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Abstract

Purpose Patient-reported experiences are a key source of information on quality in mental health care. Most patient
experience surveys are limited to assessments from adults, including those conducted by parents or proxies on behalf
of others. The aim of this study was to produce findings to inform development of modules on patient and parent
experiences with medication in outpatient CAMHS in Norway, for use in previously validated instruments applied in
national surveys.

Patients and methods We developed survey questions based on a systematic literature review, expert-group
consultations, interviews with adolescents and parents, and pretesting of the modules in a pilot study. This study
included adolescents aged 12-17 years and parents with experiences from outpatient CAMHS and we present
findings from semi-structured interviews.

Results Adolescents with ADHD emphasized the following aspects as important concerning medication use in
CAMHS: positive effects of medication like better function and concentration in school and change of behaviour. They
also stressed the importance of side effects such as eating problems, nausea, loss of appetite, insomnia, and changes
in thoughts and feelings. In addition, adolescents highlighted the significance of aspects as support in daily routines
for taking medications, while parents highlighted needs for a professional follow-up care. Parents emphasized

aspects regarding their children’s medication included both positive effects and change in behaviour, as well as their
identification of negative side effects.

Conclusion Our findings from semi-structured interviews identified important aspects reported by both patients
and parents on functions, side effects and follow-up care related to medication. The results indicated that both
groups emphasized corresponding aspects of what was important regarding medication. However, when it came to
follow-up care, the two groups highlighted distinct aspects, indicating differing priorities or concerns in this area.
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Introduction

Patient-reported experiences are a core part of quality in
healthcare. In Norway, patient-reported experiences are
included in the national quality indicator system. The
Norwegian Institute of Public Health (NIPH) along with
its predecessors, has developed patient experience sur-
veys and instruments for measuring experiences of vari-
ous patient groups using standardized methods. These
methods include literature reviews, expert group discus-
sions, qualitative and cognitive interviews with patients,
and pilot testing of questionnaires [1-4].

In the Child and Adolescents Mental Health Services
(CAMHS) patients receive specialist consultations for
the assessment and treatment of emotional, behavioural,
or mental health difficulties. This includes initiation and
adjustment of medication. NIPH has previously devel-
oped questionnaires to assess the experiences of both
parents and patients with CAMHS. Recently, the Nor-
wegian Directorate of Health commissioned that the
CAMHS surveys should also include questions about
experiences with the use of medication. These modules
are planned to be integrated into previously validated
questionnaires for use in national surveys in Norway
[5-7].

To our knowledge, there are few national surveys on the
experiences of adolescents and parents with medications
in CAMHS. We conducted a systematic literature search
to identify studies related to experiences with the use of
medications in the mental health care services. We found
a substantial body of research on adult’s experiences on
medications, surveys, and instrument validations [8—12].
However, validated instruments were assessed, but not
included in our survey questions [13—-23].

Research have shown that the medical treatment of
mental health problems among young people is a subject
of controversy, involving concerns about increased use,
side effects, long-term treatment and the oft-label use of
medications primarily tested on adults [24]. Addition-
ally, we found little published evidence regarding which
aspects are important to adolescents. Therefore, there
is a need to fill this knowledge gap. Research indicates a
complex experience that encompassed both benefits and
side effects reported by the participants [24—28]. Barri-
ers to medication use included lack of information and
autonomy for adolescents, while support from family and
friends were facilitators for helping find the right medica-
tion and with least possible side effects [29-31].

Young people who were committed to taking medica-
tions had experiences that included perceiving medi-
cations as a desirable choice for treatment, finding
medications helpful, and having no concern about side

effects [32]. In addition, young people with less commit-
ment to medication had experience that included feelings
of being coerced into taking medications and concerns
about side effects, perceived stigma associated with it,
and worries about short and long-terms side effects [32].

Studies have identified important aspects of experi-
ences with medications from the perspective of patients
related to psychological reactions, adverse outcomes,
adherence, and follow-up care, and how these aspects
may interact. Researchers explored changes in mood,
after experiencing adverse outcomes with medication
[17, 28]. In a study of prescription stimulant medication,
which tracked experience from childhood to adolescents:
participants reported a history of taking medication,
adherence to medications. In other studies researchers
have explored aspects of recovery, adherence, and accep-
tance to transition to follow-up care [14, 33-35]. This
involved a trade-off that encompassed perceived effects,
side effects and benefits of the prescribed medications
[26]. This multidimensional experience of medications
profoundly shapes patients’ lives.

