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Abstract

Background: Growing emphasis is placed on supporting children and adolescents with attention deficit hyperactivity disorder
(ADHD) in participating in their own healthcare; however, more knowledge is needed to guide practice.

Obijective: To review the scientific literature on user participation and opportunities for shared decision-making involving
younger people referred for ADHD in mental healthcare setrvices, to provide recommendations for clinical practice and future
research.

Method: A systematic scoping review was performed. Eligibility was determined in two steps by two and three independent
researchers, respectively. Data were extracted and analyzed using qualitative content analysis. The findings were synthesized
across the various contexts and participation groups represented in the included studies. In all, the analysis involved three
phases: preparation, organization, and reporting.

Results: Of the thirty full-text papers identified, five met the inclusion criteria. Four categories and seven subcategories related
to user participation and opportunities for shared decision-making involving children and adolescents with ADHD were
identified. The four categories were: (1) sidelined from the start, (2) lack of information, (3) trapped in medication, and (4)
growing into active decision-makers; these indicate that children with ADHD feel excluded from the diagnostic process, may
have limited treatment choices, and may not be heard. This review also discovers a bias in the existing literature on user
participation, with a tendency to emphasize caregivers’ or clinicians’ perspectives over those of the young people.
Conclusions: Young people with ADHD experience they have limited opportunities to participate in their mental healthcare
services. User participation and shared decision-making by young people with ADHD should be promoted in clinical practice.
Accordingly, future research should explore ways to implement user participation among young people themselves when
assessing and treating ADHD, not only among clinicians and caregivers.

Keywords: User participation; Shared decision-making; Children; Adolescents; ADHD; Scoping review.

Introduction (1,6,7), making it one of the most common child-

Attention deficit hyperactivity disorder (ADHD) is a
neurodevelopmental disorder that often manifests in
childhood. ADHD is characterized by symptoms of
inattention, hyperactivity, and impulsivity that in-
terfere with functioning (1). Problems associated
with social skills and emotional dysregulation may
also be of significant concern (2). To meet the criteria
for ADHD, the core symptoms must impair funct-
ioning in academic, social, or occupational activities
(3). The prevalence of ADHD has been reported to
be approximately 3—5% among children and adole-
scents (4,5); however, more recent reports suggest an
increase in ADHD prevalence in these life stages

hood diseases.

Treatment guidelines recommend a multimodal,
stepwise care model for managing ADHD (8,9). The
recommended treatment for children entails stim-
ulant medication in combination with psychosocial
interventions, including psychoeducation (8-10).
However, medications are not effective for everyone;
in addition, many experience side effects, and many
stop taking their medications (10). Among young
people, problems with adherence to medication are
common (11) and often increase during the transition
from adolescence to adulthood (12,13).
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The current scoping review is part of a larger
participatory action research project (14,15) that was
initiated in response to concerns from healthcare
professionals in child and adolescent mental health
services (CAMHS) about whether children and
adolescents receive sufficient information and
support to make them qualified to be involved in
diagnosis and treatment decisions. Those concerns
stem from consideration of various aspects of the
United Nations Convention on the Rights of the
Child (UNCRC) (16); particularly relevant is the
UNCRC’s declaration that children and adolescents
have the right to express their views on matters that
affect them and that their views must be given weight
in accordance with their age and maturity (16). To
this end, in Norway, the right of minor patients to
receive proper information and participate in their
own treatment is included in health legislation (17)
and in governmental strategies to promote youth
health (18).

Furthermore, given the evolving focus on
neurodiversity in understanding patients with neuro-
developmental disorders (19)—including ADHD—
focusing on young patients’ participation in treat-
ment may be desirable (20). The perspective of
neurodiversity has come to challenge the traditional
view that there is a “normal” versus dysfunctional
way of functioning mentally. This perspective entails
a new way of understanding people with conditions
such as autism, ADHD, dyslexia, Tourette’s syn-
drome, and other cognitive difficulties (19,20): rather
than seeing these conditions as disorders or faults
that need to be fixed, the perspective sees these
conditions as natural variations in the human
spectrum of mental functioning. Consequently, the
focus in both clinical work and research changes
from a drive to identify the sources of dysfunction to
a drive to identify which environments promote
affirmative experiences and positive outcomes for
people with neurodivergence (20). In this pers-
pective, the involvement of neurodivergent indi-
viduals in both research and clinical practice is
essential (20,21).

