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Abstract 

Background Adolescents’ involvement in their mental healthcare is considered a fundamental human right. How-
ever, there is a lack of consensus regarding the extent and nature of user involvement and limited research on user 
involvement in adolescent mental healthcare has previously been identified. Given the evolving focus on this area, 
this study explores the experiences with, the effectiveness of, and safety issues related to adolescents’ user involve-
ment in mental healthcare.

Method We conducted a systematic review, updating our original review with current research evidence relating 
to adolescents’ involvement in mental healthcare at individual and organizational levels. Searches across six databases, 
screening of reference lists, and suggestions from experts within the field helped to identify 5,527 records, of which 
251 full text articles were screened. Established guidelines were used for data extraction, critical appraisal, and report-
ing of results.

Results Collectively, the literature searches resulted in 36 eligible studies, of which 28 provided qualitative data 
and eight provided quantitative data. The quantitative studies identified the importance of personal help and online 
tools to support adolescents’ involvement in their mental healthcare. A few qualitative studies suggested shared 
decision-making is associated with improved self-reported mental health and treatment satisfaction. No stud-
ies focused on safety issues. A thematic synthesis of qualitative studies yielded four themes at the individual level 
and two themes at the organizational level. The findings highlight the growing recognition of adolescents’ right to be 
involved and their capacity to take part in decision-making, emphasizing shared decision-making, two-way communi-
cation, and trust as key components of a collaborative relationship fundamental to user involvement. Further facilita-
tors for user involvement at both individual and organizational levels are described.

Conclusion The significance of user involvement in adolescent mental healthcare is underscored by a sense 
of increased empowerment and services tailored to meet adolescents’ needs. The evidence gathered from quali-
tative studies suggests involving adolescents in their treatment contributed to greater motivation for treatment, 
higher attendance rates, and treatment continuation. User involvement should emphasize adolescents’ preferences 
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and a collaborative relationship that incorporates shared decision-making. Further implications for future practice 
and research are discussed.

Keywords Adolescents, Mental healthcare, Shared decision-making, Systematic review, User involvement, User 
participation

Introduction
Adolescence is a coplex life stage that marks the tran-
sition from childhood to adulthood. It is often legally 
concidered to span from ages 13 to 18 and involves 
increasing autonomy [1]. Including adolescents in health-
care decisions adresses the gap in healthcare policies that 
historically cater to either children or adults, neglecting 
the unique needs of this population [2]. The involvement 
of children and adolescents in matters affecting their lives 
is considered a human right [3]. According to article 12 
of the Convention on the Rights of the Child, all chil-
dren who are capable of forming their own views should 
have the right to express themselves freely, and for their 
views to be given weight in accordance with their age 
and maturity. In 2002, the UN General Assembly further 
emphasized the rights of children and adolescents to be 
involved in decision-making processes [4].

Involvement of children and adolescents in mental 
healthcare may be termed user involvement. To date, 
no internationally agreed standards or guidelines explic-
itly define or describe adolescents’ involvement in their 
mental healthcare. Various recommendations have been 
put forward in some countries. For instance, the Cana-
dian Paediatric Society recommended in 2004 that doc-
tors should involve children, adolescents, and their 
families, by providing them with adequate and sufficient 
information and by encouraging their involvement in 
decision-making processes [5]. We apply the term user 
involvement as described by Tritter and McCallum [6]. 
It accommodates a dynamic process at various levels 
in which power to effect change is derived from col-
laboration and partnerships which may involve different 
categories of participants and different approaches of 
involvement.

Principles for user involvement have been integrated 
in different ways and to varying degrees in healthcare 
policies and legislation in some countries. As an exam-
ple, Norwegian legislation introduced in 1999 high-
lights the right of children to be listened to and for their 
views and wishes to be given increasing importance in 
line with their age and development [7]. Despite the 
introduction of a pathway for mental healthcare in Nor-
way in January 2019 which also aimed at strengthening 
user involvement, a service review revealed that service 
users received limited information about the services 
and doubted whether their input had been taken into 

account [8]. Although Australia adopted the UN Con-
vention on the Rights of the Child in 1990, some have 
reported that children’s rights have been insufficiently 
implemented [9]. Efforts to address these shortcomings 
include the development of a charter on the rights of 
children and young people in healthcare services which 
also mentions the right to participate in decision-mak-
ing in accordance with their capabilities [10].

Participating in decision-making could include shared 
decision-making, defined by Chambers ([11], p.1) as: 
“[…] when two autonomous and uncoerced agents both 
commit to actions that neither has reason to want to 
change based on their understanding of anticipated out-
comes given the situation at hand and of the intended 
actions of the other party.” The term user involvement 
encompasses shared decision-making, but extends fur-
ther, emphasizing various degrees of power distribu-
tion. User participation and user involvement are terms 
used interchangeably in the literature. For instance, giv-
ing adolescents the opportunity to influence the focus 
of conversations may be just as important as involving 
them in decision-making processes. Moreover, adoles-
cents may also choose for their voice to be represented 
by others in meetings that are of importance to their 
mental healthcare, or they may participate on behalf 
of interest groups or organisations as part of the pro-
cess of planning, delivering or reviewing mental health 
services. Accordingly, user involvement may take place 
at the individual level, affecting adolescents’ personal 
healthcare; at systems level, affecting the develop-
ment, revision and assessment of mental health ser-
vices regionally or nationally; and at the political level 
to influence policies, funding decisions and legislation 
[12–14].

In spite of decisions made nationally and interna-
tionally to prioritise adolescents’ involvement in their 
mental healthcare, our systematic review published in 
2022 identified limited research evidence to describe 
the experiences and perspectives of adolescents, their 
families and health personnel on user involvement in 
adolescents’ mental healthcare [15]. This review pre-
sented a meta-synthesis describing user involvement at 
the individual level. However, the existing evidence was 
insufficient to draw firm conclusions regarding user 
involvement at the systems level or for the effectiveness 
and safety of user involvement.
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Given that reviews can become outdated whithin two 
years, as noted by The Cochrane Collaboration [16] and 
the increasing international focus on user involvement, 
it is likely that new research has since emerged. For 
instance, the significant number of projects presented 
at the 6th International Conference on Youth Mental 
Health in 2022 [17] illustrates the growing attention to 
user involvement. These developments suggest that the 
field may have evolved, with additional research evidence 
adressing the gaps identified in our previous review. 
Moreover, there is a pressing need for further knowledge 
to inform healthcare policy to align with human rights. 
This systematic review therefore updates the current 
research evidence relating to adolescents’ involvement in 
mental healthcare at the individual and at systems level 
[1, 15]. The study aims to explore experiences with user 
involvement for adolescents’ in mental healthcare, as well 
as its effectiveness and any associated safety concerns.

Methods
We conducted a systematic review of qualitative and 
quantiative studies reporting on user involvement for 
adolescent in mental healthcare. Predifined eligibility 
criteria, search strategies, guidelines for data extraction, 
critical appraisal, and reporting of results were equivalent 
to our systematic review published in 2022 [1, 15]. The 
PRISMA guidelines were used to report the results. The 
data synthesis was adjusted to integrate additional iden-
tified articles. We followed Robinson et al.’s [18] recom-
mendations for integrating existing systematic reviews 

into new reviews. The six authors of this updated sys-
tematic review include four experienced researchers 
(PV, SHB, AS, SB) and two youth co-researchers (JRG, 
NEC). The two co-researchers have been involved in the 
research project since 2017, where ten adolescents have 
been involved in setting research priorities; planning 
research (including this systematic review); developing 
and recruiting participants for cross-sectional surveys; 
analysing results of the research; adademic dissemination 
and non-academic communication of results in journals, 
in the media and at national and international confer-
ences; and by developing (successful) funding proposals 
[19].

Inclusion criteria
Inclusion criteria in the update review were identical to 
the criteria applied in the systematic review published 
in 2022 [15]. The criteria are presented in Table  1 and 
include a broad definition of the term “user involvement” 
to reduce the chance of excluding any potentially relevant 
research evidence. As in our previous review, the per-
spectives of multiple stakeholders were included (ado-
lescents, parents/legal guardians, and health personnel), 
as long as these stakeholders reported on involvement of 
adolescents in mental healthcare; and not, for example, 
involvement of parents in adolescents’ mental health-
care, as this was not the focus of this updated systematic 
review. Moreover, the review did not include involvement 
of adolescents in planning, implementation or evaluation 
of research. The term “user involvement” was interpreted 

Table 1 Article inclusion criteria

Inclusion category Category description Notes

Adolescents Majority within age range 13–18 years (MeSH Unique 
ID: D000293)

Included if more than 50% of the participants were 
within the age range

Study participants Any participants reporting on adolescents’ involve-
ment in mental healthcare

E.g. adolescents, caretakers, healthcare professionals

Mental healthcare Healthcare services providing preventive or thera-
peutic interventions for diagnosed or self-reported 
mental health and/or substance use problems

Based on MeSH Unique ID: D003191

User involvement (individual level) Involvement of the individual adolescent in her or his 
own mental healthcare

Experiences, views and wishes to plan, deliver, review 
or make other decisions affecting adolescents’ mental 
healthcare

User involvement (organizational level) Adolescents’ experiences, views and wishes used 
to plan, deliver or review mental health services 
for adolescents in general, including to develop new 
or to improve existing services

Including adolescents’ experiences with mental health 
services used in practice implementation or testing 
in research

Research methods Studies using qualitative, quantitative or mixed 
methods

Publication types Peer-reviewed publications Grey literature such as academic theses and disserta-
tions; conference abstracts, and proceedings were 
excluded from the update search

Languages English, German, French, Danish, Norwegian, Swedish

Publication year 2019– 2022
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as more than “simply” attending therapy sessions, but 
required more active involvement in the planning, imple-
mentation, or review of adolescents’ mental healthcare, 
through processes which could also include shared deci-
sion-making. Where the systematic published in 2022 
review was limited to the period from 2002 to 2019, the 
update search focused on the empirical research litera-
ture published from 2019 to 2022.

Although young persons are still under development 
both biologically and socially at the age of 18 years, the 
age limit for adolescence is set to 18 in most legal systems 
and mental healthcare services worldwide. At the age of 
18, young persons become independently responsible for 
their actions and even though treatment of young per-
sons may continue within the context of child and adoles-
cent mental health services within some countries, they 
are in most countries moved to adult mental healthcare. 
Moreover, for the most part, at this timepoint they are 
also given the right to make decisions about their own 
health independent of their parents’ involvement.

Search strategy
The search strategy mirrored that of the original review, 
including a broad range of search terms and involving 
two researchers in all phases of the literature search. 
However, we limited the number of databases based on 
our previous experience to the following: PsycINFO, 
EMBASE, MEDLINE, PubMed, British Nursing Index 
(BNI) and Scopus. These databases were selected because 
they yielded most of the articles (n = 22) in the original 
literature search. Only three titles in the original lit-
erature search were found through other databases. We 
identified the remaining articles by contacting other 
researchers who had previously published research in the 
same field and by searching reference lists of included 

articles. For the current update review, we did not carry 
out a Google Scholar search to identify articles in the 
grey literature, nor did we contact mental health organi-
zations, as these two approaches did not result in addi-
tional articles in the systematic review published in 2022.

In accordance with the suggestions put forth by Robin-
son et al. [18], we searched for new reviews related to the 
same topic during our update review. However, we were 
unable to locate any relevant reviews apart from the sys-
tematic review published in 2022 [15]. Nor did we iden-
tify any new articles reporting on user involvement at the 
organizational level.

We used a broad range of search terms (Table 2), iden-
tical to terms used in the systematic review published 
in 2022. Searches were customized to fit with individual 
databases, to maximise search sensitivity and specific-
ity. Searches were carried out in March 2022 by the first 
author (PV) and checked by the last author (SB).

During the screening process, a total of 550 new titles 
and abstracts were evaluated. Out of these, 528 were 
excluded, whereas the full text of the remaining 22 arti-
cles was considered by the two lead authors (PV and SB). 
Five new articles were added to the update review after 
mutual agreement on inclusion and exclusion. Together 
with the original literature search, a total of 5 527 articles 
were screened, with 251 full text articles considered. Col-
lectively, the two literature searches resulted in 36 articles 
that could be included for further analysis in the system-
atic review. Data records were managed using Endnote 
(version 20.4.1).