Researchers have examined how adolescents experi-
ence the effects of psychotropic drugs and how access
to professional support and follow-up care impact their
social lives [24, 30]. These studies have identified facilita-
tors for accessibility and acceptability, such as psychiatric
openness to client’s perspective, availability of services
outside office hours, and support from mental health
care providers [29, 36].

We found a limited number of studies that examine
which aspects of the experience are important from both
perspective of patients and parents on medications [37—
39]. Patient perspectives offers qualitative insights into
which aspects are perceived as significant and can pro-
vide valuable insights into how they perceive medication
use. The aim of this study was to generate and validate
findings to inform the development of survey questions
modules focusing on the experiences of patients aged
12-15 years and parent regarding medication use in out-
patient CAMHS.

Methods

NIPH launched the development of two modules of sur-
vey questions related to experiences with medication
in CAMHS. We drafted these modules after reviewing
free-text comments from a national survey among par-
ents in CAMHS 2018 [40], a literature review, and meet-
ings with a reference group. Separate drafts were created
for adolescents’ and their parents. The semi-structured
interviews, conducted with both patients and parents,
were divided into two parts. The first part involved a
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Table 1 Survey questions for patients

We tested the following questions in cognitive interviews:
1.Were you taking medication as part of your treatment in CAMHS?
2.What type of medications were you taking?

3.Were you involved in the decision about start taking medication?
4.Did you receive clear information about why you were taking
medication?

5.Did you receive adequate information from your counsellor about
how to take your medications?

6.Did your therapist explain how your medications worked?

7. Were you informed about possible side effects of the medications,
such as feeling nauseous, dizzy, tired, or lethargic?

8.Did you generally follow the advice of your practitioner on how to
take your medications?

9.Did you feel that your therapist listened to your concerns and ques-
tions about the medications you were taking?

10.0verall, did you receive the necessary support and information
regarding your medications?

Overall, did you believe that the medications were helpful in your
treatment?

Table 2 Survey questions for parents
We tested the following questions in cognitive interviews:

1.Did your child receive medications as part of the treatment at the
CAMHS?

2.What medications did your child use as part of their treatment at the
outpatient clinic?

3.Did you get involved in deciding whether your child should start
taking medication?

4.Did you find that the outpatient clinic cooperated well with your GP
on the medication?

5.Did you find that it took a long time for treatment with medication to
start?

6.Did you receive satisfactory information about the use and side ef-
fects of medications that your child was taking?

7Were you taken on advice in the medication for the child?

8.Did you follow the advice from the outpatient clinic on how to take
the medication?

9.Who had the main responsibility for follow- up the medication?
10.Allin all, were you satisfied with how the outpatient clinic followed
up the medication of your child?

11.0verall, what benefits has the child had from treatment with
medication?

pre-determined set of open questions, allowing the inter-
viewer to follow-up on themes or responses. The sec-
ond part, a cognitive interview, enabled informants to
vocalize their thoughts regarding survey questions and
response categories (see Tables 1 and 2). We used Chat-
GPT 3.0 for feedback on style, spelling and grammar.

Participants

The participants included adolescents with Attention-
deficit/hyperactivity disorder (ADHD) and parents with
experiences from different outpatient clinics in CAMHS.
We opted to include approximately 12 to 15 participants
in each group for the interviews, following the recom-
mendations of previous studies. The inclusion criteria
for adolescents were prior experiences with medication
as part of their treatment in CAMHS and sampling of
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age, gender, and duration of treatment. By including par-
ticipants with diverse backgrounds, we aimed to better
represent the broader population and ensure that our
findings are more valid. All participants received written
and verbal information about voluntarily participation.
Parent's provided consent for their children participation
in the interviews.

Data collection

Data were collected through semi-structured interviews
conducted between June and August 2021. The inter-
view-guides (see Additional file 1 and 2) were pre-tested,
and these interviews are not included in our analysis of
data. We pilot-tested the procedure for conducting digi-
tal interviews [41].