The literature presents various models covering
different aspects of patient involvement (22).
Specifically, patient-centered medicine (23,24),
patient-centered care (25-27), shared decision-
making (28-30), and recovery models (31,32) all
incorporate user involvement and patients’ pers-
pectives. Service user involvement, along with user
participation, is often aligned with mental healthcare
policies (22,33) and can occur at different levels of
healthcare services. At the individual level, the
patient is involved in activities around planning,
delivering, or reviewing mental healthcare services
for their own healthcare. Beyond this, at the clinic-
based level, patients participate in councils and
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committees at clinics by providing input and advice
from their perspective as users. Broadly, at the
systemic level, patients plan, deliver, or review
healthcare services for the general population (34—
306).

Despite these contributions, some literature con-
cerning user involvement and participation has been
criticized for lacking theoretical clarity (37) or for
containing vague and inconsistent definitions of
concepts and practices (38,39). In this scoping
review, we chose to draw on works that specifically
address the involvement of children and adolescents,
namely Arnstein’s (40) works on conceptualizing
user involvement and user participation and Hart’s
(41) and Shier’s (42) extensions of those works to
include children and adolescents. In conceptualizing
the “ladder of citizen participation,” Arnstein
differentiates among no participation (e.g., mani-
pulation and therapy), symbolic participation or
tokenism (e.g., informing and consulting), and real
participation (e.g., partnership, delegated power, and
citizen control) (40). Hart’s adaptation of Arnstein’s
ladder emphasizes children’s participation (41,43). In
addition, Shier (42) delineates five levels of pat-
ticipation: (1) being listened to, (2) being encouraged
to express their views, (3) their views being taken into
account, (4) being involved in decision-making
processes, and (5) sharing decision-making power
and responsibility. In Shiet’s conceptualization of
participation, passive information exchange or com-
munication between young people and health
personnel does not qualify as user participation; for
participation that is more than symbolic, young
people should at least be heard and have their views
considered (40,44,45). Building on the works of these
scientists (40—42), we conceptualize user par-
ticipation as taking part in decision-making processes
that affect one’s treatment and health issues,
specifically by being listened to, being allowed to
express their views, and having those views taken
into account (41,46). Because the terms user
participation and user involvement are often used
interchangeably, in this study we exclusively use user
patrticipation for clarity.

Alook at the literature on user participation reveals
that children and adolescents are underrepresented
(39). Furthermore, most studies addressing user
participation among children and adolescents also
seem to have been conducted in somatic healthcare
service settings (47-50). Although interest in user
participation by young people in mental healthcare
has increased (51-54), to our knowledge, few if any
studies have specifically examined young people’s
perspectives on user participation in the assessment
and treatment of ADHD; instead, much of the
research seems to be centered around the roles and
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petspectives of parents and healthcare professionals
in these processes (52—54).

Therefore, we sought to conduct a systematic
scoping review of the literature on user participation,
with a focus on young people’s perspectives in
participatory processes related to ADHD assessment
and treatment.

Method

Scoping reviews have been increasingly used in
recent years to review topics in healthcare that have
rarely been studied as well as in cases where the
results and conclusions of conducted research have
been mixed (55-58). Systematic scoping reviews
require formal methods but differ from other reviews
in certain ways. First, a scoping review aims to
examine the extent, range, and nature of the body of
literature on a specific topic from a broad pers-
pective, and it does not necessarily assess the quality
of the reviewed studies. Second, scoping reviews are
especially suitable to identifying research gaps, and
they may provide a means to summarize and
disseminate research findings to policymakers and
healthcare providers (57,59).

Given a perceived lack of knowledge on user
participation among young people with ADHD, and
given that the literature may be too disparate for a
systematic review, we deemed the broad mapping
capacity of a systematic scoping review to be suitable
to providing an overview of the current knowledge
on this topic. In this study, we applied the five-stage
scoping review framework of Arksey and O’Malley
(55,56) along with the principles and guidelines of the
Preferred Reporting Items for Systematic Reviews
and Meta-Analyses extension for Scoping Reviews
(PRISMA-ScR) (60). No protocol for this scoping
review was registered.

Stage 1: Identifying the research question

The first stage in Arksey and O’Malley’s (55,56)
framework involves identifying the research ques-
tions (RQs). The central RQs of this study were:

e RQ1: What does the literature reveal about
children’s and adolescents’ patticipation in
the assessment and treatment of ADHD in
mental healthcare services?

e RQ2: What are the experiences of children
and adolescents with ADHD regarding user
participation in mental healthcare services,
based on the reviewed literature?

Stage 2: Identifying relevant studies

We describe the sources and strategies used to
identify relevant studies in the second stage. In
collaboration with an experienced librarian trained in
healthcare research, we developed a search strategy
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that covered five databases: PubMed®, Embase
(Ovid), PsycInfo® (Ovid), CINAHL Plus with Full-
Text, and Ovid Nursing. Systematic electronic
searches were conducted in December 2020. We
performed an additional search in April 2024 to
obtain newer tresults.