Data extraction
The guidelines used for data extraction were identi-
cal to the original literature review, including the Criti-
cal Appraisal Skills Programme (CASP) for qualitative 

Table 2 Literature search strategy

Databases British Nursing Index, EMBASE, MEDLINE, PsycINFO, PubMed, Scopus

Other sources Researchers: authors of included articles were contacted
Hand search of reference lists of reviews and included articles

Search terms 1:
Subject & MeSH terms

User group & field of health: adolescent psychiatry; adolescent psychol-
ogy
Field of research: clinical decision-making; community participation; 
consumer participation; cooperative behavior; decision making; decision 
making, organizational; information dissemination; information sharing; 
patient participation; personal autonomy, public opinion; self-determina-
tion

Search terms 2: Title search terms User group: adolescents; teenagers; youth
Field of health: mental; psychology; psychiatry

Field of research: autonomy; client-centred; collaboration; consultation; 
contribution; decision-making; empowerment; engagement; governance; 
inclusion; information sharing; involvement; mutual agreement; negotia-
tion; opinions; participation; partnership; patient-centred; peer support; 
perspectives; self-determination
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studies [20], and the STROBE statement checklist for 
cohort, case–control and cross-sectional studies [21]. 
These guidelines covered the articles identified through 
the update search. Additionally, the Cochrane Consum-
ers and Communication Review Group’s data extrac-
tion template for trials was used in the original literature 
search [21]. Data extraction was carried out by one out 
of six researchers, and checked by a second researcher 
or a youth co-researcher. There were no discrepancies in 
the assessments. For studies using quantitative methods, 
main outcomes were reported. In the event of multiple 
outcomes, only those relevant to the systematic review 
were included.

Quality appraisal
Quantitative studies were evaluated for risk of bias using 
the Cochrane Collaboration’s guidelines, which assessed 
the risk of selection, performance, detection, attrition, 
and reporting bias [22]. Confounding factors were also 
considered. The Pragmatic Explanatory Continuum 
Indicator Summary (PRECIS) tool was used to evaluate 
the applicability and generalizability of the results  [23]. 
Qualitative studies were appraised using the Critical 
Appraisal Skills Programme (CASP) to assess rigor, cred-
ibility, and relevance [20]. Each CASP item was scored as 
satisfactory ("yes"), not satisfactory ("no"), or providing 
insufficient information to be assessed ("unclear"). Study 
quality categories were determined based on the number 
of items considered to be satisfactory. Articles published 
by authors of the systematic review were assessed by 
other researchers.

Reporting of results
The Preferred Reporting Items for Systematic reviews 
and Meta-Analyses (PRISMA) flow diagram [24] was 
used to provide an overview of the studies evaluated col-
lectively for the original and updated searches (Fig.  1). 
However, key numbers from the update search are pre-
sented separately in text. The STROBE statement was 
used to report observational (cross-sectional) studies 
[21], and the CASP checklist for qualitative studies [20]. 
No studies using other research designs were identified 
through the update search.

The characteristics of studies were tabulated and 
included participant details (age, gender, adolescents’ 
mental health status and whether the condition had been 
diagnosed); the category of persons reporting (adoles-
cents, parents/guardians, or staff); the level of involve-
ment (either individual or organizational); intervention/
treatment and study setting; research methods, and over-
all quality assessment.

Synthesis methods
Due to the heterogeneity of the studies regarding meth-
odology and outcome measures, a statistical meta-anal-
ysis was considered inappropriate, and quantitative data 
are presented in a table with a narrative summary. For the 
single study using a quantitative design, an assessment of 
risk of bias [22] was carried out, as well as external valid-
ity, using the PRECIS guidelines to assess the pragmatic-
explanatory continuum [23].

For studies using qualitative research designs we con-
ducted a thematic synthesis according to Thomas & 
Harden [25] to report on experiences with involvement 
of adolescents in their mental healthcare (user involve-
ment at the individual level). As for our the systematic 
review published in 2022, we analyzed results across dif-
ferent contexts and participants, to attempt to develop 
new explanations, constructs or hypotheses [25, 26]. The 
analysis draws on techniques used in thematic analysis, 
which goes beyond the original content of the original 
studies, and it suggests that the synthesis is more than 
merely the sum of the individual studies [27].

We used the thematic synthesis from the system-
atic review published in 2022 as a starting point for the 
update analysis. The first author (PV) and a youth co-
researcher (NEC) carried out the initial updated the-
matic analysis. The inclusion of the youth co-researcher 
contributed to ensure that adolescent perspectives were 
included in the analytic process. The original synthesis 
was adjusted to integrate the content of the newly iden-
tified articles. As part of this analysis, we considered 
whether the research literature identified through the 
update search agreed with (convergence), complemented 
(complementarity), or contradicted (contradiction) the 
results of the thematic synthesis developed through the 
systematic review published in 2022 [15]. The new lit-
erature complemented three themes reporting on user 
involvement at the individual level (unilateral clinician 
control versus collaborative relationship, capacity and 
support for active involvement, the right to be involved). 
The titles of two themes were adjusted and their contents 
were considerably expanded, and the new information 
resulted in development of three sub-themes for two of 
the themes, as well as development of one new theme. 
Moreover, some of the new findings confirmed previous 
descriptions of themes (convergence).

Results
This updated systematic review provides evidence-based 
knowledge from 36 studies reporting on user involvement 
in adolescent mental healthcare. Twenty-eight studies 
included qualitative data, whereas eight used quantita-
tive research methods. The updated thematic synthesis 
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offers a more extensive description of user involvement 
at the individual level, compared to the systematic review 
published in 2022 [15]. A single study using quantita-
tive methods adds some insight into the effectiveness of 
user involvement at the individual level. No new studies 
reported on user involvement at the organizational level 
or the safety of user involvement.

Characteristics of qualitative studies
The review included 28 qualitative studies with a total 
of 643 participants (Table  3). The median number of 

participants was 21 (interquartile range 14–30). Most 
participants were adolescents (79%), while parents/
guardians and healthcare staff accounted for 13% and 7%, 
respectively. Studies were conducted in various primary 
and secondary healthcare settings. The gender distribu-
tion varied considerably among the studies, with 20% 
to 100% being female. However, the overall proportion 
of males and females was equal. Most studies (n = 17) 
focused on adolescents with diagnosed mental health 
conditions or self-reported mental health problems such 
as depression, eating disorders, and Attention Deficit/

Fig. 1 Systematic review PRISMA flow diagram



Page 7 of 27Viksveen et al. BMC Health Services Research         (2024) 24:1502  

Ta
bl

e 
3 

C
ha

ra
ct

er
is

tic
s 

of
 q

ua
lit

at
iv

e 
st

ud
ie

s

Re
fe

re
nc

e
Pa

rt
ic

ip
an

t c
ha

ra
ct

er
is

tic
s 

a
In

te
rv

en
tio

n/
tr

ea
tm

en
t, 

st
ud

y 
se

tt
in

g
M

et
ho

ds
 b

In
vo

lv
em

en
t l

ev
el

Q
ua

lit
y 

as
se

ss
m

en
t 

(C
A

SP
)

Bj
øn

ne
ss

 2
01

5 
[2

8]
, N

or
w

ay
N

 =
 1

4,
 a

ge
 ≥

 1
6 

ye
ar

s 
(g

irl
s 

x̄ =
 1

8.
2,

 
bo

ys
 x
̄ =

 1
7.

3)
, f

em
al

e 
64

%
, m

en
ta

l 
he

al
th

 c
on

di
tio

ns
 (u

ns
pe

ci
fie

d)

Tr
ea

tm
en

t u
ns

pe
ci

fie
d,

 c
hi

ld
 a

nd
 a

do
-

le
sc

en
t o

ut
pa

tie
nt

 m
en

ta
l h

ea
lth

 
se

rv
ic

es
, s

pe
ci

al
is

t c
ar

e

Q
ua

lit
at

iv
e 

st
ud

y
Co

nv
en

ie
nc

e 
sa

m
pl

e,
 re

cr
ui

te
d 

by
 h

ea
lth

 p
er

so
nn

el
Se

m
i-s

tr
uc

tu
re

d 
in

te
rv

ie
w

s
Sy

st
em

at
ic

 te
xt

 c
on

de
ns

at
io

n

In
di

vi
du

al
H

ig
h

Bj
øn

ne
ss

 2
02

0 
[2

9]
, N

or
w

ay
N

 =
 1

5,
 h

ea
lth

 p
er

so
nn

el
/m

an
ag

er
s, 

fe
m

al
e 

53
%

, a
ll 

w
ith

 C
A

M
H

S 
ex

pe
ri-

en
ce

, m
ed

ia
n 

13
 y

ea
rs

 (r
an

ge
 9

 m
on

th
s 

to
 3

5 
ye

ar
s)

C
hi

ld
 a

nd
 A

do
le

sc
en

t M
en

ta
l H

ea
lth

 
Se

rv
ic

e 
(C

A
M

H
S)

 in
pa

tie
nt

 h
os

pi
ta

l 
se

tt
in

gs
 fo

r a
do

le
sc

en
ts

 1
3–

18
 y

ea
rs

, 
sp

ec
ia

lis
t c

ar
e

Q
ua

lit
at

iv
e 

st
ud

y
Pu

rp
os

iv
e 

sa
m

pl
e

Fo
cu

s 
gr

ou
p 

in
te

rv
ie

w
s 

(n
 =

 3
)

Sy
st

em
at

ic
 te

xt
 c

on
de

ns
at

io
n

In
di

vi
du

al
H

ig
h

Bj
øn

ne
ss

 2
02

0 
[3

0]
, N

or
w

ay
N

 =
 1

0,
 a

ge
 1

6–
18

 y
ea

rs
, f

em
al

e 
80

%
, 

m
en

ta
l h

ea
lth

 c
on

di
tio

ns
: a

nx
ie

ty
 

(n
 =

 5
), 

de
pr

es
si

on
 (n

 =
 5

), 
au

tis
tic

 s
pe

c-
tr

um
 d

is
or

de
r (

n 
=

 2
), 

A
D

H
D

 (n
 =

 3
), 

ps
yc

ho
si

s 
(n

 =
 2

), 
ea

tin
g 

di
so

rd
er

s 
(n

 =
 1

), 
tr

au
m

a/
PT

SD
 (n

 =
 1

), 
no

t s
ta

te
d 

(n
 =

 1
)

C
hi

ld
 a

nd
 A

do
le

sc
en

t M
en

ta
l H

ea
lth

 
Se

rv
ic

e 
(C

A
M

H
S)

 s
et

tin
gs

, s
pe

ci
al

is
t 

ca
re

Q
ua

lit
at

iv
e 

st
ud

y
Pu

rp
os

iv
e 

sa
m

pl
e,

 re
cr

ui
te

d 
by

 c
hi

ef
 

ph
ys

ic
ia

n/
ps

yc
ho

lo
gi

st
Se

m
i-s

tr
uc

tu
re

d 
in

te
rv

ie
w

s
Ph

en
om

en
ol

og
ic

al
 h

er
m

en
eu

tic
 

6-
st

ag
e 

ap
pr

oa
ch

In
di

vi
du

al
H

ig
h

Bj
øn

ne
ss

 2
02

2 
[3

1]
, N

or
w

ay
N

 =
 1

2,
 p

ar
en

ts
 o

f c
hi

ld
re

n 
ag

e 
x̄ =

 1
7.