Due to the constraints posed by Covid-19, along with
limited time and resources, conducting physical inter-
views at outpatient clinics was not feasible. We recruited
participants from voluntarily organizations, specifi-
cally ADHD Norway and Mental Health Carers Norway
(LPP). Our sample consisted therefore of adolescent with
ADHD, which reflect the specific focus of our study.
Our digital interviewing approach was restricted to no
recording possibilities. Consequently, our data primar-
ily relied on the researchers’ field notes rather than full-
transcribed interviews. Field notes were made during the
interviews, as small, keyword-based notes. More com-
prehensive notes were written immediately after inter-
views [42, 43].

Two researchers conducted the interviews, with open-
ended questions to explore participants experiences
regarding the use of medications: “Can you tell us about
what it is like for you to take medications?” We wanted
to identify what informants immediately emphasized,
as important aspects and if these correspond with our
survey questions. We explored both positive and nega-
tive experiences with taking medications. We asked how
participants had experienced consultations from the
CAMHS regarding medications. The cognitive inter-
views aimed to explore the informants’ assessments of
the survey questions. During the cognitive interviews,
we presented the draft questionnaire and solicited feed-
back regarding their perceptions of survey questions and
response categories (results not presented here).

Data analysis

We conducted data analysis using a qualitative content
analysis approach [44—46]. Our data coding process fol-
lowed several stages: (1) Decontextualization (2) Recon-
textualization, (3) Categorization and (4) Compilation
[45]. Two researchers independently coded the data in
NVivo. The content analysis involved developing a coding
system with main categories and subcategories. We used
Graneheim and Lundman's method, focusing on the
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Table 3 Patients'experiences related to medications in CAMHS

Main themes Subthemes Quotes (Gender: age)

Functionsand Perceived | believe the medication is effective,

behaviour change especially in the school. It func-
tioned as expected and resulted in
improved attention at school and
home.
I've noticed improved attention and
concentration in schoolwork. The
medication provides better control,
reduces overall body pain, and
enhances my ability to stay focus.

Moods I do like more attention from my
friends, and having more energy
(Female, 15 years)

Symptoms It's hard to fell asleep, when the
medications are not out of your
body (Male, 15 years)

Social | don't feel any difference, but others

relationship can tell it's a difference. (Female, 13
years)

Side-effects Appetite, nau-  The side-effects, well you know, it
sea, insomnia, was not easy, and | guess the other
change in classmates did wonder where | was
thoughts, and the two hours in the week (consul-
feelings tations with the CAMHS). (Female,

15 years)

The side-effects are heavy, and
sometimes | feel it's not worth it
(Male, 16 Years)

It was easy to have good conversa-
tions with the CAMHS, and espe-
cially the follow-up and finding the
right medication, dosage, and they
listen when | wanted a higher dos-
age. | now feel more concentrated
and like myself (Female, 15 years)

I struggle with anxiety and being
afraid. | learned some techniques
from the CAMHS how to cope

with anxiety, “Stop, feel and think”
(Female, 13 years)

The GPs is prescribing the medica-
tions now, so | don't need any
counselling from them anymore
(Male, 15 years)

I haven't been to the CAMHS lately,
but | find it easy to change medica-
tions (Male, 15 years)

To remember taking the medica-
tions, and to get reminders on the
phone (Male, 13 years)

Have very little contact now, felt it
was a frustration with what they
were doing, and did not find the
right medication and finally quitting
(Female, 16 years)

I always want to do the right thing,
butit's hard to say something about
quitting medications to the CAMHS,
and after some time coming back to
them (Female, 17 years)

Follow-up care Professional
support

Transition

Reminders

Compliance
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main stages of their approach to guide our analysis. How-
ever, we did not implement every stage in our study. Our
intention was to use their framework as a general guide
rather than strictly following the method in its entirety
[46]. Initially, interviews were thoroughly examined for
condensed themes, important aspects, and manifest and
latent content. This process helped us to summarize the
critical aspects that were most relevant for our infor-
mants. Codes were compared and similarities and dif-
ferences were identified and analysed. Preliminary codes
were discussed by the two researchers conducting the
interviews until consensus was reached.

Our analysis followed these steps: (1) Descriptions
of adolescents’ and parents’ experiences (2) Identifying
main categories and subcategories (3) Exploring similari-
ties and differences between the two groups. (4) Devel-
oping new concepts that emerged from our analysis of
the datasets. We will now describe the results from the
interviews.