The search strategy involved specifying the context
(here, ADHD diagnosis), participants (here, children
and adolescents), and concepts (here, user par-
ticipation) (56—59). From there, the search terms
wete identified. The context-related terms consisted
of “attention deficit disordet” and “attention deficit
disorder with hyperactivity,” with subgroups search-
ed in different combinations. The participant-related
terms consisted of “preschool,” “child,” “adole-
scent,” “juvenile,” “youth,” and “minors,” also with
subgroups, and in different combinations for
searches. The concept-related terms consisted of
“patient  participation,” “patient compliance,”
“decision-making,” “choice behavior,” and “patient
preference”, with subgroups, and in different
combinations for searches. Appendix 1 describes the
search strategy used for the five databases.

In addition to the systematic searches, the
reference lists from the retrieved full-text articles
were individually reviewed and scrutinized in order
to identify additional articles that were not obtained
through the computerized literature search. We also
examined systematic reviews on similar topics to
determine whether we had overlooked any relevant
primary studies, and we consulted colleagues and
experts for advice on the literature for review.

2 <

Stage 3: Study selection

The third stage involves developing inclusion and
exclusion criteria based on the specific research
questions.

Inclusion criteria

The key concept examined was user participation.
Accordingly, we considered all studies that addressed
the user participation of children and adolescents
undergoing assessment and treatment for ADHD.
Additionally, we assessed studies addressing the
experiences of young people with ADHD in access-
sing treatment and services, managing medication,
and coping with their impairments, to see whether
user participation was addressed in relation to these
topics. Another inclusion criterion was the status of
peer-reviewed primary studies; we also included
book chapters from edited books due to the scarcity
of peer-reviewed articles on this topic. There were no
restrictions regarding the study design. The public-
cation languages were limited to English, German,
Norwegian, Swedish, and Danish, and the search was
limited to articles published between 2000 and 2024.
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Participants were children or adolescents (8—18
years) with ADHD, or young adults (< 25 years) with
ADHD if they reported experiences when they were
minors. Since few studies addressed those under 18
years old, we extended the age range to also capture
retrospective accounts. Studies involving the entire
family were included if they specifically included
young people with ADHD. Studies reporting on
both young people and adults were included if the
data for children and adolescents could be extracted
and analyzed separately.

The context was outpatient CAMHS or com-
munity-based outpatient mental healthcare units for
children and adolescents, including school-based
healthcare units, outpatient pediatric units, and
outpatient community-based pediatric units.

Exclusion criteria

Papers dealing with user participation among parents
and healthcare personnel for young people with
ADHD were excluded. Review articles, study
protocols, conference papers, posters, and editorials
were also excluded.

Selection process

The results of the literature search are presented in
the PRISMA-ScR flow diagram (Figure 1). As shown,
the database search resulted in 1,280 articles, after the
librarian performing the search removed duplicates.
After the searches of additional sources (such as
reference lists and personal recommendations) were
conducted, 26 articles were added for further
scrutiny. All titles and abstracts (n = 1,300) were

< IDENTIFICATION OF STUDIES VIA DATABASES >
c
= Total number of records Total number of additional
3 identified through database records identified through
"E searching:n = 1,280 (992 + ':\‘]:' other sources: n =26
Z 288)
Records screened from titles |
£ and abstracts: n = 1,306 -
c
§ _ | Recordsexcluded: n =
& 71 1,276
p— v
2 Total number of full-text Full-text articles excluded
3 articles assessed for P with reasons: n =25
= eligibility: n=30 Wrong concept: n =25
w
E Total number of studies
= included:n=5
[}
E

FIGURE 1. PRISMA-ScR flow diagram
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screened by two authors (EHM and AF) who
independently evaluated each article in light of the
inclusion and exclusion criteria. At this step, 1,276
articles were excluded from the analysis. In cases in
which the authors evaluated articles differently, they
each read the article in full to reach an agreement,
and if needed, they consulted a third author (i.e.,
NHM) to reach a consensus. This process resulted in
30 full-text articles for assessment of eligibility.

The first author (EHM) examined all 30 articles,
while AF and NHM independently read and
evaluated each half of the articles to assess eligibility
for inclusion. In eight cases (27%), the authors’
evaluations conflicted, and all three authors discus-
sed their evaluations until consensus was reached.
Ultimately, five articles were included in the study, all
of which were qualitative studies on the participation
of children and adolescents in ADHD assessment
and treatment (no quantitative articles fulfilled the
inclusion criteria).