5 
(m

ed
ia

n 
17

, r
an

ge
 1

3–
22

), 
m

ot
h-

er
s 

75
%

, m
en

ta
l h

ea
lth

 c
on

di
tio

ns
 

(u
ns

pe
ci

fie
d)

Tr
ea

tm
en

t u
ns

pe
ci

fie
d,

 c
hi

ld
 a

nd
 a

do
-

le
sc

en
t o

ut
pa

tie
nt

 m
en

ta
l h

ea
lth

 
se

rv
ic

es
, s

pe
ci

al
is

t c
ar

e

Q
ua

lit
at

iv
e 

st
ud

y
Pu

rp
os

iv
e 

sa
m

pl
e,

 re
cr

ui
te

d 
by

 C
A

M
H

S 
m

an
ag

er
s

Se
m

i-s
tr

uc
tu

re
d 

in
te

rv
ie

w
s 

(in
di

vi
du

al
 

n 
=

 8
, c

ou
pl

es
 n

 =
 2

)
Th

em
at

ic
 c

on
te

nt
 a

na
ly

si
s

In
di

vi
du

al
H

ig
h

Bl
oc

k 
20

13
 [3

2]
, U

SA
N

 =
 2

5,
 a

ge
 1

2–
17

 y
ea

rs
, f

em
al

e 
44

%
,

m
en

ta
l h

ea
lth

 c
on

di
tio

ns
 (u

ns
pe

ci
fie

d)
Tr

ea
tm

en
t u

ns
pe

ci
fie

d,
 o

ut
pa

tie
nt

 
m

en
ta

l h
ea

lth
 s

er
vi

ce
s

Q
ua

lit
at

iv
e 

st
ud

y
Co

ns
ec

ut
iv

e 
sa

m
pl

e 
re

fe
rr

ed
 

fro
m

 s
ch

oo
ls

 to
 m

en
ta

l h
ea

lth
 s

er
vi

ce
s, 

pa
rt

ic
ip

at
io

n 
ra

te
: 3

2%
 (2

5 
of

 7
8)

Se
m

i-s
tr

uc
tu

re
d 

in
te

rv
ie

w
s

G
ro

un
de

d 
th

eo
ry

 a
na

ly
si

s

In
di

vi
du

al
M

od
er

at
e

Bo
yd

el
l 2

01
0 

[3
3]

, C
an

ad
a

N
 =

 3
0,

 a
ge

 1
3–

18
 y

ea
rs

 (n
 =

 1
9)

, 7
–1

2 
ye

ar
s 

(n
 =

 1
1)

, f
em

al
e 

43
%

, c
on

di
tio

ns
: 

O
D

D
, A

D
H

D
, m

oo
d 

di
so

rd
er

, l
ea

rn
in

g 
di

sa
bi

lit
y,

 a
nx

ie
ty

 d
is

or
de

r, 
co

nd
uc

t 
di

so
rd

er
, a

tt
ac

hm
en

t d
is

or
de

r, 
de

ve
lo

p-
m

en
ta

l d
is

ab
ili

ty
, f

oe
ta

l a
lc

oh
ol

 e
ffe

ct
s, 

ad
ju

st
m

en
t d

is
or

de
r

Ps
yc

hi
at

ric
 c

on
su

lta
tio

ns
 u

si
ng

 in
te

ra
c-

tiv
e 

vi
de

o 
co

nf
er

en
ci

ng
 te

ch
no

lo
gy

, 
U

ni
ve

rs
ity

 d
iv

is
io

n 
of

 c
hi

ld
 p

sy
ch

ia
tr

y 
w

ith
 tr

ai
ni

ng
 s

ite
s 

at
 c

hi
ld

re
n’

s, 
te

ac
h-

in
g 

& 
co

m
m

un
ity

 h
os

pi
ta

ls

Q
ua

lit
at

iv
e 

st
ud

y
Re

cr
ui

tm
en

t s
tr

at
eg

y 
no

t s
pe

ci
fie

d
In

di
vi

du
al

 in
te

rv
ie

w
s

In
te

rp
re

tiv
e 

in
te

ra
ct

io
ni

st
 fr

am
ew

or
k 

an
al

ys
is

In
di

vi
du

al
 &

 O
rg

an
is

at
io

na
l

M
od

er
at

e

Co
at

es
 2

01
4

 [3
4]

, A
us

tr
al

ia
N

 =
 1

2,
 a

ge
 1

5–
23

 y
ea

rs
 (x
̄ =

 1
8.

9)
, 

fe
m

al
e 

58
%

, c
on

di
tio

ns
: a

nx
ie

ty
, 

de
pr

es
si

on
, P

TS
D

, e
at

in
g 

di
so

rd
er

, 
bo

rd
er

lin
e 

pe
rs

on
al

ity
 d

is
or

de
r

Tr
ea

tm
en

t u
ns

pe
ci

fie
d,

 o
ffe

re
d 

by
 fo

un
da

tio
n 

pr
ov

id
in

g 
se

rv
ic

es
 

fo
r y

ou
th

 w
ith

 m
en

ta
l h

ea
lth

 a
nd

/
or

 d
ru

g 
an

d 
al

co
ho

l i
ss

ue
s, 

go
ve

rn
ed

 
un

de
r s

er
vi

ce
s 

pr
ov

id
ed

 b
y 

th
e 

lo
ca

l 
he

al
th

 d
is

tr
ic

t, 
pr

im
ar

y 
ca

re

Q
ua

lit
at

iv
e 

st
ud

y
Re

cr
ui

tm
en

t o
f n

ew
 y

ou
th

 a
lli

-
an

ce
 m

em
be

rs
 jo

in
in

g 
a 

na
tio

na
l 

yo
ut

h 
m

en
ta

l h
ea

lth
 fo

un
da

tio
n 

th
ro

ug
h 

ad
ve

rt
is

in
g 

an
d 

in
fo

rm
at

io
n 

se
ss

io
ns

Fo
cu

s 
gr

ou
p 

in
te

rv
ie

w
A

na
ly

tic
 a

pp
ro

ac
h 

no
t d

es
cr

ib
ed

O
rg

an
is

at
io

na
l

M
od

er
at

e



Page 8 of 27Viksveen et al. BMC Health Services Research         (2024) 24:1502 

Ta
bl

e 
3 

(c
on

tin
ue

d)

Re
fe

re
nc

e
Pa

rt
ic

ip
an

t c
ha

ra
ct

er
is

tic
s 

a
In

te
rv

en
tio

n/
tr

ea
tm

en
t, 

st
ud

y 
se

tt
in

g
M

et
ho

ds
 b

In
vo

lv
em

en
t l

ev
el

Q
ua

lit
y 

as
se

ss
m

en
t 

(C
A

SP
)

Co
at

es
 2

01
6 

[3
5]

,c  A
us

tr
al

ia
N

 =
 1

5,
 a

do
le

sc
en

ts
 n

 =
 1

2,
 m

an
ag

er
s 

n 
=

 3
, a

do
le

sc
en

ts
: a

ge
 1

5–
23

 y
ea

rs
 

(x
̄ =

 1
8.

9)
,

fe
m

al
e 

58
%

, c
on

di
tio

ns
: a

nx
ie

ty
, 

de
pr

es
si

on
, P

TS
D

, e
at

in
g 

di
so

rd
er

, 
bo

rd
er

lin
e 

pe
rs

on
al

ity
 d

is
or

de
r

Tr
ea

tm
en

t u
ns

pe
ci

fie
d,

 o
ffe

re
d 

by
 fo

un
da

tio
n 

pr
ov

id
in

g 
se

rv
ic

es
 

fo
r y

ou
th

 w
ith

 m
en

ta
l h

ea
lth

 a
nd

/
or

 d
ru

g 
an

d 
al

co
ho

l i
ss

ue
s, 

go
ve

rn
ed

 
un

de
r s

er
vi

ce
s 

pr
ov

id
ed

 b
y 

th
e 

lo
ca

l 
he

al
th

 d
is

tr
ic

t (
pr

im
ar

y 
& 

se
co

nd
ar

y 
ca

re
)

Q
ua

lit
at

iv
e 

st
ud

y
Re

cr
ui

tm
en

t o
f n

ew
 y

ou
th

 a
lli

-
an

ce
 m

em
be

rs
 jo

in
in

g 
a 

na
tio

na
l 

yo
ut

h 
m

en
ta

l h
ea

lth
 fo

un
da

tio
n 

th
ro

ug
h 

ad
ve

rt
is

in
g 

an
d 

in
fo

rm
at

io
n 

se
ss

io
ns

Fo
cu

s 
gr

ou
p 

in
te

rv
ie

w
s: 

ad
ol

es
ce

nt
s 

(n
 =

 3
), 

m
an

ag
em

en
t (

n 
=

 1
), 

su
pp

le
-

m
en

te
d 

w
ith

 d
oc

um
en

ts
 in

cl
ud

-
in

g 
m

od
el

 d
es

cr
ip

tio
ns

 a
nd

 y
ou

th
 

ac
tiv

ity
 lo

gs
Th

em
at

ic
 a

na
ly

si
s

O
rg

an
is

at
io

na
l

M
od

er
at

e

Co
yn

e 
20

15
 [3

6]
, I

re
la

nd
N

 =
 4

7,
 a

do
le

sc
en

ts
 n

 =
 1

5,
 p

ar
en

ts
 

n 
=

 3
2,

 a
do

le
sc

en
ts

: a
ge

 1
1–

17
 y

ea
rs

, 
fe

m
al

e 
60

%
, c

on
di

tio
ns

: m
oo

d 
di

so
rd

er
, 

A
D

H
D

, i
m

pu
ls

e 
co

nt
ro

l, 
an

xi
et

y,
 a

dj
us

t-
m

en
t a

nd
 b

eh
av

io
ur

al
 d

is
or

de
rs

Tr
ea

tm
en

t u
ns

pe
ci

fie
d,

 p
ro

vi
de

d 
in

 th
re

e 
C

hi
ld

 a
nd

 A
do

le
sc

en
t M

en
ta

l 
H

ea
lth

 S
er

vi
ce

s 
(C

A
M

H
S)

 c
lin

ic
s

Q
ua

lit
at

iv
e 

st
ud

y
Re

cr
ui

tm
en

t b
y 

a 
cl

in
ic

ia
n 

w
ith

in
 th

e 
se

rv
ic

e
In

di
vi

du
al

 a
nd

 fo
cu

s 
gr

ou
p 

in
te

rv
ie

w
s

Th
em

at
ic

 a
na

ly
si

s

In
di

vi
du

al
H

ig
h

C
ric

ka
rd

 2
01

0 
[3

7]
, U

SA
N

 =
 1

7,
 a

do
le

sc
en

ts
 n

 =
 6

, p
ar

en
ts

/
gu

ar
di

an
s 

n 
=

 6
, s

ta
ff 

n 
=

 5
, a

do
le

sc
en

ts
: 

ag
e 

14
–1

7 
ye

ar
s,

ge
nd

er
 n

ot
 s

pe
ci

fie
d,

 m
en

ta
l h

ea
lth

 
co

nd
iti

on
s 

(u
ns

pe
ci

fie
d)

Tr
ea

tm
en

t u
ns

pe
ci

fie
d,

 c
om

m
un

ity
 

m
en

ta
l h

ea
lth

 c
en

tr
e

Q
ua

lit
at

iv
e 

st
ud

y
Re

cr
ui

tm
en

t n
ot

 d
es

cr
ib

ed
In

di
vi

du
al

 in
te

rv
ie

w
s

A
na

ly
tic

 m
et

ho
d 

no
t r

ep
or

te
d

In
di

vi
du

al
O

rg
an

is
at

io
na

l
Lo

w

Fo
rc

hu
k 

20
16

 [3
8]

, C
an

ad
a

N
 =

 4
6,

 a
do

le
sc

en
ts

 n
 =

 3
7,

 c
ar

e 
pr

ov
id

-
er

s 
n 
=

 9
, a

do
le

sc
en

ts
: a

ge
 1

6–
21

 y
ea

rs
 

(x
̄ =

 1
7,

 S
D

1.
4)

, f
em

al
e 

73
%

, c
on

di
tio

ns
: 

sy
m

pt
om

s 
of

 d
ep

re
ss

io
n,

 c
om

or
bi

di
-

tie
s: 

an
xi

et
y 

di
so

rd
er

, m
oo

d 
di

so
rd

er
, 

ea
tin

g 
di

so
rd

er
, p

sy
ch

ot
ic

 d
is

or
de

r, 
pe

rs
on

al
ity

 d
is

or
de

r

W
eb

-b
as

ed
 a

pp
lic

at
io

n 
th

at
 a

llo
w

s 
ad

ol
es

ce
nt

s 
to

 c
re

at
e 

an
d 

m
an

ag
e 

an
 e

le
ct

ro
ni

c 
pe

rs
on

al
 h

ea
lth

 re
co

rd

M
ix

ed
 m

et
ho

ds
, b

ut
 o

nl
y 

qu
al

ita
tiv

e 
da

ta
 u

se
d 

fo
r t

he
 s

ys
te

m
at

ic
 re

vi
ew

Re
cr

ui
tm

en
t t

hr
ou

gh
 c

ar
e 

pr
ov

id
er

s 
w

or
ki

ng
 in

 a
cu

te
 a

nd
 te

rt
ia

ry
 c

ar
e 

fa
ci

lit
ie

s
Fo

cu
s 

gr
ou

p 
in

te
rv

ie
w

s
Th

em
at

ic
 a

na
ly

si
s 

ac
co

rd
in

g 
to

 L
ei

-
ni

ng
er

’s 
ph

as
es

 o
f q

ua
lit

at
iv

e 
da

ta
 

an
al

ys
is

O
rg

an
is

at
io

na
l

M
od

er
at

e

G
ra

ha
m

 2
01

4 
[3

9]
, U

K
N

 =
 5

0,
 a

ge
 1

6–
25

 y
ea

rs
 (1

6-
17

y 
n 
=

 2
2,

 1
6-

19
y 

n 
=

 6
), 

w
ith

in
 in

 re
vi

ew
 

ag
e 

ra
ng

e:
 fe

m
al

e 
54

%
, u

ns
pe

ci
fie

d 
se

lf-
re

po
rt

ed
 m

en
ta

l h
ea

lth
 p

ro
bl

em
s 

in
 4

6%
 (n

 =
 1

3)

