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Abstract

Introduction International organisations have called to increase young people’s involvement in healthcare and
health policy development. We currently lack effective methods for facilitating meaningful engagement by young
people in health-related decision-making. The purpose of this scoping review is to identify deliberative priority
setting methods and explore the effectiveness of these in engaging young people in healthcare and health policy
decision-making.

Methods Seven databases were searched systematically, using MeSH and free text terms, for articles published in
English before July 2021 that described the use of deliberative priority setting methods for health decision-making
with young people. All titles, abstracts and full-text papers were screened by a team of six independent reviewers
between them. Data extraction followed the Centre for Reviews and Dissemination guidelines. The results are pre-
sented as a narrative synthesis, structured around four components for evaluating deliberative processes: 1) repre-
sentation and inclusion of diverse participants, 2) the way the process is run including levels and timing of participant
engagement, 3) the quality of the information provided to participants and 4) resulting outcomes and decisions.

Findings The search yielded 9 reviews and 21 studies. The more engaging deliberative priority setting tools involved
young people-led committees, mixed methods for identifying and prioritising issues and digital data collection and
communication tools. Long-term and frequent contact with young people to build trust underpinned the success of
some of the tools, as did offering incentives for taking part and skills development using creative methods. The review
also suggests that successful priority setting processes with young people involve consideration of power dynam-

ics, since young people’s decisions are likely to be made together with family members, health professionals and
academics.

Discussion Young people’s engagement in decision-making about their health is best achieved through investing
time in building strong relationships and ensuring young people are appropriately rewarded for their time and contri-
bution. If young people are to be instrumental in improving their health and architects of their own futures, decision-
making processes need to respect young people’s autonomy and agency. Our review suggests that methods of
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power-sharing with young people do exist but that they have yet to be adopted by organisations and global institu-

tions setting global health policy.

Keywords Young people, Adolescents, Priority setting, Scoping review, Health decisions

Introduction

Organisations including the World Health Organisation
(WHO), the United Nations International Children’s
Emergency Fund (UNICEF), the Wellcome Trust and
the Lancet recognise the importance of engaging young
people in decision-making about their health [1]. The
COVID-19 pandemic has had disproportionate impact
on the lives and health of young people around the world
[2]. The WHO-UNICEF-Lancet Commission on ‘a
future for the world’s children? has launched a call for
involvement of young people in all decision-making poli-
cies and coalitions [3, 4].

Young people make up approximately a quarter of the
world’s population [5, 6]. Investing in young people’s
health has the “triple benefit” of improving their current
health, their health as adults and the health of their chil-
dren [7]. Adolescence is a critical period of the lifecourse,
during which young people undergo the physical and psy-
chological transitions that accompany pubertal growth in
early adolescence (10-14years), brain maturation, and
social and emotional development in later adolescence
(15-19years) [8]. They start to gain autonomy over life
decisions, depending less on their parents and becom-
ing more susceptible to the influence of their peers. They
make important health and social choices that often per-
sist into adulthood [9-11]. These powerful physical and
psychological changes represent a unique phase between
childhood and adulthood, which requires specific consid-
eration and services. The Association of Young People’s
Health emphasise the need to conceptualise how health
inequalities arise in young people, which they position as
underpinned by the young person’s economic inequality
which shapes their social determinants [12]. This leads
to variability in how the young people access and expe-
rience services and support, their health behaviours and
relationships with parents, carers and peers. This will
ultimately shape their physical and mental health [12].

Over 30years ago, the United Nations Convention
on the Rights of the Child determined the right of
young people to make their own life decisions, taking
into account their age and maturity [13]. In her annual
report for 2021, the UN youth envoy urges interna-
tional organisations and institutions to acknowledge
this commitment and to make decisions based on
working with and listening to young people in a mean-
ingful way [14]. Tools such as those developed by Save

the Children and Women Deliver are excellent means
of supporting young people to develop skills in advo-
cacy [15, 16]. We still lack, however, effective methods
for facilitating meaningful engagement of young peo-
ple in setting priorities for health policy and healthcare
decisions that affect their lives, livelihoods and futures.