Stage 4: Charting the data

The fourth stage involves key information items
obtained from the primary research reports under
review. The first author (EHM) extracted data from
all eligible articles and entered them into Microsoft®
Excel, after which AF and NHM reviewed the ex-
tracted data. The characteristics of the studies ad-
dressing user participation were tabulated in order to
provide information about the aims of the studies,
participant characteristics, sample size, settings, and
methods employed (Table 1).

We performed a qualitative content analysis of the
organized data, guided by the RQs (61). Content
analysis can be applied to both qualitative and quant-
itative data, and it is a suitable method for analyzing
verbal, written, or visible communication (61). The
content analysis involved three phases: preparation,
organization, and reporting (61). In the preparation
phase, we selected the unit of analysis as all texts
labeled as “results” or “findings” in the articles,
including “findings” mentioned in abstracts. We also
included the appendices of the articles. Thereafter,
we repeatedly read the articles, whereby we identified
and selected meaning units—defined as one or more
sentences or sentence fragments that conveyed a
meaningful connection to descriptions of children’s
and adolescents’ participation. The organization
phase was performed using an inductive approach
involving open coding, developing categories, and
abstractions. Meaning units with similar meanings
were grouped into mutually exclusive categories. The
lists of categories were then grouped together to
generate the main categories and subcategories
through the process of abstraction. In the reporting
phase, the analysis process and its results were
reported. Our analysis resulted in four categories and
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TABLE 1. Studies addressing user participation among young people with attention deficit hyperactivity disorder (ADHD)

Reference

Avisar and Lavie-
Ajayi (2014) (62),
Israel

Brinkman et al.
(2012) (63), US

Cheung et al.
(2015) (64), China

Mikesell et al.
(2020), (65), US

Travell and Visser
(2006) (66), UK

Aim

To explore experiences of
stimulant medication and
treatment trajectories
among adolescents with
ADHD

To elucidate how
adolescents with ADHD
contribute to medication
treatment decisions

To explore experiences of
adolescents and young
adults with ADHD in Hong
Kong in accessing treatment
and services and coping
with ADHD-related
impairment, along with their
expectations of future
treatment

To explore children’s real-
time participation in
stimulant medication
decisions

To explore the experiences,
perceptions, and views of
young people with ADHD
and their parents

Participant characteristics

Age: 12.5-16.5 years

14 adolescents using stimulant
medication for ADHD for 2 6
months

8 males, 6 females

Age: 13-18 years

44 adolescents, diagnosed with
ADHD 8.7 years on average
prior to participation

24 males, 20 females

Age: > 16 years

20 patients 16—17 years, 20
patients > 18 years

27 males, 13 females

Age: 5-11 years

16 children with ADHD, who
had received a first-time
stimulant medication
prescription, and their parents
The families were English-
speaking

Age: 11-16 years
17 adolescents and their
parents

Study setting

Private psychology
center

Community-based
pediatric practices

Specialist health care

services

Two community

mental health clinics

Local health

education authority

Methods?

Qualitative design using individual
semistructured interviews

Data analysis: Interpretative
phenomenological analysis

Qualitative design using focus group
interviews with open-ended, semistructured
guestions

Recruitment stratified by sex and age

Data analysis: Inductive coding

Mixed-methods design using qualitative
semistructured interviews, field notes, Adult
ADHD Self-Report Scale (ASRS) to assess
severity of ADHD symptoms, and
questionnaires on demographics, current
medication, symptoms, and severity of
impairment

Data analysis of semi-structured interviews:
Grounded theory

Analysis of video-recordings of three follow-
up visits of medication titration with
emphasis on identifying the clinician’s
Treatment Recommendation inspired by
conversation analytic research

Qualitative semistructured interviews
Data analysis: Grounded theory

Note. The methods include research design, data collection, and analytical methods.
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seven subcategories (see Results). Since we con-
ducted a scoping review, the quality of the included
studies was not evaluated (55-57).

Stage 5: Collating, summarizing, and reporting
the results

The fifth stage involves collating, summarizing, and
reporting the results. A scoping study seeks to
present an overview of all reviewed material;
consequently, issues of how best to present this
potentially large body of material are critical (55). For
the current study, this stage is presented in the
Results section below.

Results

The results of this study were drawn from five
selected scientific atticles that the authots considered
relevant to the purpose of the study (62—-66). The
main characteristics of the included studies are
presented in Table 1. The selected studies were
published between 2006 and 2020; all were
qualitative studies that used data gathered through
interviewing children, adolescents, and young adults
(62-64,66) and through video-recording clinical
consultations with young people, their parents, and
clinicians (65). No quantitative studies were included.
With respect to context, the included studies were
conducted at specialist healthcare services and com-
munity-based pediatric services, including school
healthcare services. The studies were conducted in
Isracel, England, China, and the USA. All five studies
addressed user participation among young people at
the individual level, addressing the challenges ex-
perienced by children and adolescents themselves in
a clinical setting.

