewed by Ozer
et al. [8] as complementary but they also call for more sys-
tematic evidence about the fundamental process involved and
the documentation of associated outcomes. Gal (2017) [9]
proposes an ecological model for understanding the ability of
children and youth to participate meaningfully in decision-
making processes. This ecological model draws on existing
theoretical and empirical writing on child participation [9]. The
Lancet Commission on Adolescent Health and Wellbeing pro-
vided an overview of youth engagement and health and pro-
posed a conceptual framework of the essential elements in
meaningful youth engagement with due consideration to the
barriers [10].

The HBSC network considers it essential to actively involve
youth in research that is relevant to them. We have developed a
range of research methodologies designed to facilitate active
participation of young people in the research process. Young
people have been involved in data generation, devising research
themes and questions, data analysis, data interpretation and
dissemination, and advocacy initiatives developed on the back of
research findings.
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Youth participation in the HBSC network

Building partnerships and collaborations with young people
is essential to the work of the HBSC network and we recognize
that children have a unique “insider” perspective critical to our
understanding of their worlds [11]. The efforts are underpinned
by a youth engagement strategy with specific goals, with a
dedicated youth engagement advisory team. We strive to involve
youth in our biannual meetings of the HBSC international
network, and at the 30th anniversary meeting in Scotland (2013)
we had a dedicated youth participation day with 24 young
people from five countries (Canada, Ireland, England, Scotland,
and Wales). The development of appropriate methodologies for
actively engaging children and young people is crucial to
improving our work in this area, and such developmental work
requires sharing emerging practices and challenges in the search
for improvements in research practice.

How HBSC works with young people

The young participation initiatives undertaken by the HBSC
member countries have involved adolescents in the research
cycle in different ways, giving due consideration to financial and
organizational resources. Children and adolescents have been
engaged in setting the research agenda and developing ques-
tionnaire items (e.g., Ireland and Canada), while some countries
have also involved youth in field work and data collection pro-
cesses (e.g., Armenia) and in producing reports and outputs for
youth by youth (e.g., Scotland and Canada) [12]. Involving youth
in interpreting and disseminating findings to a range of stake-
holders (e.g., teachers, politicians, and other young people) is
becoming common practice for HBSC countries. Examples of
specific initiatives that illustrate our range of activities and the
partnership approach to youth engagement are presented in the
following Box.

Summary

HBSC aims to drive youth participation as standard in
adolescent research and to provide data that are meaningful to
young people, are reflective of current lifestyles, and are of value
to policy and program development. Further to significant ben-
efits within the research process, the active and meaningful
involvement of young people results in important and positive
impacts on youth themselves. Underscoring our commitment to
young people across all participating member countries, we
work within the HBSC network to collaborate in theorizing on
relevant issues in youth participation, cocreating participative
research methodologies, supporting one another in the applica-
tion of theory, and method and promoting opportunities for
dissemination and debate.

Youth engagement in HBSC forms a unique combination of
integrated knowledge translation and Public and Patient
Involvement in health-related research, drawing on elements of
both of these approaches. Evidence of impact on policy and
practice has been clearly demonstrated, but challenges remain in
convincing research funding bodies, journal editors, and some
researchers that engaging youth is of sufficient value and
interest.

Examples of Youth Engagement Initiatives Among HBSC Countries

CANADA

The Students Commission of Canada, the Centre of Excellence for Youth
Engagement has been working with the Public Health Agency of Canada to
support youth engagement on the HBSC study. Young people from across
Canada have provided direction about established and newly emergent
priorities surrounding their health. This was used to prioritize the
introduction of optional survey items to the Canadian survey. A series of
youth-centered events, workshops, activities, and youth-generated
videos/materials that engaged with the HBSC study findings have also
been developed.

IRELAND

The HBSC Ireland team worked in partnership with the national government
Department of Children and Youth Affairs and facilitated a series of
participative research workshops with young people on all aspects of the
HBSC research cycle. Questions were specifically developed by young [13]
people and have been used in the last two survey rounds of data collection
in Ireland. Some of these youth-developed items have been adopted as
national indicators of progress for the national policy framework for
children in Ireland the “Better Outcomes, Brighter Futures” strategy [14]

POLAND

By invitation of the First Lady of Poland, a Debate entitled “Experts ask youth”
was conducted at the Presidential Palace of the Republic of Poland. Young
people (n = 250) from all over the country participated in workshops to
debate and explain Polish HBSC results and to prioritize areas for action.
Moreover, essential to these debates were framing young people as equal
stakeholders with health experts, politicians, and the media [15]

PORTUGAL

Dream Teens (https://www.dreamteens-en.aventurasocial.com/) aims to
enhance both Portuguese young people’s involvement and social
responsibility through an active citizenship process. Using Youth-led
Participatory Action Research, and social media as a tool for engagement,
this national network aims to make these teens’ lives visible by giving
them “voice” and increasing their social and civic participation in issues
such as health [16].

UKRAINE

In Ukraine, a strong collaboration with the Junior Academy of Sciences of
Ukraine, a nongovernment organization, enabled youth to choose priority
topics for the HBSC 2018 Ukranian survey. Online platforms, such as U-
report (https://ureport.in) and Knowledge Center (http://knowledge.org.
ua), have been used successfully to engage youth and disseminate findings
to health professionals, respectively.
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