There are a number of recognised priority setting
techniques used most commonly with adults [17].
These tend to be categorised by two levels of engage-
ment. The first is a non-deliberative approach which
consults members of the public about their priorities,
final decisions about which are made by those run-
ning the process [18—25]. Focus groups and interviews
tend not to facilitate discussions about trade-offs in
decision-making, such that having more of one option
potentially results in having less of another, which is
a key feature in priority setting [17]. The second is a
deliberative approach which engages members of the
public in a two-way dialogue and results in a set of pri-
orities agreed with healthcare providers, policy makers
and health researchers. Deliberative approaches have
value over non-deliberative as they involve a process
that brings together different points of view to derive a
consensus without coercion, deception or manipulation
[26]. This is both a more equitable and respectful way
to involve the public in health policy and healthcare
decisions and is likely to create more effective health
services as they deliver what people prioritise. Delib-
erations also facilitate discussions about trade-offs and
expectations when setting priorities.

Manafo and colleagues conducted a scoping review
of public and patient priority setting, and identified
five successful deliberative methods [17]: James Lind
Alliance Priority Setting partnership (United King-
dom) [14], Dialogue methods (Netherlands) [16], Deep
Inclusion (United States) [17], Choosing All Together
(United States) [18], and Global Evidence Mapping
(Australia and New Zealand) [27]. To date, these delib-
erative methods have rarely been used with young peo-
ple to engage them in setting priorities for their health
care. It has been more usual to use non-deliberative
methods in consultations with young people [28-36].
The purpose of this scoping review is to identify and
evaluate deliberative priority setting methods that have
been used to engage young people in healthcare and
health policy decisions.
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Research questions

1. Which deliberative methods have been used to
engage young people in healthcare and health policy
priority setting?

2. What features of these methods make them effective
in engaging young people with healthcare and health
policy priority setting?

Methods

Study selection

A scoping review was conducted in order to identify
and evaluate deliberative priority setting tools that have
been used to engage young people with healthcare and
health policy decisions. This review method was chosen
in order to produce a rapid account of the extent, range
and nature of key tools [37]. We searched Prospero for
existing reviews of priority setting in healthcare with
young people, and as none were found we progressed
with designing the scoping review strategy. The initial
search was conducted in May 2019 and included major
medical and social science databases including Cochrane
library, Embase, MEDLINE, psychINFO, web of science,
and CINAHL. There was no restriction on the publica-
tion date, and a complete search strategy can be found
in Additional file 1. The search was updated in July 2021.
The search strategy was narrow in order to focus on pri-
ority setting in healthcare with young people in particu-
lar. We engaged via meetings and emails with UNICEF
experts and academic experts in adolescent health and
priority setting known to the research team, to identify
papers missing from the database search.

Papers were stored using Endnote version X9 and
duplicates were removed. The papers were then screened
using the Rayyan QCRI app and website [38]. All titles
and abstracts were screened by one reviewer, and a sec-
ond reviewer from the review team screened 10%. The
full-text of relevant papers was obtained and assessed
against the inclusion criteria (see Table 1). Studies were

Table 1 Inclusion and exclusion criteria
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included that used a mixed-methods design including
literature reviews, qualitative and quantitative methods,
involved young people aged 10-24years [39] and were
based on priority setting to determine healthcare deci-
sions. Bibliographies of retrieved papers were searched
and experts in young people priority setting identified
an additional paper. Healthcare decisions encompassed
both medical and dental decisions. Exclusion of papers
that did not meet the inclusion criteria was agreed by the
review team.

Data analysis
Papers were screened using the following definition of
deliberative priority setting:

1. Research planning included gathering and analysing
identified research priorities by engaging patients
and the public along with clinicians and researchers.