Results
We conducted interviews with 13 patients who had expe-
riences with the CAMHS. Most of the patients were
between 12 and 16 years. Among the participants, there
were six girls and seven boys. Their duration of medica-
tion use varied: eight had been treated for 1-2 years, four
for 35 years, and one for more than 6 years. Most of our
participants were adolescents with ADHD. They reported
a range of medications use as stimulants, anxiolytics,
hypnotics, antidepressants, mood stabilisers, antipsy-
chotics and alimemazine (for sleep disturbance).
Additionally, we conducted interviews with ten moth-
ers and only two fathers.

Adolescents experience

Adolescents with ADHD experienced positive effects
of medication, such as improved function, behaviour
changes, and better concentration in school. However,
they also experienced side effects such as eating prob-
lems, nausea, insomnia, and changes in thoughts and
feelings. Many adolescents with ADHD reported dif-
ficulties in maintaining their medication routines and
expressed a need for assistance in remembering to take
medications. The main themes emerging from our data
analysis were aspects related to medication impacts on
functions and behaviour, perceived side effects, and ado-
lescents’ challenges with the follow-up of their daily med-
ication routine (see Table 3). We will now describe these
themes in more detail.

Most of the adolescents with ADHD reported sig-
nificant change and improvement in functions. They
reported better coping with everyday life, enhanced con-
centration in school and improved self-control. Some of
the effects of the medication were described as feeling
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more relaxed, less stressed, and less irritable, aggressive,
or restless. A few even reported receiving more atten-
tion from friends due to these changes. Some adolescents
used words like “feeling more normal’, but a few reported
a sense of losing their personality, stating: “I am more
myself without medication”.

Some patients reported positive experience such as
improved concentration, presence, self-control, a sense
of calmness, and perceived effectiveness on educational
achievement. They felt more engaged in school and when
spending time with friends. However, some individuals
mentioned changes in their thoughts and feeling, such as
feeling “flat’, or “numb’, being slower to respond to oth-
ers, and this reduced motivation to continue taking med-
ications. Many of the adolescents had mixed experiences
when it came to finding the right medications, including
type of medication and appropriate dosage. Other had
to make medication changes due to lack of effect, side-
effects, and no improvement in symptoms.

Some of the patients expressed a desire for better
information about how medications work and their
potential side-effects. Adolescents expressed significant
concerns about the adverse side effects of medical treat-
ment. The most mentioned side effects included loss of
appetite, nausea, insomnia, and a notable flattening of
mood. Additionally, participants reported side effects
such as stomach pain, feelings of feverishness, fatigue,
tics, breathing problems, depression, and even halluci-
nations. Adolescents with ADHD experienced a range of
symptoms, including stress, changes in energy levels, tics,
breathing problems, restlessness, diffuse pain, and altera-
tions in their mood (feelings and thoughts). Further-
more, participants discussed the consequences stemming
from these side effects. For instance, the loss of appetite
raises concerns about weight loss or an inability to gain
weight. Some individuals described the balance they had
to maintain between the treatment’s benefits and its sub-
stantial side effects.

While most of adolescents were generally satisfied with
the counselling and information, they received from the
CAMHS, there was a recognized need for ongoing care
and support from mental health services during the tran-
sition from CAMHs to general practitioners (GPs). Some
adolescents highlighted the challenges they faced in
adhering to prescribed medications and follow-up care;
their practical needs for help emphasized the importance
of reminders. Others reported the need for follow-up
care by GPs, and guidance on dosage and time-schedules
as important aspects.

Some stated that their need for counselling and help
decreased after receiving a diagnosis and being pre-
scribed medications from CAMHS. Additionally, a few
adolescents explained why they refused to take medica-
tions, citing reasons such as dislike for the medications,
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feeling better without them, psychological reactions
(adverse events), changes in their personality, difficulties
in stabilizing their disorders, sleep restrictions, fears of
relapse, and self-harm concerns.

Parents experience

Parents had both positive and negative experience with
their children’s medication use. The main theme that
emerged included behaviour and functioning changes,
and experiences with side effects. Parents also shared
their views on the professional support and follow-up
care provided by CAMHS, especially the transition from
CAMHs to the GPs. We will now describe these themes
in more detail (see Table 4).

The parents reported both positive and negative expe-
riences regarding the effects of medications on their chil-
dren’s functioning in school, as well as within the family
and with friends. They also discussed their child’s abil-
ity to cope with the medication’s effects during the day,
which could be disrupted with other medications given
for sleep disturbance.