As an incidental finding, we identified eight
primary studies that addressed caregiver participation
in the assessment and treatment of ADHD in
children and adolescents (67-73), and five studies

that discussed clinicians’ involvement and interaction
with caregivers in processes related to user
participation and shared decision-making, without
including young people themselves (74-78). These
articles were excluded from the review due to the
inclusion and exclusion criteria.

Qualitative content analysis

The qualitative content analysis revealed four
categories and seven subcategories (Figure 2). The
first category, “sidelined from the start,” encom-
passed the subcategories “admission recommended
by others” and "external observers in the process of
assessment.” In the “lack of information” category,
the subcategories included “little information for
young people” and “knowledge needs.” The third
category, “trapped in medication,” comprised the
subcategories “no choice” and “struggling to be
heard.” Finally, the category of “growing into active
decision-makers” contained the subcategory of
“putting medication on hold.” A detailed table of the
analysis process outlining the codes, subcategories,
and categories is available in Appendix 2.

Sidelined from the start

Admniission recommended by others

From the beginning to the end of their treatment
trajectories, children and adolescents described
themselves as occupying a sidelined position, as
“silent bystanders” (63) or “external observers” (66)
to their difficulties while othets around them
recommended that they undergo assessment and
diagnosis. These others were usually teachers,
doctors, or parents. Teachers, in collaboration with
parents, often initiated the young person’s admission
to mental healthcare services: “The teachers have
recommended to my parents to take me to diagnosis,
that I needed a diagnosis” (62, p. 40). Often, young
people did not know why they had been admitted:

Growing into

Sidelined from Lack of
the start information
Admission

|| Little information

— recommended by for young people

others

L J . J

External observers
L in the process of —
assessment

Knowledge needs

'S N 's ~

FIGURE 2. Categories and subcategories
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“My parents brought me to child psychiatry, and 1
had no idea why...perhaps they wanted me to have
better concentration” (64, p. 5).

External observers in the process of assessment

During assessment as patients at medical facilities,
young people experienced the sense of being
“external observers of processes, which were to bring
significant effects upon their lives” (66, p. 213). The
main actors in these processes were parents and
doctors (62). Young people described the process of
diagnosis as one in which their parents did most of
the talking: “I didn’t say nothing to the doctor. Mom
was just doing all the talking” (63, p. 15). They also
described how they initially felt that they were
included in the process of diagnosis, but then it
turned out to be a false inclusion that was at “the
level of being told about the need for, and possible
effects of, medication, together with some attempts
to gain their consent to take it” (66, p. 212).

Lack of information

Little information for young people

The lack of information tailored to children and
adolescents was an overall theme in four of the
studies (62-64,66), which underscores how the
parents—not the children or adolescents—are the
primary receivers of explanations about the asses-
sment, diagnosis, and treatment of the condition.
Often, the therapists spoke directly with the parents,
without involving the young person in the in-
formation exchange: “They did not say anything to
me. They told me that I had attention deficit hyper-
activity disorder. I found it hard to concentrate; I
thought they referred to that” (62, p. 40). The
information was seldom adapted for the children or
adolescents, and it focused mostly on medication
dosage: “They told me when I should take my tablets,
why I should take my tablets and the dose, it’ll go
from a small dose up to a bigger dose the doctor
said” (66, p. 209).

Knowledge needs

Young people expressed a need for more
information about the condition and on alternative
treatment options (64,66), which was considered to
be valuable not only in terms of providing choice
regarding medical treatment but also in terms of self-
understanding: “Let the children know more about
this disorder...if I know what is happening to myself,
the attitude, even the effect of the treatment will be
different” (64, p. 7). Some of the children or adole-
scents interviewed in the studies worried about side
effects of the medication and requested more
information about potential negative outcomes: “I
worry that it will cause harm to body, but doctor said
it won’t” (64, p. 0).
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Trapped in medication

No choice

Many of the young people in the included studies
described feeling trapped in the process of medi-
cation trials, where they felt compelled to follow the
decisions of their parents and physicians. They
expressed a sense of having no real choice but to
begin taking medication: “I don’t want to take it now.
Ijust don’t like it. They won’t let me stop” (63, p. 15).
Some young people felt that, despite negative side
effects, they were pushed to continue taking the
medication at the request of adults because of the
possible positive effects. One argument that parents
often made was that medication would help them at
school:

“T don’t think no one bhas a choice cos like they can’t just say,
‘no, I don’t want to have tablets, no that’s it, they can’t just

g0 and say that, they’ve got to have them to help you know, 1
have got to have them to help me at school” (66, p. 212).