2. Followed by prioritization of topics through dialogue
between all stakeholders [26]

To focus the data analysis, we used Abelson et al’s
four components for evaluating deliberative processes:
1) representation, referring to geographic, demographic
or political inclusion of young people; 2) the structure
of the process or procedures, emphasising the timing of
public engagement in decision-making processes, the
level of engagement, and opportunity to share views and
gain mutual respect; 3) the quality of information given
to participants in terms of how it is selected, presented
and interpreted for them; and 4) the outcomes and deci-
sions arising from the process, in terms of achievement
of consensus, participant satisfaction, and legitimacy
and accountability (see Fig. 1) [40]. As the current review
aims to identify and describe different types of delib-
erative methods that have been used to engage young
people, we first outline the features of each deliberative
priority setting tool before evaluating them using Abel-
son’s evaluation criteria.

Exclusion

Inclusion

Study design Interventional studies or evaluation of interventions studies.
Experimental and quasi-experimental studies.

Population  Any population/group of a young people, age between 10 and

24 years.

Intervention
ods.

Outcome
peoples.

Interventions explicitly using deliberative priority setting meth-

Decision-making and achievement of consensus by young

Observational studies.

Children below age of 10years. Adult populations above age
24 years.

Interventions using non-deliberative priority setting methods such
as solely focus groups, interviews and surveys.

Decision-making and achievement of consensus solely by parents,
caregivers, health professionals, educators, or other adult stake-
holders.
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Fig. 1 Flow chart of key components for evaluating deliberative processes. Adopted from Abelson et al. 2003

Data synthesis

A summary table was produced (Table 2) which
describes the characteristics of the identified studies
including study design, priority setting features, set-
ting and participants, assessment measures and con-
clusions. The summary table was used as the basis of
a narrative synthesis of data examining and evaluat-
ing the types and effectiveness of deliberative priority
setting techniques used to engage young people with
healthcare and health policy decisions. Assessing the
quality of included studies is unnecessary in a scoping
review because it allows for a greater range of study
designs and methodologies than a systematic review
[37].

Results

A total of 9 reviews and 21 primary studies were iden-
tified that used a deliberative priority setting method
with young people (Fig. 2). The deliberative priority
setting methods were similar in that they all attempted
to engage young people in a two-way dialogue with
researchers, policymakers, health professionals and
parents among others. Table 2 describes the range of
deliberative priority setting methods and indicates dif-
ferences between the methods in the frequency with
which and length of time over they engaged young peo-
ple, the data collection tools that they employed and
with whom they engaged.

Representation

Geographic representation

Studies reviewed tended to be conducted in high-
income countries (i.e. Australia, Canada, Japan, the
Netherlands, United Kingdom, United States), and cov-
ered rural and urban areas but this distinction was not
clearly reported in most studies. Two additional studies
were conducted in rural communities in middle income
countries (i.e. South Africa and Tanzania) [39, 71]. One
study included participants from three different coun-
tries: New Zealand, Fiji and Tonga [65]. The experi-
ence of young people from low-and-middle-income
countries was under-represented in papers reviewed.
Studies tended not to report the different geographical
regions within the countries from which young peo-
ple came. One study held online stakeholder meetings
which allowed for inclusion of a wider geographical
spread of participants but only those with access to the
appropriate technology [64].

Demographic representation

Studies included young people of different ages up to
25years. The majority of studies worked with com-
bined groups of children and young people; some stud-
ies grouped together all children and young people
under the age of 18. This made it difficult to draw con-
clusions about the specific experiences of adolescents,
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Fig. 2 PRISMA flow diagram

which given their developmental stage, are likely to
have been significantly different to those of younger
children. Very few studies described the ethnic ori-
gin of participants [54] and no studies reported the
socio-economic status of the young people involved.
The major criterion for selection of participants in
the studies reviewed was that they were receiving
healthcare for a chronic or critical condition. These
conditions included mental illness, cancer, obesity,
neurological conditions and HIV.

Adults were almost always included in addition to
the young people in the decision-making processes
described in these studies. This appears to have been
necessary to give credibility to the studies’ conclusions.