Tr
ea

tm
en

t u
ns

pe
ci

fie
d,

 v
ar

io
us

 s
er

vi
ce

 
us

e,
 p

rim
ar

y 
ca

re
M

ix
ed

 m
et

ho
ds

, b
ut

 o
nl

y 
qu

al
ita

tiv
e 

da
ta

 u
se

d 
fo

r t
he

 s
ys

te
m

at
ic

 re
vi

ew
Sn

ow
ba

lli
ng

 re
cr

ui
tm

en
t t

hr
ou

gh
 tw

o 
G

P 
pr

ac
tic

es
, t

hr
ee

 C
A

M
H

S,
 s

tu
de

nt
 

co
un

se
lli

ng
 s

er
vi

ce
, h

om
el

es
s 

sh
el

te
r, 

su
pp

or
te

d 
ho

us
in

g 
pr

oj
ec

t
Fo

cu
s 

gr
ou

p 
an

d 
in

di
vi

du
al

 in
te

rv
ie

w
s, 

pa
rt

ic
ip

at
or

y 
re

se
ar

ch
 g

ro
up

s, 
no

m
in

al
 

gr
ou

p 
te

ch
ni

qu
e

Th
em

at
ic

 a
na

ly
si

s 
an

d 
no

m
in

al
 g

ro
up

 
te

ch
ni

qu
e

In
di

vi
du

al
H

ig
h



Page 9 of 27Viksveen et al. BMC Health Services Research         (2024) 24:1502  

Ta
bl

e 
3 

(c
on

tin
ue

d)

Re
fe

re
nc

e
Pa

rt
ic

ip
an

t c
ha

ra
ct

er
is

tic
s 

a
In

te
rv

en
tio

n/
tr

ea
tm

en
t, 

st
ud

y 
se

tt
in

g
M

et
ho

ds
 b

In
vo

lv
em

en
t l

ev
el

Q
ua

lit
y 

as
se

ss
m

en
t 

(C
A

SP
)

G
ro

s 
20

17
 [4

0]
, C

an
ad

a
N

 =
 6

, a
ge

 1
3–

18
 y

ea
rs

, f
em

al
e 

67
%

,
co

nd
iti

on
s: 

ps
yc

ho
si

s, 
m

oo
d 

di
so

rd
er

s, 
bo

rd
er

lin
e 

pe
rs

on
al

ity
 d

is
or

de
rs

, e
at

in
g 

di
so

rd
er

s, 
su

ic
id

e 
ris

k

Tr
ea

tm
en

t u
ns

pe
ci

fie
d

(m
in

. 3
 d

ay
s)

 in
 a

cu
te

 in
pa

tie
nt

 p
sy

ch
i-

at
ric

 u
ni

t a
nd

 in
 a

 d
ay

 u
ni

t

Q
ua

lit
at

iv
e 

st
ud

y
Co

nv
en

ie
nc

e 
sa

m
pl

in
g

Se
m

i-s
tr

uc
tu

re
d 

in
te

rv
ie

w
s 

an
d 

ob
se

r-
va

tio
ns

 o
f p

ar
tic

ip
an

ts
’ n

on
-v

er
ba

l 
be

ha
vi

ou
r a

nd
 c

on
te

xt
ua

l i
nf

or
m

at
io

n
Co

ns
ta

nt
 c

om
pa

ra
tiv

e 
an

al
ys

is
 m

et
ho

d

In
di

vi
du

al
O

rg
an

is
at

io
na

l
H

ig
h

H
ar

t 2
00

5
 [4

1]
, U

K
N

 =
 2

7,
 a

ge
 1

1–
18

 y
ea

rs
, f

em
al

e 
59

%
, 

co
nd

iti
on

s: 
de

pr
es

si
on

, s
ch

oo
l b

eh
av

-
io

ur
al

 d
iffi

cu
lti

es
, A

D
H

D
, s

el
f-h

ar
m

, 
fa

m
ily

 b
re

ak
do

w
n

Tr
ea

tm
en

t u
ns

pe
ci

fie
d,

ch
ild

 a
nd

 a
do

le
sc

en
t m

en
ta

l h
ea

lth
 

se
rv

ic
es

 (r
an

ge
: <

 1
 y

ea
r t

o 
8 

ye
ar

s)
, 

pr
im

ar
y 

ca
re

Q
ua

lit
at

iv
e 

st
ud

y
Re

cr
ui

te
d 

by
 h

ea
lth

 p
er

so
nn

el
 in

 s
pe

-
ci

al
is

t C
A

M
H

S
H

om
e 

in
te

rv
ie

w
s 

w
ith

 a
do

le
sc

en
ts

 &
 

th
ei

r p
ar

en
ts

, a
nd

 fo
cu

s 
gr

ou
p 

in
te

r-
vi

ew
s 

(g
irl

s, 
bo

ys
 &

 p
ar

en
ts

 s
ep

ar
at

el
y)

A
na

ly
si

s 
m

et
ho

d 
un

cl
ea

r, 
po

ss
ib

ly
 

th
em

at
ic

In
di

vi
du

al
M

od
er

at
e

H
ay

es
 2

01
9

 [4
2]

, U
K

N
 =

 1
9,

 a
do

le
sc

en
ts

: n
 =

 9
, m

ot
he

rs
 

n 
=

 1
0,

 a
do

le
sc

en
ts

: a
ge

 1
2–

17
 y

ea
rs

 
(x
̄ =

 1
4.

5)
,

fe
m

al
e 

67
%

, c
on

di
tio

ns
: a

nx
ie

ty
 n

 =
 4

, 
de

pr
es

si
on

 n
 =

 2
, s

el
f-h

ar
m

 n
 =

 2
, 

un
sp

ec
ifi

ed
 n

 =
 2

O
ut

pa
tie

nt
 c

lin
ic

al
 s

et
tin

gs
Q

ua
lit

at
iv

e 
st

ud
y

Re
cr

ui
tm

en
t f

ro
m

 h
ea

lth
 p

ro
fe

ss
io

na
ls

 
an

d 
po

st
er

s 
pl

ac
ed

 in
 w

ai
tin

g 
ro

om
s

In
te

rv
ie

w
s: 

ad
ol

es
ce

nt
s +

 p
ar

en
ts

 
(a

do
le

sc
en

ts
’ c

ho
ic

e)
Th

em
at

ic
 a

na
ly

si
s, 

Th
eo

re
tic

al
 D

om
ai

ns
 

Fr
am

ew
or

k

In
di

vi
du

al
H

ig
h

La
tif

 2
01

7
 [4

3]
, U

K
N

 =
 1

1,
 a

do
le

sc
en

ts
: n

 =
 4

, n
ur

se
s 

n 
=

 7
, 

ad
ol

es
ce

nt
s: 

ag
e 

10
–1

8 
ye

ar
s 

(x
̄ =

 1
5)

,
fe

m
al

e 
10

0%
, s

el
f-h

ar
m

 in
ju

rie
s

Tr
ea

tm
en

t u
ns

pe
ci

fie
d,

 in
pa

tie
nt

 a
cu

te
 

ca
re

 s
er

vi
ce

s/
ho

sp
ita

l
Q

ua
lit

at
iv

e 
st

ud
y

Re
cr

ui
tm

en
t f

ro
m

 C
A

M
H

S
W

or
ks

ho
ps

 w
ith

 s
to

ry
 b

oa
rd

s
D

el
ph

i t
ec

hn
iq

ue

O
rg

an
is

at
io

na
l

M
od

er
at

e

Le
Fr

an
co

is
 2

00
7 

[4
4]

, U
K

N
 n

ot
 s

pe
ci

fie
d,

 a
ge

 1
1–

18
 y

ea
rs

,
ge

nd
er

 n
ot

 s
pe

ci
fie

d,
m

en
ta

l h
ea

lth
 c

on
di

tio
ns

 u
ns

pe
ci

fie
d

Tr
ea

tm
en

t u
ns

pe
ci

fie
d,

 a
do

le
sc

en
t p

sy
-

ch
ia

tr
ic

 in
pa

tie
nt

 u
ni

t/
ho

sp
ita

l
Q

ua
lit

at
iv

e 
st

ud
y

Re
cr

ui
tm

en
t m

et
ho

d 
un

cl
ea

r
Se

m
i-s

tr
uc

tu
re

d 
an

d 
un

st
ru

ct
ur

ed
 

in
di

vi
du

al
 a

nd
 g

ro
up

 in
te

rv
ie

w
s, 

ad
ol

es
ce

nt
s’ 

se
lf-

re
co

rd
ed

 u
ns

tr
uc

tu
re

d 
co

nv
er

sa
tio

ns
, a

dd
iti

on
al

 w
rit

te
n 

m
at

e-
ria

l (
e.

g.
 p

er
so

na
l d

ia
rie

s, 
po

et
ry

, c
ar

ds
, 

dr
aw

in
gs

), 
ov

er
 4

 m
on

th
s

Et
hn

og
ra

ph
ic

 s
tu

dy
, a

na
ly

si
s 

m
et

ho
d 

un
cl

ea
r

In
di

vi
du

al
Lo

w



Page 10 of 27Viksveen et al. BMC Health Services Research         (2024) 24:1502 

Ta
bl

e 
3 

(c
on

tin
ue

d)

Re
fe

re
nc

e
Pa

rt
ic

ip
an

t c
ha

ra
ct

er
is

tic
s 

a
In

te
rv

en
tio

n/
tr

ea
tm

en
t, 

st
ud

y 
se

tt
in

g
M

et
ho

ds
 b

In
vo

lv
em

en
t l

ev
el

Q
ua

lit
y 

as
se

ss
m

en
t 

(C
A

SP
)

Le
Fr

an
co

is
 2

00
8 

[4
5]

, U
K

N
 n

ot
 s

pe
ci

fie
d,

 a
ge

 1
1–

18
 y

ea
rs

, 
ge

nd
er

 n
ot

 s
pe

ci
fie

d,
 m

en
ta

l h
ea

lth
 

co
nd

iti
on

s 
un

sp
ec

ifi
ed

Tr
ea

tm
en

t u
ns

pe
ci

fie
d,

 a
do

le
sc

en
t p

sy
-

ch
ia

tr
ic

 in
pa

tie
nt

 u
ni

t/
ho

sp
ita

l
Q

ua
lit

at
iv

e 
st

ud
y

Re
cr

ui
tm

en
t m

et
ho

d 
un

cl
ea

r
Se

m
i-s

tr
uc

tu
re

d 
an

d 
un

st
ru

ct
ur

ed
 in

di
-

vi
du

al
 a

nd
 g

ro
up

 in
te

rv
ie

w
s, 

ob
se

rv
a-

tio
n 

of
 c

on
ve

rs
at

io
ns

 a
nd

 in
te

ra
ct

io
ns

 
be

tw
ee

n 
he

al
th

 p
er

so
nn

el
 a

nd
 a

do
le

s-
ce

nt
s, 

in
ve

st
ig

at
io

n 
of

 w
rit

te
n 

m
at

er
ia

l 
(e

.g
. p

at
ie

nt
 fi

le
s, 

di
ar

ie
s, 

in
te

rn
al

 p
ol

ic
y 

do
cu

m
en

ts
), 

ov
er

 4
 m

on
th

s
Et

hn
og

ra
ph

ic
 s

tu
dy

, a
na

ly
si

s 
m

et
ho

d 
un

cl
ea

r

In
di

vi
du

al
M

od
er

at
e

M
an

ni
ng

 2
01

6 
[4

6]
, U

K
N

 =
 8

, a
ge

 1
0–

18
 y

ea
rs

, g
en

de
r 

no
t s

pe
ci

fie
d,

 c
on

di
tio

ns
: s

el
f-h

ar
m

, 
ea

tin
g 

di
so

rd
er

s

Tr
ea

tm
en

t u
ns

pe
ci

fie
d,

 a
cu

te
 in

pa
tie

nt
 

ca
re

 fo
r a

do
le

sc
en

ts
 w

ith
 m

en
ta

l 
he

al
th

 p
ro

bl
em

s, 
ps

yc
hi

at
ric

 u
ni

t/
ho

sp
ita

l

Q
ua

lit
at

iv
e 

st
ud

y
Re

cr
ui

tm
en

t f
ro

m
 a

 te
rt

ia
ry

 c
hi

ld
re

n’
s

ho
sp

ita
l, 

re
cr

ui
tm

en
t r

at
e 

13
%

 (8
 

ou
t o

f 6
3 

in
vi

te
d)

N
om

in
al

 g
ro

up
 te

ch
ni

qu
e:

 P
ar

tic
ip

an
t 

ge
ne

ra
te

d 
st

at
em

en
ts

 re
la

te
d 

to
 th

ei
r 

ex
pe

rie
nc

es
Th

em
at

ic
 a

na
ly

si
s

In
di

vi
du

al
M

od
er

at
e

M
os

es
 2

01
1

 [4
7]

, U
SA

N
 =

 8
0,

 a
ge

 1
3–

18
 y

ea
rs

 (x
̄ =

 1
5.