Some described pressure from parents as an
“unspoken ultimatum” between agreeing to take the
medication or continuing to get into trouble and thus
cause stress for their parents (66). Moreover, the
parents and physicians were the main decision-
makers who decided that young people should
continue medication despite negative side effects: “I
was too drowsy, with loss of appetite; I felt like I was
in a dream. I told my parents, and they said it was a
pill that helped; I just had to get used to it” (62, p.
44). This was confirmed in analyses of video
recordings of medical trial consultations with
children or adolescents with ADHD, parents, and
physicians, which revealed a process in which the
parents made decisions in partnership with the
physician regarding medication, in spite of dis-
agreement from the child or adolescent (65). These
consultations show how the parents, not the young
people, were treated as the primary decision-makers
regarding the latter’s medication (65): “Clinicians
initiated medication discussions with parents or
delivered the treatment recommendation to parents,
thereby treating parents as the primary decision-
makers” (65, p. 75).

Struggling to be heard

Young people reported the experience of not being
listened to and that their experiences were not
acknowledged or understood by clinicians or their
parents. They described their “struggle to be heard”
about their negative experiences associated with
medication (62). They shared that they tried to speak
out clearly and loudly but were not listened to by
either parents or physicians (62):
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“I don’t think [my doctor] really cares at all about what I'm
saying. He makes decisions anyway. If 1 tell him I really
don’t want to be on medicine, he says, “Well, you are gonna
stay on it becanse you need to stay on it”” (63, p. 15).

The experience of young people struggling to be
heard during consultations with parents and
physicians is also visible in the video recordings of
medical consultations involving children and adole-
scents, parents, and physicians (65). These record-
ings show how physicians favor the parents’ voice in
medical decisions at the expense of the child’s voice
most of the time, and how the children’s rejections
are not considered. Often, the clinician sought the
young person’s perspective on treatment after it had
already been agreed to by the parent (65).

Doc: The one thing I would like to do thongh is try a
higher dose, just to make sure we are not missing if she’s
gonna do better at a higher dose. Would you guys wanna
try that? Trying the twenty seven?

Child: No.

Child: Yes?

Doc: heb heb heb

Child: No yes, mom.

Child: No?

Doc: [shifts gaze to mom]

Monz: hub hub hub

Doc: heb heb

Doc: Well, I...the reason I wounld wanna try it is just to see.
So, we wonld try the twenty-seven and you say...if the
teacher says wow she’s doing so much better even... and
there’s not any side effects; then we say okay maybe we
should try this dose. ‘Cause um if you're saying no: there’s
not improvement and there’s more side effects? We wonld go
back down. To the other one. We wonld know in a couple
of days.

Doc: I think that would be the smart thing to try.

Mom: Okay

(65, p. 82).

The child’s initial rejection response in this sequence
was not taken seriously but rather treated as laugh-
able and unserious; the child’s contribution was
minimized compared to that of the mother, from
whom the doctor sought acceptance to raise the
dose. This behavior by the physician and the parent
seems to negatively influence the child’s further
responses in communication: “Upon no uptake of
the child’s rejection, the child backs down, modifying
her initial rejection that was delivered with conviction
to a tentatively produced (i.e., rising intoned)
acceptance” (65, p. 83). In the papers included in our
scoping review, it seems that medication is often
continued despite the vocal protests of young people
(62,63). Nevertheless, the papers also pointed out
that children and adolescents seemed to be content
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with their level of involvement (63) and that “they
felt they had been listened to and had had some
choice” (66, p. 212).

Growing into active decision-makers.

As children grew older, they became more involved
in discussions and decision-making regarding their
medications. Evolving from external observers or
silent bystanders to more active participants in the
medication process, they assumed increasing auto-
nomy over medication-related decisions and manage-
ment (63). To this end, adolescents described an
involvement in discussions and decision-making with
their parents and doctors that increased over time

(63).

Putting medication on hold

Often, this transition to taking on more responsibility
led to the covert disposal of medication or to trials
on and off medication before the eventually decision
to quit taking the medication (62, 63): “When the
control over him was slacker, the withdrawal process
was gradual: First, he changed to selective use and
then stopped completely” (62, p. 44). When the
pressure from parents and teachers decreased and
young people were able to act on their own wishes,
they often chose to stop taking medication (62).