A study in Tanzania involved community groups and
local cultural experts in key informant interviews in
order to address the local perception that it was not suf-
ficient simply to base decisions on the views of young
people [39]. Leaders in this community also provided
the research team with their opinion about how best to
recruit young people to priority setting deliberations
and suggested suitable data collection sites and meth-
ods [39]. In a South African study, community leaders,
youth organisations and research unit community advi-
sory groups were included in the deliberative process to
facilitate the translation of study findings into changes
in practice but also to provide a more direct link to pol-
icy makers beyond the end of the project [67].
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Political inclusion

The influence of politics in setting health priorities was
rarely discussed in the studies reviewed. One exception
was the study in South Africa which involved represen-
tation from the African National Congress (ANC) Youth
League in recognition of the role that politics and poli-
ticians play in setting health priorities for young people
[67].

Structure of the process

Structure of deliberative processes and procedures

The studies reported using a range of techniques to
engage young people in deliberation about priorities
in healthcare and health policy. Five studies created a
young people’s committee or council, where young peo-
ple worked together with stakeholders from hospitals
and mental health services, making decisions to enhance
young people’s satisfaction, influence hospital strategy,
and to empower young people with chronic illnesses [49,
53, 56, 57, 62]. The authors of these studies concluded
that health professionals should engage with young peo-
ple over an extended period of time to build meaningful
relationships. They also recommended using incentives
and offering training in skills such as advocacy to increase
engagement of young people. Three studies facilitated
conferences, panels or stakeholder meetings with young
people and researchers [53, 54, 63]. Six of the reviews
identified described studies that employed methods to
improve engagement, including education, coaching, and
therapeutic techniques to engage their emotions, prevent
emotional isolation and help build trusting relationships
[45-47, 49, 57, 72]. One study also included siblings in
the ‘Teen Advisory Board Committee, which was found
to deepen and enrich the decision making experience as
young people could discuss the decisions with someone
they trusted and who was closer in age than a parent [63].
One study that used vignettes to create stories around
treatment decision making in a paediatric oncology set-
ting, found that young people and parents preferred to
be given information simultaneously [60]. Another used
photovoice and storytelling to explore sexual and mental
health priorities [39].

Digital interventions

Various digital methods were found to be successful in
engaging young people in making decisions about their
healthcare and health policy. Online decision aids for
young people with depression, often used in consulta-
tions, created a confidential environment for sensitive
issues [60], and also increased accessibility for popula-
tions such as those who were physically disabled, lived
in remote areas or were without transport. Stakeholder
webinars were considered a successful way to engage
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young people across locations [54]. Younger people
found webinars more user friendly than parents, who
described accessing the webinars as requiring a ‘gen-
erational learning curve. Different digital media were
employed such as video, photographs and a “Decision
Slider”, which allowed young people to record their deci-
sions multiple times [45]. Digital methods were also used
to recruit young people to deliberations using social
media (Facebook) support groups [56]. One research
team incorporated face-to-face engagement throughout
the deliberation cycle, as past research has found that
a combination of face-to-face and digital interactions
is most effective [62]. This is, of course, only possible
for communities of young people with access to digital
technology.

Timing of public engagement in decision-making, levels

of engagement and opportunities to share and foster mutual
respect

Deliberative priority setting methods varied in dura-
tion and contact time with young people, ranging from
one off meetings to years of engagement, and from face
to face to web-based interactions. Studies with organised
panels and committees had longer duration and more
contact with young people and stakeholders than survey
approaches and was felt by young people to be a more
respectful and meaningful way to work. Committees
sometimes maintained young people’s engagement for
months [56, 57, 62]; Coad et al’s “youth council” ran for
18 months [49] and Rich et al. reported that their “Teen
Advisory Committee” ran monthly from 2002 until pub-
lication in 2014 [53]. Panels tended to maintain contact
over a shorter period; the workshop using the ANGELO
framework for obesity prevention, for example, which
was delivered over 2 days [63], or in 18 webinars [54].
Surveys were more likely to be conducted in a single
interaction, the online decision aid for youth depression
is one example which was used in a single 50-minute
appointment [60]. Similarly, one online Delphi survey
was conducted at two time points each consultation last-
ing 30 minutes [62].