6)
, 

fe
m

al
e 

61
%

, h
os

pi
ta

liz
at

io
n 

re
as

on
s: 

su
ic

id
al

 id
ea

tio
n 

or
 n

on
-s

ui
ci

da
l s

el
f-

ha
rm

 (6
3%

), 
su

ic
id

e 
at

te
m

pt
s 

(1
9%

), 
ag

gr
es

si
on

 o
r o

ut
-o

f-
co

nt
ro

l b
eh

av
io

ur
 

in
cl

. s
ub

st
an

ce
 u

se
 (1

3%
), 

m
ed

ic
at

io
n 

as
se

ss
m

en
t o

r s
ch

oo
l r

ef
us

al
 (6

%
)

Tr
ea

tm
en

t u
ns

pe
ci

fie
d,

 p
sy

ch
ia

tr
ic

 
in

pa
tie

nt
 tr

ea
tm

en
t/

ho
sp

ita
l

Q
ua

lit
at

iv
e 

st
ud

y
Re

cr
ui

tm
en

t t
hr

ou
gh

 h
os

pi
ta

l a
dm

is
-

si
on

 s
ta

ff
Se

m
i-s

tr
uc

tu
re

d 
in

di
vi

du
al

 in
te

rv
ie

w
s

Th
em

at
ic

 a
na

ly
si

s 
w

ith
 c

on
st

an
t c

om
-

pa
ra

tiv
e 

m
et

ho
d

In
di

vi
du

al
H

ig
h

N
ad

ea
u 

20
17

 [4
8]

, C
an

ad
a

N
 =

 1
5,

 a
do

le
sc

en
ts

 n
 =

 5
, p

ar
en

ts
 n

 =
 5

, 
cl

in
ic

ia
ns

 n
 =

 5
, a

do
le

sc
en

ts
: a

ge
 1

2–
17

 
ye

ar
s 

(x
̄ =

 1
3.

6,
 S

D
2.

0)
, f

em
al

e 
20

%
, c

on
-

di
tio

ns
: e

m
ot

io
na

l e
xt

er
na

l b
eh

av
io

ur
 

pr
ob

le
m

s, 
de

pr
es

si
on

, A
D

H
D

Tr
ea

tm
en

t u
ns

pe
ci

fie
d,

 fr
ee

 lo
ca

l c
om

-
m

un
ity

 h
ea

lth
 c

en
tr

es
 (C

LS
C

)
Q

ua
lit

at
iv

e 
st

ud
y

Re
cr

ui
tm

en
t t

hr
ou

gh
 p

rim
ar

y 
ca

re
 

cl
in

ic
ia

ns
Se

m
i-s

tr
uc

tu
re

d 
in

di
vi

du
al

 in
te

rv
ie

w
s

Th
em

at
ic

 a
na

ly
si

s

O
rg

an
is

at
io

na
l

M
od

er
at

e

O
ru

ch
e 

20
14

 [4
9]

, U
SA

N
 =

 2
4,

 a
do

le
sc

en
ts

 n
 =

 1
2,

 c
ar

eg
iv

er
s 

n 
=

 1
2,

 a
do

le
sc

en
ts

: a
ge

 1
3–

17
 y

ea
rs

, 
ge

nd
er

 n
ot

 s
pe

ci
fie

d,
 m

en
ta

l h
ea

lth
 

tr
ea

tm
en

t,
co

nd
iti

on
s 

un
sp

ec
ifi

ed

Tr
ea

tm
en

t u
ns

pe
ci

fie
d,

 c
om

m
un

ity
 

m
en

ta
l h

ea
lth

 c
en

tr
e,

 p
rim

ar
y 

ca
re

Q
ua

lit
at

iv
e 

st
ud

y
Re

cr
ui

tm
en

t t
hr

ou
gh

 c
om

m
un

ity
 m

en
-

ta
l h

ea
lth

 c
en

tr
e,

 re
cr

ui
tm

en
t r

at
e:

 6
0%

 
(1

2 
of

 2
0)

Fo
cu

s 
gr

ou
p 

in
te

rv
ie

w
s 

w
ith

 a
do

le
s-

ce
nt

s 
(n

 =
 2

) a
nd

 c
ar

eg
iv

er
s 

(n
 =

 2
) 

(s
ep

ar
at

el
y)

Co
nt

en
t a

na
ly

si
s

In
di

vi
du

al
M

od
er

at
e



Page 11 of 27Viksveen et al. BMC Health Services Research         (2024) 24:1502  

Ta
bl

e 
3 

(c
on

tin
ue

d)

Re
fe

re
nc

e
Pa

rt
ic

ip
an

t c
ha

ra
ct

er
is

tic
s 

a
In

te
rv

en
tio

n/
tr

ea
tm

en
t, 

st
ud

y 
se

tt
in

g
M

et
ho

ds
 b

In
vo

lv
em

en
t l

ev
el

Q
ua

lit
y 

as
se

ss
m

en
t 

(C
A

SP
)

Ra
nn

ey
 2

01
5 

[5
0]

, U
SA

N
 =

 2
1,

 a
ge

 x
̄ =

 1
5.

3 
ye

ar
s, 

fe
m

al
e 

57
%

, 
de

pr
es

si
on

 s
ym

pt
om

s 
(P

H
Q

-9
 x
̄ =

 1
1.

3,
 

SD
6.

5)
 a

nd
 p

ee
r v

io
le

nc
e 

(C
TS

-2
 

x̄ =
 1

1.
0,

 S
D

9.
5)

Te
xt

-m
es

sa
ge

-b
as

ed
 d

ep
re

ss
io

n 
pr

ev
en

tio
n 

in
te

rv
en

tio
n,

 p
rim

ar
y 

& 
se

co
nd

ar
y 

ca
re

Q
ua

lit
at

iv
e 

st
ud

y
Re

cr
ui

tm
en

t o
f c

on
se

cu
tiv

e 
ad

ol
es

-
ce

nt
s 

at
 tr

au
m

a 
pe

di
at

ric
 e

m
er

ge
nc

y 
de

pa
rt

m
en

t, 
ch

ild
re

n’
s 

ho
sp

ita
l

Se
m

i-s
tr

uc
tu

re
d 

in
di

vi
du

al
 in

te
rv

ie
w

s
Th

em
at

ic
 a

na
ly

si
s

In
di

vi
du

al
H

ig
h

Ro
da

rm
el

 2
01

4 
[5

1]
, U

SA
N

 =
 3

0,
 a

ge
 1

4–
21

 y
ea

rs
, g

en
de

r 
no

t s
pe

ci
fie

d,
 m

en
ta

l h
ea

lth
 c

on
di

tio
ns

 
un

sp
ec

ifi
ed

Tr
ea

tm
en

t u
ns

pe
ci

fie
d,

 s
ch

oo
l-b

as
ed

 
m

en
ta

l h
ea

lth
 s

er
vi

ce
s, 

pr
im

ar
y 

ca
re

Q
ua

lit
at

iv
e 

st
ud

y
Re

cr
ui

tm
en

t t
hr

ou
gh

 s
ch

oo
l-b

as
ed

 
ho

sp
ita

lis
at

io
n 

se
rv

ic
es

 (n
 =

 2
6)

, 
an

d 
yo

ut
h 

in
vo

lv
em

en
t a

nd
 fa

m
ily

-
sc

ho
ol

-c
om

m
un

ity
 p

ar
tn

er
sh

ip
 g

ro
up

s 
(n

 =
 4

)
O

pe
n-

en
de

d 
na

rr
at

iv
e 

su
rv

ey
s

G
ro

un
de

d 
th

eo
ry

 s
tu

dy

In
di

vi
du

al
O

rg
an

is
at

io
na

l
M

od
er

at
e

St
oc

kb
ur

ge
r 2

00
5 

[5
2]

, C
an

ad
a

N
 =

 2
1,

 a
ge

 1
5–

19
 y

ea
rs

, g
en

de
r 

no
t s

pe
ci

fie
d,

 e
xp

er
ie

nc
es

 w
ith

 d
ru

gs
 

an
d 

al
co

ho
l

Tr
ea

tm
en

t u
ns

pe
ci

fie
d,

 lo
ca

l d
ru

g 
an

d 
al

co
ho

l t
re

at
m

en
t a

nd
 s

up
po

rt
 

pr
og

ra
m

s

Q
ua

lit
at

iv
e 

st
ud

y
Re

cr
ui

tm
en

t t
hr

ou
gh

 lo
ca

l y
ou

th
-

se
rv

in
g 

ag
en

ci
es

Fo
cu

s 
gr

ou
p 

in
te

rv
ie

w
s 

(n
 =

 4
)

Th
em

at
ic

 a
na

ly
si

s

O
rg

an
is

at
io

na
l

M
od

er
at

e

Su
nd

ar
 2

01
2

 [5
3]

, C
an

ad
a

N
 =

 2
5,

 a
do

le
sc

en
ts

 n
 =

 1
3,

 h
ea

lth
 

pe
rs

on
ne

l n
 =

 1
2,

 a
do

le
sc

en
ts

: a
ge

 
16

–2
0 

ye
ar

s, 
fe

m
al

e 
62

%
, m

en
ta

l h
ea

lth
 

co
nd

iti
on

s 
un

sp
ec

ifi
ed

, u
se

 o
r h

av
e 

us
ed

 m
en

ta
l h

ea
lth

 s
er

vi
ce

s

Tr
ea

tm
en

t u
ns

pe
ci

fie
d,

 m
en

ta
l h

ea
lth

 
se

rv
ic

es
, p

rim
ar

y 
& 

se
co

nd
ar

y 
ca

re
Q

ua
lit

at
iv

e 
st

ud
y

Re
cr

ui
tm

en
t o

f c
on

ve
ni

en
ce

 s
am

pl
e,

 
re

cr
ui

tm
en

t m
et

ho
d 

no
t r

ep
or

te
d

Fo
cu

s 
gr

ou
p 

in
te

rv
ie

w
s 

w
ith

 y
ou

th
 

(n
 =

 2
)

an
d 

he
al

th
 p

er
so

nn
el

 (n
 =

 2
)

G
ro

un
de

d 
th

eo
ry

 a
pp

ro
ac

h,
 c

on
st

an
t 

co
m

pa
ris

on
 m

et
ho

d

In
di

vi
du

al
H

ig
h

Th
or

se
n 

20
18

 [5
4]

, U
SA

N
 =

 4
1,

 a
ge

 1
3–

17
 y

ea
rs

; g
ro

up
 A

: 
n 
=

 2
0,

 a
ge

 x
̄ =

 1
5.

4 
(S

D
1.

4)
, f

em
al

e 
10

0%
, g

ro
up

 B
: n

 =
 2

1,
 a

ge
 x
̄ =

 1
5.

3 
(S

D
1.