Discussion

By focusing on the perspectives of young people
with ADHD with respect to user participation, this
study offers new insights into potential barriers to
their involvement in their own treatment. The results
identified challenges that include feeling sidelined in
interactions with healthcare providers from the start,
lacking sufficient information, and facing com-
municative biases—especially in medication discus-
sions, where parents are expected to have the final
say. Such factors not only hinder meaningful
participation but also foster a sense of powerlessness
among young people. The findings also confirmed
that research on user participation by young people
with ADHD is limited and rarely incorporates the
young people’s perspectives: only five studies
addressed user participation involving children and
adolescents, most of which were related to testing
ADHD medications. In addition, we identified a gap
in the research literature, as the majority of work
targeted parents’ or clinicians’ perspectives in inter-
ventions developed to improve shared decision-
making involving young people with ADHD (67—
78). These articles were excluded from our review
based on our inclusion and exclusion criteria. This
tendency to target parents—not children or
adolescents—is also observable in pediatrics (50) and
in recent studies on child and adolescent mental
health outside of ADHD (52,54,79-81).



Struggling to be heard

Nevertheless, the findings from our study
underscore the importance of prioritizing the
perspectives of children and adolescents in these
processes, highlighting how a perceived lack of
involvement can be experienced as burdensome by
young people; they reported being sidelined, not
receiving any information, having no choice, and not
being heard. All these expetiences are important to
address in pursuit of improving user participation
among young people. Our findings resonate with
previous similar findings: the systematic review by
Viksveen et al. (36) and the clinical studies by
Bjonness et al. (51) and Adnanes and Steihaug (82)
demonstrate how adolescents with mental health
issues in general may not feel heard or may feel that
they are excluded from meetings, not asked for their
opinions, pushed into treatment that they did not
initiate or control, or labeled with a diagnosis.
However, none of these studies referred to ADHD
specifically, merely addressing mental health issues
among young people in general.

The finding that children and adolescents with
ADHD lack information about their diagnosis and
the treatment possibilities specifically meant for them
may represent an important barrier to their par-
ticipation and shared decision-making. This finding
indicates a violation of existing recommendations
and clinical guidelines, which emphasize a carefully
planned feedback process after ADHD assessment
and targeted psychoeducation as the first-line
treatment intervention (8,9). At the same time, the
literature also reveals a lack of studies on psycho-
education programs meant for young people (83,84).

The finding of young people feeling trapped in
medication describes how they are not often heard in
the adolescent—parent—clinician interaction. This is in
line with Coyne and Harder (47), who—based on
previous research—argue that in such a “three-way
relationship”, the young person is often handled in
an exclusionary manner that does not promote their
opportunity for self-determination (47, p. 314). This
is confirmed in our study, which shows how the
communication related to participation processes
may be too pootly organized for young people to be
able to participate. Our findings also illuminate how
such processes may unfold. In particular, the
situation that occurs during a drug trial with central
stimulants is a unique setting: here, the child or
adolescent, together with their parents and clinicians,
must jointly determine whether the dose should be
increased or decreased and whether the medication
should be replaced or discontinued. This decision is
not based on blood tests or other objective standards
but on the child’s experience of change, possible
improvement, or side effects, along with others’
observations and objective assessments of the child.
Few studies have illuminated this perspective on
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communication, although Pillen et al. (85) attempted
to highlight such interactions in a study on how
creating a space for opinion-sharing and collabo-
ration in the adolescent—parent—clinician triad may
be crucial to participation and shared decision-
making. The Medication Integration Protocol as
described by Hogue et al. (86), may also represent a
fruitful framework for such collaboration.

Our last finding concerns growing into an active
decision-maker. This finding elucidates how adole-
scents, who experienced having little influence on
their situations as children, attain more autonomy
and decide more for themselves as they grow older—
not necessarily by taking additional responsibility for
their treatment but rather by distancing themselves
from the diagnosis, discontinuing their medication,
and quitting treatment. In ADHD cases, the occur-
rence of a transition gap (87)—characterized by dis-
continuity between CAMHS and adult mental health
services (AMHS)—represents a professional concern
around follow-up with young patients with ADHD
(12,88-90). Studies have discussed organizational
challenges (12,89) and clinical factors (13,87,91) in
relation to this problem. According to Buitelaar (87),
a key factor in preventing a transition gap is to ensure
that “adolescents become to feel responsible and
take responsibility for dealing with ADHD” (87, p.
450). In a study on willingness to use ADHD
treatments, Bussing et al. (92) found significant
discrepancies between teenagers and adults (i.e.,
parents, healthcare professionals, and teachers) in the
willingness to use psychosocial and pharmacological
interventions. They stressed the need to develop
better “treatment engagement practices” for adole-
scents with ADHD (92, p. 1), because “un-expressed
adult—adolescent discrepancies in treatment willing-
ness may contribute to adolescent treatment drop-
out” (92, p. 10). Although these authors do not refer
to the concept of user participation, they highlight
the importance of more actively engaging and
communicating with adolescents in clinical en-
counters to prevent their dropout. This leads to an
important question regarding the challenges of
transitioning to AMHS: Can strategies and inter-
ventions that integrate young people’s voices in their
ADHD treatment planning prior to the transition—
such as tailored psychoeducation programs,
structured participation frameworks, or clinician
training on adolescent-centered communication—
benefit the management of up-coming changes?