Studies that included young people in all stages of the
decision-making and prioritisation process were felt to
provide the maximum opportunity and respect for the
contributions of young people. This included respecting
the anonymity of the young people’s stories [55], giv-
ing a young people’s council the opportunity to provide
ongoing insights for an acute hospital trust and involving
them extensively in the evaluation of impact and in pub-
lication of papers [49]. Most studies did not say if young
people were given the opportunity to challenge the deci-
sion making process, which Abelson considers important
as an indicator of mutual respect [40].
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Three studies commented on the power imbalance
between young people and researchers or parents in
the deliberative process [57, 58, 72]; specifically they
observed that the research team’s decisions were given
more significance than the young people’s. The result of
these power imbalances was to systematically exclude
young people from the decision-making process, thus
disempowering young people from a process that was
intended to empower them [60]. To address this, Guin-
audie et al. 2020 created separate and shared spaces for
young people and family members to consult with each
other early in the project and to develop clear messages
before contributing to larger multi-stakeholder discus-
sions with research teams [57]. In some studies, young
people were given the opportunity to reflect on and
feedback about any difficulties they had in making their
views heard. In a South African study, young people
were given the opportunity to develop strategy for pub-
lic engagement, research progress and to become cham-
pions of the strategies and decisions made following the
workshops, communicating how much the researchers
valued the young people’s contributions [67]. One study
reflected on the power of social desirability and the way
young people’s expression was promoted or impeded by
the presence of other young people, healthcare profes-
sionals, parents and other adults which in turn shapes
young people’s decision-making [39]. Studies suggested
that future research should focus on developing young
people’s capacity for decision making and by respecting
and taking into consideration their preferences, values,
and emotions [49, 62]. Such development occurs through
acknowledging young people’s experience of the interac-
tions they have with healthcare professionals or their par-
ents, the power differential between them and the impact
of these interactions in promoting or impeding their
agency [39, 49, 57, 58].

Quality of information given to participants

Studies presented a number of methods to inform selec-
tion of priorities to be considered in the process, includ-
ing literature reviews [41, 46, 54], qualitative data from
experts in the field [60, 63, 67] or from young people
[45]. It was unclear from these studies whether literature
reviews or qualitative data were more useful in inform-
ing priority selections [44, 49]. In order to ensure no
potential priorities were missed, some studies used
both qualitative research and literature reviews to iden-
tify lists of options for change to healthcare and health
policy for young people [45, 50, 56, 60, 62]. In order to
select from these potential priorities, studies described
using methods such as decision aids for young people
with diabetes [72] and depression [60], discrete-choice
experiments for patients with hypodontia [56], and
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Delphi studies for identifying physical activity priorities
[62] and young people’s general health issues in South
Africa [67]. Involving young people in the design of these
methods improved their acceptability [67]. Decision aids
and shared decision-making toolkits aided the delivery of
high-quality information to young people, health profes-
sionals and parents, which decreased decision conflict
and positively impacted on the treatment adherence for
young people with chronic conditions [47, 51].

Visual methods were useful in aiding young people’s
decision-making. One study used vignettes with pictures
and stories, which were found to be especially effective
for communicating about sensitive issues such as child-
hood cancers [60]. Jordan et al. (2019) used ‘life grids’
to explore important events in the lives of young people
with long term health conditions and their interactions
with doctors, and then used pie charts to explore discrep-
ancies between the role that the young people wanted in
healthcare decisions and how interactions with doctors
affected their ability to take part in decision-making [58].

Outcomes and decisions

Abelson identifies three important types of outcome
against which the deliberative process can be evaluated:
1) achievement of consensus, 2) participant satisfaction,
and 3) legitimacy and accountability [40].