2)
, f

em
al

e 
43

%
; a

t r
is

k 
of

 d
ep

re
s-

si
on

 a
nd

 v
ic

tim
 o

r p
er

pe
tr

at
or

 o
f p

hy
si

-
ca

l p
ee

r v
io

le
nc

e

Pr
ev

en
tiv

e 
C

BT
-b

as
ed

 S
M

S-
de

liv
er

ed
 

in
te

rv
en

tio
n,

em
er

ge
nc

y 
de

pa
rt

m
en

t i
n 

ch
ild

re
n’

s 
ho

sp
ita

l

Q
ua

lit
at

iv
e 

st
ud

y
Re

cr
ui

tm
en

t f
ro

m
 a

n 
ur

ba
n 

em
er

ge
nc

y 
de

pa
rt

m
en

t
Se

m
i-s

tr
uc

tu
re

d 
in

te
rv

ie
w

Th
em

at
ic

 a
na

ly
si

s

O
rg

an
is

at
io

na
l

M
od

er
at

e

W
is

do
m

 2
00

6 
[5

5]
, U

SA
N

 =
 2

2,
 in

di
vi

du
al

 in
te

rv
ie

w
s 

n 
=

 1
5:

 
ag

e 
14

–1
9 

ye
ar

s 
(x
̄ =

 1
6.

3)
, f

em
al

e 
53

%
, 

fo
cu

s 
gr

ou
p 

pa
rt

ic
ip

an
ts

 n
 =

 7
: a

ge
 1

5 
ye

ar
s, 

fe
m

al
e 

71
%

, d
ia

gn
os

is
: m

aj
or

 
de

pr
es

si
on

, d
ys

th
ym

ia
 o

r d
ep

re
ss

io
n 

no
t o

th
er

w
is

e 
sp

ec
ifi

ed

Cu
rr

en
t o

r p
as

t p
sy

ch
ot

he
ra

py
 a

nd
/

or
 a

nt
id

ep
re

ss
an

ts
, o

r n
o 

tr
ea

tm
en

t, 
pr

im
ar

y 
ca

re

Q
ua

lit
at

iv
e 

st
ud

y
Re

cr
ui

tm
en

t: 
in

di
vi

du
al

 in
te

rv
ie

w
s 

th
ro

ug
h 

pr
im

ar
y 

ca
re

 p
er

so
nn

el
, f

oc
us

 
gr

ou
p 

in
te

rv
ie

w
: t

hr
ou

gh
 a

 h
ig

h 
sc

ho
ol

In
di

vi
du

al
 (n

 =
 1

5)
 a

nd
 fo

cu
s 

gr
ou

p 
in

te
rv

ie
w

s 
(n

 =
 1

)
G

ro
un

de
d 

th
eo

ry
 a

pp
ro

ac
h,

 c
on

st
an

t 
co

m
pa

ris
on

 m
et

ho
d

In
di

vi
du

al
H

ig
h

a  P
ar

tic
ip

an
t c

ha
ra

ct
er

is
tic

s 
in

cl
ud

es
 a

ge
, g

en
de

r, 
m

en
ta

l h
ea

lth
 s

ta
tu

s/
co

nd
iti

on
s/

pr
ob

le
m

s
b  M

et
ho

ds
 in

cl
ud

e 
re

se
ar

ch
 d

es
ig

n,
 re

cr
ui

tm
en

t m
et

ho
ds

 (f
or

 a
do

le
sc

en
ts

), 
da

ta
 c

ol
le

ct
io

n 
an

d 
an

al
yt

ic
 m

et
ho

d.
 T

he
 re

po
rt

ed
 d

es
ig

n 
re

fe
rs

 to
 th

e 
ap

pr
oa

ch
 u

se
d 

to
 c

ol
le

ct
 d

at
a 

of
 re

le
va

nc
e 

to
 th

e 
re

vi
ew

c  T
he

 fi
rs

t f
oc

us
 g

ro
up

 in
te

rv
ie

w
 in

cl
ud

ed
 in

 C
oa

te
s 

20
16

 [3
5]

 w
as

 a
ls

o 
re

po
rt

ed
 o

n 
in

 C
oa

te
s 

20
14

 [3
4]



Page 12 of 27Viksveen et al. BMC Health Services Research         (2024) 24:1502 

Hyperactivity Disorder (ADHD). The remaining 11 stud-
ies did not specify mental health problems. In terms of 
user involvement, 21 studies reported involvement at the 
individual level, 11 studies reported involvement at the 
organizational level, while four of these studies reported 
involvement at both levels. Additional characteristics of 
the studies can be found in Table 3.

Quality assessment of qualitative studies
All studies met the initial two criteria outlined in the Crit-
ical Appraisal Skills Programme (CASP) guidelines [20] 
by havincg a clear research aim and the appropriateness 
of using qualitative methodology to address the research 
objective (Table 4). The CASP guidelines recommend to 
proceed with an evaluation of the remaining questions 
after fulfilling these initial criteria. Overall, the major-
ity of studies were of moderate (n = 14) or high (n = 12) 
quality, whereas two studies were of low quality [37, 44]. 
The most common limitation across the studies was the 
lack of consideration or reporting of the relationship 
between the researchers and the participants. Adequate 
description of this aspect was only found in six studies. 
Other prevalent weaknesses included insufficient rigor in 
reporting of data analysis methods (n = 11), participant 
recruitment strategies (n = 9), and consideration of ethi-
cal issues (n = 7).

Experiences with user involvement – results of thematic 
syntheses
Thematic syntheses of qualitative studies were carried out 
separately for user involvement at the individual (Table 5) 
and at the organizational level. The thematic synthesis 
of qualitative studies at the individual level resulted in 
four themes: 1) The right to be involved; 2) Collaborative 
relationship; 3) Capacity and support; and 4) Outcomes 
of user involvement. The second and third theme, which 
are the most comprehensive, are each organized in three 
sub-themes (Table  5). At the organizational level the 
results consist of two themes: 1) Involvement outcomes 
relevant to adolescents’ needs; and 2) Conditions for 
optimal involvement. Each theme is described and refer-
ences to the research literature are provided.

User involvement at the individual level

The right to be involved Adolescents, parents, and 
health personnel thought adolescents should have an 
inherent right to be involved in their treatment [28, 32, 
40, 46, 47, 51, 52]. Adolescents wanted to be heard and 
respected regardless of their age, and to be involved in 
treatment decisions [32, 40, 47, 50–53]. The right to 
be involved was essential for adolescents to maintain 

autonomy [40, 46, 50], for example through their right 
to refuse health personnel’s proposals [50], including the 
use of medication [40].

Some health personnel were reluctant to give adoles-
cents control of treatment decisions, in particular due 
to adolescents diagnoses and lack of ability to express 
their views [47]. Others pointed out that adolescents with 
the most severe mental health problems had the great-
est need to be actively involved in their treatment [29]. 
Overall, most healthcare personnel agreed that adoles-
cents have a basic right to express their opinions and to 
be heard, and they found this was also beneficial to facili-
tate the treatment [46, 47]. Some clinics had introduced 
a culture of “no decision without involvement” [29]. This 
meant, for example, that in these clinics, adolescents were 
included in all meetings with health personnel. Adoles-
cents expressed a desire to at least retain some control of 
their treatment and the patient-practitioner relationship 
[46]. Many adolescents were unaware that they had the 
right to be involved, or they forgot to pose questions of 
importance in decision-making processes [42].

Collaborative relationship The majority of health per-
sonnel and adolescents emphasized the importance of 
fostering a collaborative relationship to facilitate the 
active involvement of adolescents throughout the treat-
ment process [47, 53]. In contrast, an approach char-
acterised by unilateral clinician control was described, 
where adolescents did not feel included in decisions-
making processes, for example about whether they 
should use medication or by not being invited to meet-
ings concerning their treatment [37, 39, 41, 47, 49, 55]. 
Health personnel could limit or exert control over treat-
ment choices [37, 41, 46, 47, 49, 51, 55], with some even 
presenting an ultimatum of “either this treatment, or 
none” [42, 47]. Consequently, adolescents experienced 
distress, leading to reduced willingness to engage in their 
treatment [39, 41, 46, 47, 49, 55]. A collaborative relation-
ship, on the other hand, was characterised by three sub-
themes: information and two-way communication; trust; 
and shared decision-making.

Information and two-way communication

Two-way communication was achieved when health 
personnel provided adolescents with relevant and under-
standable information, as well as listened to them and 
were open to take their perspectives into account. Ado-
lescents’ active involvement and motivation in their 
treatment was facilitated by a collaborative relationship 
when they received sufficient, understandable, and age-
appropriate information [28, 29, 40–42, 46, 47, 50, 55], 
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and where health personnel avoided the use of jargon and 
technical terms [42]. This included information on treat-
ment options [28, 30], self-care activities [28], and poten-
tial benefits of treatment and side-effects of medication 
[30]. Adolescents should also be provided with informa-
tion about the right and possibilities to participate in 
their healthcare, as well as how such involvement may 
take place [29, 30]. Treatment and areas of decisional 
conflict goals should be identified [28]. Health person-
nel thought basic information about treatment and user 
involvement should be provided prior to hospital admis-
sion to establish a dialogue and clarify expectations [29].

Healthcare personnel pointed out that adolescents’ 
perspectives were not always included in referral letters, 
although dialogue prior to hospital admission could help 
to clarify adolescents’ understanding and expectations 
of treatment goals [29]. To facilitate two-way communi-
cation, adolescents needed time to consider and discuss 
what they believed was the core of their problems, rather 
than to quickly be diagnosed and expected to follow a 
standardized clinical pathway [29]. Other adolescents 
described limited possibilities to voice their opinion, 
which served as a barrier to user involvement [37, 39, 41, 
46, 47, 49, 51, 55]. They did not feel heard [46, 49], but 
were instead interrupted, ignored, and not asked for their 
opinions [37, 39, 41, 47, 49, 55]. Adolescents were reluc-
tant to state their opinions when they were only encour-
aged to express views that were consistent with health 
personnel’s perspectives and presented in what health-
care personnel considered to be “an acceptable manner” 
at “an appropriate time” [46, 49].

Trust

Relevant and timely information together with com-
munication where health personnel carefully listened 
to adolescents’ own experiences and shared their pro-
fessional knowledge, contributed to the second charac-
teristic of the theme collaborative relationship, namely 
trust [28, 30, 40, 46].

Adolescents’ active involvement in their treatment was 
facilitated by adolescent-practitioner relationships where 
trust had been established [28, 40, 41, 46, 47, 50, 55]. 
Adolescents, parents and healthcare personnel described 
a non-judgemental approach, sensitivity to individual 
preferences [36] and sufficient time was needed in order 
to establish a relationship where health personnels met 
adolescents with warmth and thereby showed that they 
cared about them [30, 50]. Consequently, adolescents 
felt secure and recognised, and became more actively 
engaged in their treatment [29, 30, 51]. The opposite was 

seen when a trust-based therapeutic relationship had 
not been built. These adolescents did not feel comfort-
able with expressing their views [42]. Some adolescents 
suggested that finding the most suitable health person-
nel for them prior to treatment start, could increase the 
chance of establishing a good adolescent-practitioner 
relationship characterised by trust [30]. Establishing a 
relationship based on trust and acknowledging the needs 
of adolescents is linked to redistribution of power where 
adolescents experience that their opinions are taken into 
account in decision-making processes [33, 40, 53].

Building a connection rooted in trust and acknowl-
edging the needs of adolescents is associated with a shift 
in power dynamics. This shift ensures that adolescents 
receive equal attention to their viewpoints, as noted by 
Boydell in 2010 [33], Hart in 2005 [41], and Wisdom in 
2006 [55], which subsequently influences decision-mak-
ing procedures.