Integrating young people’s voices in both treat-
ment and research is essential, not only to understand
how they can actively participate in their own care
but also to identify effective support and health-
promoting measures. This is particularly important
for those with neurodevelopmental conditions (like
ADHD, autism, and Tourette’s syndrome) who, in



Struggling to be heard

line with the understanding of neurodiversity, do not
have curative treatments (19,20). Instead, such care
focuses on creating supportive environments that
foster their well-being, coping, and active par-
ticipation in their own lives (20). The findings of this
study emphasize the importance of ensuring that
young people with ADHD are included, propetly
informed, and heard—insights that may be equally
relevant for children and adolescents with other
neurodevelopmental conditions (93,94). Moreover,
the study highlights the need to involve these young
people in research—for instance, as part of par-
ticipatory action research—so as to enhance its
relevance and practical impact (21,95). Participatory
research in child and adolescent psychiatry has
gained increasing attention in recent years and is now
increasingly recognized as enhancing the relevance of
human research more broadly (96).
Recommendations for future research and
clinical practice

By focusing on young people’s perspectives concer-
ning user participation, this study offers new insights
into potential barriers to their involvement in their
ADHD treatment. We identified a knowledge gap
regarding user participation and shared decision-
making among children and adolescents with
ADHD, and we found that young people were
underrepresented as research informants. Therefore,
there is a need for future research that uses par-
ticipatory research methods involving children and
adolescents in investigations of how to better
facilitate the participation and shared decision-
making of young people with ADHD in CAMHS,
not only regarding medication, but also in diagnostic
assessment and negotiations about school accom-
modations and possible lifestyle changes. An
interesting research question may also be whether
user participation among young people with ADHD
varies across treatments settings; like primary care or
community pediatrics versus CAMHS?

Furthermore, to gain better knowledge on the
position of young people and on how they can be
better included and supported during decision-
making processes, we argue that there is a need for
more targeted studies examining the specific setting
and processes that unfold within the three-way
relationship between patients, parents, and clinicians
in a medication trial.

Research on the effectiveness of user participation
by young people with ADHD must also answer a
range of questions, such as: How might better
participation frameworks mitigate treatment dropout
rates? Could participatory approaches reduce the
transition gap to AMHS? Will they enhance young
patients’ sense of responsibility for their health and
empower them? Alternatively, would this result in
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unfortunate decisions
sponsibility on them?
User participation and shared decision-making
involving young people with ADHD should be
promoted in clinical practice. There is a need for a
better clinical understanding of what may be
involved in user participation by children and
adolescents with ADHD in the interaction between
children, adolescents, parents, caregivers, and
therapists; how young people can involve themselves
in these processes; what children and adolescents
think of cooperating with their parents and clinicians;
and how clinicians facilitate participation-friendly
communication when meeting young patients.

and place excessive te-

Limitations and strengths of the study

The selections of databases and of search terms may
have influenced the scope of the findings. Although
our literature search was conducted using five major
databases, it was not exhaustive, which may be a
limitation. It might have been beneficial to include
additional databases, such as Web of Science and
SocINDEX, which may contain relevant papers for
our assessment.

A strength of our study is that systematic searches
were conducted in collaboration with an experienced
librarian and using major databases. Titles and
abstracts were thoroughly and systematically screen-
ed by two authors, and full-text studies were screened
by three authors. Reference lists were screened to
ensure that relevant studies were not overlooked.

The inclusion of studies in English, German, and
Scandinavian languages was another strength,
especially considering the growing focus on user
participation in mental healthcare in Scandinavian
countries.

Conclusion

This scoping review reveals how children and
adolescents with ADHD often feel deprived of
agency in their interactions with healthcare services.
Many reports receiving little information about their
condition and treatment, with limited opportunities
to participate in decision-making. They also desctibe
experiences of lacking choice regarding treatment
and not being adequately heard. While existing
research has explored the involvement of parents and
clinicians in clinical decisions, studies focusing on
young people’s direct engagement in their own care
remain scarce. The findings highlight a critical gap in
the literature, revealing the need for greater emphasis
on user participation by children and adolescents in
ADHD treatment. Future research should explore
participatory approaches that actively involve young
people with ADHD in healthcare decisions and that
consider strategies promoting shared decision-
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making between patients, families, and healthcare
providets.
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