Achievement of consensus

Reaching consensus was an important goal for all types
of deliberative processes whatever route to decision mak-
ing was taken because it was required to deliver deci-
sions on the healthcare and health policy priorities to be
addressed [54, 63—65]. Some studies actively managed
the process of reaching consensus through use of Del-
phi methods, where a panel of experts is asked in a series
of consultations to select from a pre-defined list of pri-
orities, their responses are aggregated and shared after
each round until consensus is reached [67, 73]. Lopez-
Vargas et al. 2019, who conducted a one-day workshop
with children with a chronic condition asked each par-
ticipant to generate a research questions that was impor-
tant to them, and each question, of which there were 78,
was then ranked in terms of importance by the group,
which generated the top three questions to be explored in
more depth [59]. Surveys of other types were also used to
reduce decision conflict and generate consensus [52, 61,
66].

Participant satisfaction

Deliberative processes that were more genuinely inclu-
sive of their opinions were felt by young people to be
more satisfactory [39]. Studies which generated greater
participant satisfaction were those of longer duration and
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more frequent contact [54, 63], panel discussions which
gave young people confidence to speak out [65] and skills
in leadership [60, 62], and those that included young peo-
ple in all stages of the priority setting process including
designing the decision making tool [52, 53]. Participant
satisfaction was also greater when they perceived that
the decisions they made were for wider benefit and pro-
vided better health outcomes for others than themselves
[62]. One systematic review and meta-analysis found
that, although shared decision making techniques such
as workshops, information sheets, videos and websites
significantly improved knowledge of disease and reduced
decision conflict, they did not improve patient satisfac-
tion [48].

Legitimacy and accountability
Studies were more or less legitimate depending on the
degree to which young people’s input was incorporated
into final decisions made by health care managers and
policy makers. One positive example of this were two
studies where a hospital trust reported on the outputs
of young people’s committees which included advisory
roles and creating patient information and explained the
direct impact of these outputs on hospital strategy [54,
63]. Three reviews identified found that some studies
excluded young people from the final decision-making
process, and the young people’s capacity to prioritise was
largely ignored [42, 43, 48]. Contrastingly, three stud-
ies encouraged young people to make final decisions on
health-related matters; these were focused on hospital
strategy, mental health and obesity prevention [54, 65,
66]. Issues with the power dynamic between research-
ers, parents and young people were also reported in some
studies [54]. Legitimate participation of young people in
decision making clearly requires a move from an adult-
led agenda towards a youth-led agenda [56].
Accountability in terms of how young people’s input
into decision making influenced outcomes was rarely
discussed. An unusual example is described in a study
in South Africa where a community forum was held fol-
lowing the priority setting process, which aimed to com-
municate to community leaders and disseminate widely
young people’s health priorities [67]. Despite most stud-
ies reviewed suggesting that involving young people in
decision making could improve intervention design and
add value to healthcare systems, none described how this
process influenced healthcare delivery.

Discussion

This scoping review identified 9 reviews and 21 stud-
ies that described the use of deliberative priority setting
techniques in engaging young people with healthcare
and health policy decisions. Studies in this review were
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mainly conducted in high-income countries, included
young people and adults together in shared decision-
making and rarely reported participants’ demographic
status.

Which deliberative methods have been used to engage
young people in healthcare and health policy priority
setting?

A number of different deliberative priority setting meth-
ods have been specifically developed for use with young
people including the James Lind priority setting tool and
ANGELO framework, setting priorities with commit-
tees, councils, community groups and conference panels,
using surveys such as decision aids, Delphi methods, and
creative methods like vignettes, photovoice and life grids.
The deliberative priority setting methods were similar in
that they all attempted to engage young people in a two-
way dialog with researchers, policymakers, health profes-
sionals and parents among others.

Very few of the studies describing development of
deliberative priority setting methods for young people
make reference to the priority setting methods that are
frequently used with adults [17]. Such methods used
with adults include Dialogue methods (Netherlands)
[16], Deep Inclusion (United States) [17], Choosing All
Together (United States) [18], and Global Evidence Map-
ping (Australia and New Zealand) [27]. One exception of
a priority setting method that was developed for adults
but has been used with young people is the James Lind
priority setting tool [14]. Manafo et al. (2018), however,
described all this list of methods developed for adults to
be inclusive, objective, and specific to the priorities of
stakeholders involved [17]. It follows that there may be
features of these methods that could successfully engage
young people in developing a sense of autonomy and per-
ceived control over their health, facilitating their capacity
to be effective adult health users [9-11].