Shared decision-making

Shared decision-making was a central part of a col-
laborative relationship [28, 34, 40, 41, 46–48, 55]. Several 
studies reported limited extent of adolescent involvement 
in decision-making processes [37, 39, 41, 46, 49, 51, 55], 
and some health personnel were reluctant to hand over 
control to adolescents [47], whereas health personnel in 
other studies thought adolescents should be involved in 
decisions affecting treatment and care [28–30]. Treat-
ment decisions encompassed various aspects, including 
selection of therapist or case manager [28, 47, 50, 53], 
who adolescents would like to invite to meetings (such 
as family members) [29, 30, 53], and what information 
that would (and would not) be shared with their parents 
[29]. Treatment decisions could also include whether to 
participate in treatment meetings [29], setting the meet-
ing agenda [29, 30], developing treatment plans [47, 51], 
and the time, length and frequency of treatment sessions 
[50, 53]. Different options for adolescents to express their 
wishes could be provided, such as text message feedback 
solutions [54]. According to parents, the choice of treat-
ment should be limited by health personnel’s assessment 
of the severity of adolescents’ mental health conditions 
and their level of maturity and self-insight [54]. Adoles-
cents felt they were rarely involved in discussions about 
diagnoses and they perceived this as a way of limiting 
their involvement in their care [30]. Health personnel’s 
role as therapists were challenged as they had not learned 
how to manage shared decision-making [29]. Shared 
decision-making was facilitated when their knowledge 
and clinical experience were integrated with adolescents’ 
knowledge [29].
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Capacity and support Capacity and support were 
found to be essential for adolescents’ user involvement 
and was described by three main characteristics: adoles-
cents’ capacity to be involved; health personnel’s capac-
ity to facilitate involvement; and support for adolescents’ 
involvement.

Adolescents’ capacity to be involved

Different opinions were found concerning adolescents’ 
capacity to be actively involved in their healthcare [32, 40, 
46, 47, 52]. Some health personnel were concerned about 
adolescents’ ability to be involved in decision-making 
processes [46, 47]. They considered some of them to be 
too young, immature, uninterested [46, 47], or too influ-
enced by mental health conditions such as depression 

[40, 46, 47]. Some parents said that adolescents were 
unable to express need for help and lacked insight into 
their mental health conditions [31]. Both adolescents and 
parents pointed out that the degree of illness and under-
standing could limit the capacity to be involved in their 
healthcare [50], and parents considered pressure to com-
ply with treatment necessary in instances when adoles-
cents were too ill to be involved in decision-making pro-
cesses [31].

Other health personnel [47], as well as adolescents 
[32, 52], described adolescents’ interest in and motiva-
tion to be involved in decisions affecting their treatment; 
they wanted to be heard, had clear ideas about their care 
and had the capacity to make proper judgements. Ado-
lescents had clear opinions about what a treatment plan 

Table 4 Quality assessment of qualitative studies

a I = Individual level, 0 = Organizational level. bCASP criteria are presented in appendix X. Y = Yes, N = No, U = Unclear, NA = Not applicable. Scoring: Low: Studies 
meeting 0–5 of the CASP checklist criteria. Moderate: studies meeting 6–8 of the criteria. High: studies meeting 9–10 of the criteria. For question 10, the score was 
considered to be Yes if the study was considered to be of "relevance" or "some relevance" to the systematic review, and Unclear if it was considered to be of "limited 
relevance"

Main author, year 1 2 3 4 5 6 7 8 9 10 Involvement 
level a

Assessment (CASP) b

Bjønness 2015 [28] Y Y Y Y Y Y Y Y Y Y I High

Bjønness 2020 [29] Y Y Y Y Y N Y Y Y Y I High

Bjønness 2020 [30] Y Y Y Y Y Y Y Y Y Y I High

Bjønness 2022 [31] Y Y Y U Y Y Y Y Y Y I High

Block 2013 [32] Y Y Y Y Y U Y U Y U I Moderate

Boydell 2010 [33] Y Y Y U Y U N Y Y Y I/O Moderate

Coates 2014 [34] Y Y U Y Y U Y U Y U O Moderate

Coates 2016 [35] Y Y Y Y Y N Y U Y Y O Moderate

Coyne 2015 [36] Y Y Y Y Y N Y Y Y Y I High

Crickard 2010 [37] Y Y Y U Y U N U N Y I/O Low

Forchuk 2016 [38] Y Y Y U Y U U U Y Y O Moderate

Graham 2014 [39] Y Y Y Y Y Y Y Y Y Y I High

Gros 2017 [40] Y Y Y Y Y Y Y Y Y Y I/O High

Hart 2005 [41] Y Y Y Y Y N Y U Y Y I Moderate

Hayes 2020 [42] Y Y Y U Y N Y Y Y Y I High

Latif 2017 [43] Y Y Y U Y U Y U Y Y O Moderate

LeFrancois 2007 [44] Y Y Y U Y U N U Y U I Low

LeFrancois 2008 [45] Y Y Y U Y U N U Y Y I Moderate

Manning 2016 [46] Y Y Y Y Y N N U Y U I Moderate

Moses 2011 [47] Y Y Y Y Y N Y Y Y Y I High

Nadeau 2017 [48] Y Y Y Y Y U Y Y Y U O Moderate

Oruche 2014 [49] Y Y Y Y Y U Y Y Y U I Moderate

Ranney 2015 [50] Y Y Y Y Y N Y Y Y Y I High

Rodarmel 2014 [51] Y Y Y Y Y NA Y Y Y U I/O Moderate

Stockburger 2005 [52] Y Y Y U Y Y Y U Y Y O Moderate

Sundar 2012 [53] Y Y Y Y Y N Y Y Y Y I High

Thorsen 2018 [54] Y Y Y Y Y U N Y Y Y O Moderate

Wisdom 2006 [55] Y Y Y Y Y U Y Y Y Y I High
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should contain, who should be involved and what they 
should be able to decide [30].

Health personnel’s capacity to facilitate involvement

Adolescents questioned health personnel’s ability to 
facilitate involvement because they perceived them as 
overwhelmed by their workload [52, 55]. Staff short-
ages forced health personnel to make decisions there 
and then, instead of giving adolescents time to think 
about treatment options [42]. Resource constraints did 
not allow for all adolescents to be involved in shared 
decision-making to the same extent [50]. Their involve-
ment depended on health personnel’s ability to provide 
relevant and age-appropriate information, for example 
on options for medication and treatment, expected out-
comes and potential side-effects [28]. Some health per-
sonnel consider user involvement a means to reinforce 
professionalism, as involvement of adolescents in deci-
sion-making processes required them to stay updated 
and confident about their role as professionals [29].

Support for adolescents’ involvement

Social and practical support could increase the involve-
ment of adolescents in their mental healthcare [32, 35, 
40, 43, 50, 55]. Social support included hearing ado-
lescents, providing them with appropriate treatment 

choices, providing guidance, and encouraging active 
involvement in decisions-making processes [28, 40, 47, 
48, 50, 55]. User involvement and shared decision-mak-
ing were easier to implement when adolescents received 
care and support from their families and social networks, 
whereas family conflicts served as a barrier to shared 
decision-making [29, 31]. In order for health personnel 
to provide treatment options that were also acceptable to 
adolescents depending on their cultural background, they 
should explore adolescents’ experiences, views, relation-
ships and support networks [34, 48]. Examples of practi-
cal support included shared decision-making worksheets 
to facilitate adolescent involvement [28] and means to 
enable adolescents to come to consultations as limited 
transport options could reduce their ability to be actively 
involved [52].

Outcomes of user involvement Adolescents reported 
that active involvement in their treatment was associ-
ated with higher treatment attendance rates [50] and 
treatment continuation, as opposed to drop-out [41, 50]. 
They felt empowered when they were involved in shared 
decision-making processes [42]. Contrary to this, adoles-
cents who were not actively involved, described passive 
compliance and disengagement from their treatment 
[32]. Some parents described adolescents as more inde-
pendent and taking better care of themselves when they 
were actively involved in their treatment, whereas the 
opposite resulted in poorer treatment outcomes [31]. 
Adolescents who were pushed to do something tended 
to disagree with any suggestion, they pretended to agree, 
became silent or responded “I don’t know” instead of 
engaging in treatment sessions [31]. Those who were 
not actively involved, became passive recipients of treat-
ment [30]. Several studies described distress and reduced 
willingness to be involved in treatment amongst adoles-
cents who were pressured or who felt ignored [39–41, 
47, 49, 55]. Health personnel experienced that involve-
ment taking place at an early stage supported adolescents 
in becoming more motivated and it limited the need for 
involuntary treatment [29].

User involvement at the organizational level
The update search did not identify new articles reporting 
on user involvement at the organizational level and the 
themes from thematic synthesis are therefore equivalent 
with the initial review [15]. We provide a summary of 
the main content from the two themes, involvement out-
comes relevant to adolescents’ needs; and conditions for 
optimal involvement.

Table 5 Experiences with user involvement at the individual 
level

Themes Sub-themes

The right to be involved

Collaborative relationship Information 
and two-way 
communication
Trust and inter-
personal chem-
istry
Shared decision-
making

Capacity and support Adolescents’ 
capacity to be 
involved
Health person-
nel’s capacity 
to facilitate 
involvement
Support for ado-
lescents’ involve-
ment

Outcomes of user involvement
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Involvement outcomes relevant to adolescents’ needs Involv-
ing adolescents at an organizational level contributed 
to use of terminology and design of services relevant to 
adolescents [35, 48, 54]. Their involvement in designing 
and implementing interventions and therapy reflected 
their experiences and needs [38], and improved treat-
ment outcomes through increased relevance, appropri-
ateness, and acceptability [31, 34, 35, 52]. Moreover, ado-
lescents’ perspectives could contribute to improve health 
personnel’s training [43], create treatment environments 
better adapted to meet adolescents’ needs [33], and sup-
port their peers in identifying personal goals [37]. The 
involvement of adolescents at an organizational level also 
fostered a sense of empowerment, which positively influ-
enced their recovery [34, 35].

Conditions for optimal involvement Involvement of 
adolescents at the organizational level required health 
personnel to be open to adolescents’ perspectives [48], 
to ensure clarity of roles [35, 37, 52], and leaders to for-
mally acknowledge and encourage such involvement [35, 
37]. It was crucial to provide adolescents with informa-
tion about available services and potential projects they 
could participate in [37, 51], while they also had the 
autonomy to choose their preferred level of involve-
ment [37, 48, 51, 52]. Adequate skills training should be 
provided to support adolescents to participate [35, 37]. 
Adolescents’ personal experiences with mental health 
services contributed to optimize their involvement, par-
ticularly in roles such as peer consultants who directly 
interacted with other adolescents [35, 52]. Moreover, 
involving adolescents from diverse social, ethnic, gender, 
and sexual orientation backgrounds enhanced diversity 
and broadened the scope of relevant services for a wider 
range of adolescents [33, 35].

Characteristics of quantitative studies
Quantitative methods were used in eight studies. Among 
these, seven reported on user involvement at the individ-
ual level [56–62], while one focused on user involvement 
at the organizational level [63]. Various research designs 
were used, including a single randomized controlled trial 
[60]; a non-randomized comparative study [59]; two lon-
gitudinal prospective cohort studies [56, 57]; a cohort 
study using pre- to post-assessment [60]; and three cross-
sectional surveys [58, 62, 63]. One of the cross-sectional 
surveys employed repeated measures for some partici-
pants [63]. There was a considerable degree of heteroge-
neity among the studies. Additional characteristics of the 
studies can be found in Table 6.

Quality assessment of quantitative studies
All seven studies focusing on user involvement at the 
individual level were deemed to have a high risk of bias, 
based on guidelines provided by the Cochrane Collabora-
tion [20]. Four studies were classified as more pragmatic 
than explanatory [59–62], according to the PRECIS tool 
[23]. The remaining three were equally pragmatic and 
explanatory [56–58]. Further details are presented in 
Table 6.

Effectiveness of user involvement
Effectiveness of user involvement report on the quantita-
tive studies included in the review. Only one additional 
study [62] was identified in this updated systematic 
review, reporting on the effectiveness of user involve-
ment at the individual level.

User involvement at the individual level
A few studies included in the systematic review published 
in 2022 [15] assessed the effectiveness of additional sup-
port to facilitate involvement of adolescents in their care 
[59–61]. The results of a randomized controlled trial sug-
gested that a team assisting adolescents with severe men-
tal health issues helped to support their involvement in 
treatment planning in the short (3–4 weeks) and longer 
(10–12 weeks) term [61]. Adolescents who received sup-
port were more than twice as likely to view care planning 
meetings positively compared to a control group. A non-
randomized controlled trial found the use of peer work-
ers together with an online shared decision-making tool 
before counselling sessions resulted in a small effect in 
adolescents’ perceived decision-making measured using 
the Shared Decision-Making Questionnaire (SDMQ-
9) [59]. The results of a cohort study suggested that an 
online tool designed to assist adolescents with depression 
to make decisions in line with their values and research-
based evidence was associated with a significant reduc-
tion in depression scores (PHQ-9) by 8 weeks, although 
the clinical significance of the change was uncertain 
(mean change 2.7 points, 95% CI 1.3–4.0) [60]. Improve-
ments measured using the Decisional Conflict Scale 
(DCS) after using the tool were significant (mean change 
17.8 points, 95% CI 13.3–22.9). Two longitudinal cohort 
studies found shared decision-making to be helpful in the 
short term to support adolescents’ ability to handle their 
mental health better [56], and to manage their difficulties 
and strengthen their self-confidence in the longer term 
[57].