What features of these methods make them effective

in engaging young people with healthcare and health
policy priority setting?

Abelson’s criteria were used for evaluating deliberative
processes and their success in engaging young people
[40]. Respectful and inclusive priority setting processes
were those that involved young people in all stages of
the process, including in designing the study, worked
with young people for an extended period of at least a
year, used digital methods together with face to face to
determine priorities and took steps to address power dif-
ferentials from the start of the project. Combining evi-
dence from literature reviews with qualitative exploration
with young people, parents and researchers was found to
generate the fullest list of priorities for presentation to
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the young people and other stakeholders. Delphi meth-
ods were seen as particularly useful tools for ranking
priorities and creative methods such as using vignettes
improved young people’s understanding of topics under
consideration. All studies reported that consensus was
reached between participants, but the extent to which
the young people made the final decisions, and therefore
the legitimacy of the studies, was greater in some studies
than in others.

The deliberative priority setting processes varied from
a single 30-60-minute commitment from the young
people, to meeting monthly over many years. Ongo-
ing contact with young people is described as one of the
key principles of the engagement process [74]. There are
specific issues with involving young people in the long
term that need to be considered. This was highlighted in
one study that found challenges with scheduling webi-
nars as young people transitioned over study courses or
between high-school, college or full time employment
[64], emphasising the need to monitor changes in cir-
cumstance and commitments of the young people if their
involvement is to be sustained. Providing appropriate
training and support is also important for maintaining
young people’s commitment [75]. These authors identi-
fied that engaging young people over time strengthened
the trust and respect between young people, health pro-
fessionals and researchers, and increased young people’
ability to make a meaningful contribution. Issues of fund-
ing and sustaining young people’s long-term involvement
were somewhat surprisingly not raised by these studies.
Somewhat surprisingly young people appeared to have
no issues with the quality of information provided to
support the priority setting activities. Fishkin’s work on
deliberative democracy suggests that this is a key factor
in the success of deliberative processes [76]. One of the
ways in which studies addressed this issue was to train
young people to facilitate youth councils [49, 63]. These
young facilitators were seen as credible sources of infor-
mation for other young people involved in the process.

The undermining effects of power imbalances between
different types of participants on young people’s auton-
omy was raised in multiple studies [39, 49, 57, 58, 64, 72].
One study took a proactive approach at the beginning of
the project to reduce the power imbalances by creating
neutral spaces in which all participants views were con-
sidered equally [57]. Exemplar studies in this paper have
shown that shared decision making with young people
is beneficial to building their skillset, agency and confi-
dence, particularly important for young people as they
transition towards adulthood.

The review also identified deliberative priority setting
methods that may not work so well for all young peo-
ple. For example, digital means of engagement may not
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work as well for young people in low resource settings
and in the global south where access to internet connec-
tions and reliable digital technology is limited. It is also
clear that it should not be assumed that this excludes all
forms of digital communications; use of platforms such
as WhatsApp has been shown to work surprisingly well
as part of interventions to improve adolescent health in
South Africa [77]. Digital communications may, however,
need to be adapted if they are to be inclusive of young
people with sensory needs such as speech and sight chal-
lenges. Specific work needs to be carried out with these
young people to develop deliberative priority setting pro-
cesses that work for them. Other issues were identified
in using deliberative processes with young people. Short
timeframes for involvement, for example, carrying-out
a Delphi survey over two 30-minute periods [62] and a
single 50-minute appointment [60], gave less opportu-
nity for young people to build relationships with peers
and adults and less chance to build their decision-making
capabilities. Although this particular instance reflected
the constraints of the research scope, funding and capac-
ity, it does suggest that reaching a successful conclusion
of these processes for young people takes time.

Strengths and weaknesses

A strength of this scoping review is that it was able to
identify diverse deliberative techniques, and was able to
give more breadth of the available literature and depth
in terms of the amount of information, compared to a
systematic review [37]. Our initial search in 2019 found
only 13 studies up until 2019, yet when we updated the
search in 2021, we found 17 more studies between 2019
and 2021. This suggests that there has been an increase
in the use of priority setting with young people within
this time. The update of the review is a strength to this
paper. Two reviewers simultaneously screened the papers
however, only one researcher screened 100% of the
papers. Another five researchers divided up the task and
screened 10%. A limitation of this study is that it was dif-
ficult to identify one method as being the most effective
in increasing engagement with young people in priority
setting. Instead, different features of the techniques were
considered successful (see recommendations in Table 3
below). Abelson et al’s approach to evaluating delibera-
tive priority setting was important to structure the nar-
rative synthesis to identify the key features in the papers
[40]. Abelson’s evaluation criteria were limited however,
in how far they are able to specify the extent to which cri-
teria have been met.

Implications
The WHO-UNICEF-Lancet Commission calls for young
people to be involved in creating policy that concerns
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Table 3 Ten recommendations to engage young people in setting priorities

1. Include young people in all stages of the deliberative priority setting process;

2. Use a mixed method approach to select information including a review of the literature, and qualitative insight from experts and young people;

3. Long-term commitment and frequent contact with young people to build trust, respect and to increase their decision-making capacity;

4. Develop online priority setting tools as, young people increasingly value digital engagement;

5. Build in training opportunities for young people to develop their leadership and advocacy skills;

6. Plan how to manage potential unwanted power dynamics with young people from the beginning of the project;

7. Involve community leaders, parents and siblings in the priority setting process to improve satisfaction;

8. Evaluate the priority setting method to identify challenges with decision-making;

9. Value the time investment of young people and ensure priority setting methods respect their changing school, work and social commitments;

10. Conduct cost-effective analysis to strengthen the value of deliberative approaches.

them and their health [3, 4]. Efforts to involve young peo-
ple in policy and decision-making and in research are
currently hampered by a lack of awareness of methods
for engaging them effectively [78]. This review suggests
that genuinely deliberative methods involving dialogue
and mutual respect between young people, parents and
professionals which go further than consultation not only
achieve consensus on priorities for action but are also the
most satisfying and beneficial for participants. It is widely
held that involving young people in healthcare and health
policy-making will also produce services with which
they want to engage. Findings from this review may also
be useful to policy makers who seek ways to collaborate
with a diverse group of young people in producing health
policy in a way that reduces power imbalances.
Deliberative priority setting processes are also thought
to increase health equity and literacy young people the
opportunity to build their skills, knowledge, understand-
ing and gain confidence in their ability to control over
their own lives [79]. The WHO report on engagement
and participation for health equity acknowledges that
involvement of those with the least heard voices includ-
ing young people, can lead to more equitable public
health policies [79]. Deliberative priority setting pro-
cesses may not directly tackle economic inequalities and
social determinants of the health of young people but
they do involve in activities that improve access to and
experience of services. A by-product of deliberative pro-
cesses seems to be that young people may develop more
meaningful relationships with parents, carers and peers,
argued by the Association of Young People’s Health
to improve both their physical and mental health [12].
There is, in addition, growing evidence that meaningful
participation of young people in decision-making pro-
motes social cohesion, creates more equal communities
and helps adolescents make better informed and more
empowered transitions to adulthood [7]. Its notable that
none of the studies covered by this review addressed the
cost-effectiveness of these deliberative priority setting

with young people. Information on cost-effectiveness
would assist policy makers in deciding whether or not to
adopt these types of approaches with young people. From
this review, we have 10 recommendations (Table 3).

Conclusion

This review does not provide definitive answers to ques-
tions about the most effective way of engaging young
people in deliberative priority setting. A range of fea-
tures was identified, however, which appeared to be
associated with high participant satisfaction, achieving
genuine consensus and were felt to generate outcomes
which genuinely reflected participants’ priorities. The
WHO, UNICEF and other global organisations wishing
to engage young people in setting priorities for health-
care and health policy might benefit from designing their
interactions with young people around these key features
of deliberative priority setting processes.
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