The updated review adds knowledge based on data col-
lected in a single cross-sectional study aiming to assess 
user involvement at the individual level, with 81 ado-
lescents recruited from five German child- and adoles-
cent psychiatric clinics [62]. The study assessed three 
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dimensions of adolescents’ involvement in their men-
tal healthcare in line with Charles, Gafni and Whelan’s 
model [64]: information exchange, reflection and discus-
sion, and decision-making. Adolescents reported being 
significantly less involved in their treatment than they 
desired, for all three dimensions. Feeling involved in 
their treatment was strongly correlated with patient sat-
isfaction. Those who had long-lasting illness were more 
interested in taking on an active role in their treatment, 
whereas those with more severe illness were less inter-
ested in doing so. Age did not determine adolescents’ 
willingness to be actively involved in their treatment.

User involvement at the organizational level
No additional studies were found in the update review to 
shed light on user involvement at the organizational level. 
This leaves only a single study suggesting empowerment 
of adolescents to support their confidence and capacity 
to work with service providers, to help to improve the 
services and to support other adolescents with mental 
health difficulties [63]. The authors described empower-
ment as “a common idea of subordinated people gaining 
or attaining the capacity to control their own lives and to 
influence the community and social structures that affect 
their lives” [p.52].

Safety associated with user involvement
No additional studies were found in the updated review 
to add to the evidence focusing on the safety of user 
involvement collected from two studies identified in the 
systematic review published in 2022 [15]. Findings from 
the systematic review published in 2022 suggested that 
some health personnel considered involvement in deci-
sion-making to be a potential threat to patient safety [45], 
whereas other health personnel were concerned about 
breach of confidentiality and barriers to recovery among 
adolescents who served as adolescent consultants who 
supported other adolescents with mental health chal-
lenges [35].

Discussion
While the existing body of literature remains somewhat 
dispersed, the results suggest that adolescents, parents, 
and healthcare personnel consider user involvement to 
be beneficial to facilitate mental health treatment tai-
lored to meet the needs of adolescents. In their under-
standing, user involvement enhances the relevance, 
appropriateness, and acceptability of the treatment, 
thereby contributing to increased treatment attendance, 
higher treatment satisfaction, and improved treatment 
outcomes. According to the results, both individual and 
organizational-level user involvement promote empow-
erment and recovery, although the literature primarily 

emphasizes user involvement at the individual level 
[15]. We found that limited evidence exists regarding 
the effectiveness of user involvement, although results 
of quantitative studies indicate a correlation between 
user involvement and patient satisfaction. Additionally, 
the results show that adolescents tend to exhibit a more 
positive perception of their treatment plans, strength-
ened self-confidence, and enhanced resilience in facing 
life challenges when user involvement is integrated into 
mental health treatment. No studies focus explicitly on 
safety concerns associated with user involvement.

In line with the increasing recognition of user involve-
ment, shared decision-making has gained broad support 
across healthcare services over the past decade and is 
recommended in clinical guidelines [10, 65]. A summary 
of shared decision-making over the last 21 years points to 
an international paradigm shift towards person-centered 
services [66]. During this period, several theoretical mod-
els and tools have been developed to describe the ele-
ments of a shared decision-making process. Key features 
for implementing shared decision-making have been 
identified, such as leadership, coordination, training, 
enabling users to participate in decisions, and redesign-
ing care pathways. However, there is still a gap between 
existing research-based knowledge and routine practice 
in clinical settings. To enhance user involvement in deci-
sion-making processes, a more extensive understanding 
is needed concerning how shared decision-making func-
tions across different groups and settings [66].

There is still no internationally agreed view on what 
shared decision-making entails [67]. The results of our 
updated systematic review could thus complement the 
current understanding of mental health services for 
adolescents. We found that shared decision-making, 
together with trust, information exchange, and two-way 
communication, contribute to a collaborative relation-
ship. Therefore, shared decision-making should not be 
viewed in isolation or stand alone as a methodology. It 
should rather be understood as part of a comprehensive 
treatment approach that emphasizes the importance of 
the relationship between adolescents and health person-
nel. Our findings are supported by a literature review 
focusing on shared decision-making within the context 
of severe mental illness in adults [68]. The current review 
identified a reciprocal relationship between shared deci-
sion-making and the therapeutic alliance, highlighting 
the need to emphasize user preferences and relationship-
building in clinical practice. Recognition of adolescents’ 
preferences and adapting treatment approaches accord-
ingly, entails a shift from a power-dependent relationship 
to a more balanced partnership [30, 36]. In addition to 
the unique development needs of adolescents, it is impor-
tant to recognize that user involvement in healthcare 
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has relevance across the lifespan. Findings from adult 
research highlight that core elements of healthcare, such 
as shared decision-making, trust, and two-way com-
munication, are essential for person-centered care [69] 
underscoring the universal nature of these components. 
Whether in adolescence or adulthood, healthcare sys-
tems should be designed to promote user involvement, 
as it might enhance not only treatment satisfaction and 
adherence, but also empowerment and recovery. By 
acknowledging these similarities, we can adopt a lifespan 
perspective that ensures that user involvement remains a 
cornerstone of healthcare across all stages of life.

The significance of the therapeutic alliance has been 
well documented in prior research, not only in studies 
related to forms of user involvement. Research aimed at 
investigating effective factors in therapy has described 
an emotional bond founded on trust and understanding 
of the user as a prerequisite for therapeutic effectiveness 
[70]. A partnership between health personnel and ado-
lescents can, in addition to creating the context for user 
involvement and treatment efficacy, be understood as 
essential to support adolescents’ inherent right to express 
their views and have them duly considered as limited 
opportunities. This partnership is linked to international 
rights and legislation as the cultivation of user involve-
ment creates the frame for adolescents to be adequately 
consulted and express their views [71]. The results of this 
updated systematic review reveal notable variations in 
how user involvement is practiced and indicate that these 
rights are still not adequately fulfilled. Furthermore, it 
is evident that adolescents have clear opinions about 
their own treatment and their capacity to participate in 
decision-making.

The extent and severity of mental health problems 
are often used as justification for limiting involvement, 
underscoring the importance of considering adolescents 
individualities concerning their wishes to participate and 
recognizing that adolescents with enduring or severe ill-
ness seem to benefit more from active involvement in 
their treatment [29, 62]. Resource limitations have been 
identified as a barrier for health personnel to implement 
user involvement, highlighting the need to incorporate 
practical support for user involvement and prioritize 
training in health personnel’s skills to promote collabora-
tive relationships and support adolescents’ involvement. 
Moreover, online tools and shared decision-making tools 
have been found to be useful to assist decision-making 
processes [59, 60]. They are potentially cost-effective 
strategies to promote adolescents’ involvement in their 
care.

The systematic review published in 2022 found a lack 
of literature exploring safety issues of how adolescents 
may be involved to improve patient safety. Our updated 

search did not identify new research evidence evaluat-
ing safety concerns associated with user involvement in 
mental healthcare for adolescents. A research gap exists 
to identify safety issues associated with user involvement 
at the individual and organizational level. Adolescents 
are at a stage where their autonomy is growing, but their 
ability to fully participate in decision-making may still 
need further development [31], making it essential to bal-
ance their involvement with considerations of safety and 
support. Adressing this dynamic and ensuring that ado-
lescents’ right to involvement is recogniced in helathcare 
settings remains a priority. Further research is needed 
to determine how to safely implement user involvement 
for adolescents with variable capacities. Nevertheless, 
patient experiences are positive associated with patient 
safety and clinical effectiveness [72]. The qualitative lit-
erature synthesized in this updated systematic review 
informs future research on patient safety for adoles-
cents in mental healthcare. Our findings suggest that 
patient safety for adolescents in mental healthcare may 
be related to patients’ experiences of having formal rights 
to be involved. It includes a collaborative relationship 
characterized by sharing information and two-way com-
munication, trust, shared decision-making, and ensur-
ing that health personnel have the expertise and capacity 
to involve patients. Appropriate and robust quantitative 
studies are needed to determine whether these dimen-
sions of user involvement are associated with patient 
safety outcomes.

Strengths and limitations
The use of multiple databases, a wide range of search 
terms and a youth co-researcher involved in the ana-
lytic process are considered as strengths. Still, there is a 
possible oversight of relevant studies due to the lack of 
standardized search terminology in the field and the 
heterogeneity of identified studies due to wide inclusion 
criteria. Furthermore, in the time lag between literature 
searches, the analytic processes, writing the article and 
the journal’s review processes means that the most recent 
publications may not be included. An additional review 
in co-production in child and adolescent mental helth 
services has been noted, which identified only two stud-
ies of poor research quality [73]. This review highlights 
the limited literature in this area and the need for futher 
research. Our systematic review complements it by pro-
viding a broader synthesis of user invovlement, adressing 
both individual and organizational levels. It thus expands 
knowledge and contributes with insight and an overview 
of adolescents’ involvement in the field of mental health-
care. Limitations in the identified existing literature pre-
vent us from providing clear recommendations related to 
different groups of adolescents or issues related to safety. 
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Similarly, there is limited published literature on user 
involvement at the organizational level, resulting in a lim-
ited update in this area compared to the previous review 
[15]. While this study defines adolescence as the age 
range from 13 to 18  years for the purposes of analysis, 
we acknowledge that this boundary is subject to debate, 
with developmental science and global perspectives often 
extending adolescence to beyond the age of 18.

Conclusion
This updated systematic review offers an updated insight 
into user involvement in adolescents’ mental healthcare, 
both at the individual and organizational level. Adoles-
cents, parents, and health personnel emphasized adoles-
cents’ inherent right to be involved in their treatment and 
embraced shared decision-making as a means to facilitate 
user involvement and person-centered care. There were 
insufficient studies using quantitative research designs 
to determine the effectiveness of user involvement. 
However, the evidence gathered from qualitative stud-
ies suggests actively involving adolescents in their treat-
ment contributed to greater motivation for treatment, 
higher attendance rates and treatment continuation. User 
involvement contributed to reduced need for involuntary 
treatment and reduced drop-out rates. A collaborative 
relationship served as a facilitator to user involvement, 
characterized by provision of information exchange, two-
way communication, establishing a trusting relationship, 
and applying shared decision-making. Moreover, user 
involvement depended on adolescents’ desire and capac-
ity to be involved, health personnel’s capacity to facilitate 
involvement, and sufficient social and practical support 
to enable adolescents’ involvement.

Although user involvement in adolescents’ mental 
healthcare has become increasingly common, chal-
lenges persist in translating research-based knowledge 
into routine clinical practice. Moreover, the field of user 
involvement still lacks clear definitions and standard-
ized terminology. We suggest user involvement should 
be integrated into any mental health treatment provided 
for adolescents. Furthermore, user involvement should 
emphasize adolescents’ preferences and a collaborative 
relationship which incorporates shared decision-making. 
User involvement has the potential to enhance the quality 
of care provided for adolescents with mental health chal-
lenges. However, translating these principles into effec-
tive practice requires ongoing commitment, addressing 
resource limitations, and focusing on involvement both 
at the individual and organizational level.

Implications and further research

• Healthcare systems and institutions should align 
with international rights and national legislation to 
ensure that adolescents’ rights to express their views 
and have them considered are upheld. This involves 
actively seeking input from adolescents in decisions 
affecting their mental healthcare.

• Healthcare organizations should develop and provide 
practical support to implement user involvement. 
This should include training for health personnel to 
enhance their skills in promoting collaboration and 
supporting adolescents’ involvement.

• Guidelines for the implementation of user involve-
ment at the individual and organizational level 
should be established. This would contribute to 
translating research-based knowledge into routine 
clinical practice.

• Online tools and decision-making tools with age-
appropriate information are recommended to sup-
port user involvement and shared decision-making.

• Future research should investigate safety issues asso-
ciated with user involvement both at the individual 
and organizational level. More robust quantitative 
studies are also needed to assess the effectiveness of 
user involvement in adolescents’ mental healthcare.
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