Furthermore, parents described their adolescent's
experiences with the CAMHS in general terms, and
especially consultations which included clinical inter-
views, investigations, mapping, assessment, and diag-
nosis of mental health conditions. They also discussed
experiences with challenges their child faced in manag-
ing both getting diagnosis and trying out medications.
Additionally, they expressed their experiences with find-
ing the right medication, the prescriptions of medica-
tions following diagnostics, the trial-and-error method
with various types of medications, and how adolescents
responded to medication in the short- and long-term.

Parents reported side effects experienced by their chil-
dren, including decreased appetite, as well as perceived
psychological reactions and changes in mood, thoughts
and emotions attributed to specific medication. They
expressed a need for more information from CAMHS
about the possibility of side effects of medications. Expe-
riences varied, ranging from heavy side effects to medica-
tions not working at all.

Parents suggested a yearly follow-up by a child psy-
chiatrist, including updated assessment of medications
(medical check-ups) and specialist consultations regard-
ing prescribed medications. Others expressed a desire
for more extended follow-up care within CAMHS, while
some appreciated CAMHS’ transparency in acknowledg-
ing the trial-and-error method of finding the right medi-
cation. Additionally, some parents felt it was necessary to
get a new psychiatric assessment and diagnosis of men-
tal health conditions, especially due to changes in mood
or psychological development during adolescence. Fur-
thermore, parents also highlighted the need for a seam-
less transition from CAMHS to GPs and clarified the
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Table 4 Parents experiences related to medications in CAMHS

Main themes Subthemes

Quotes

Functions and Perceived change

behaviour

Side-effects

Follow-up
care

Improvement

Loss of appetite.

Symptoms

Social relationship

Mood changes

Adherence/compliance

Professional support

Transition

Getting medication

has improved everyday
school life, even though
it doesn't provide the
same benefit in the
evening.

He was prescribed medi-
cation, and it helped with
anxiety, concentration,
and overall presence.
Medication was effective
in treating unrest.

Side-effects was heavy
and the child was
frustrated.

He had good friends and
functioned well at school
but collapsed. Medica-
tions change and make
a difference in motor
restlessness”.

You are a little bit lost,
with trips with your
friends and sleeping
over. Medications had

to be organized by

their parents also in the
weekends. It's important
to take them regular and
not too late.

In high periods medica-
tions make her relax and
sleep, but it was harder
with depression and with

no effects of medications.

She had to many side-
effects and dropped out,
she had muscle pain, and
feeling less creative, slow,
and tired.

CAMHS have the profes-
sional competence but
should talk more to the
child about the psycho-
logical reactions of the
medications.

The challenge is that
parents had to follow-up
after treatment and
transferred to GPs which
lack the knowledge of
medication that CAMHS
have.

Specialist competence is
useful, it's an experi-
ment with trial and error,
and I am satisfied with
the openness from the
CAMHS regarding this.
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responsibility of follow-up of prescribed medications.
One important aspect was clarifying responsibilities for
medication follow-up and access to other health services.

One significant area of divergence pertained to par-
ents’ apprehension regarding the long-term implications
of medication and the necessity for ongoing care. They
expressed concerns about the lasting effects on their
adolescents and advocated for improved access to pro-
fessional follow-up care. Conversely, adolescents were
more concerned about the practical aspects of medica-
tion management. They were interested in strategies for
adhering to medication routines, establishing proper
time schedules, and receiving reminders. For them, long-
term follow-up care was less of an important aspect of
medication use.

Discussion

The aim of this study was to explore which aspects
of experiences are important from the perspective
of patient’s and parents related to medication use in
CAMHS. We identified important aspects reported by
both groups related to functions, side effects and follow-
up care, and we will now discuss our findings, and how
these aspects are important in survey questions and
could be applied in national surveys.

The trade-off are comparable with findings from other
studies that have found patients weighting positive
effects, such as better functions, symptoms management
and health improvement, against negative side effects,
lack of perceived effects, and personal aspects related to
medications [26, 38]. As a result, some of them refused to
take the prescribed medications, viewing the side effects
as a too high a price to pay. “Is it worth it?” reflects the
process of trading off the benefits of the prescribed medi-
cations against the heavy burden of side effects.

In McMillan’s (2020) narrative review of young peo-
ple’s experiences with mental health medications, a wide
range of both negative and positive encounters were
reported, which had the potential to influence medica-
tion acceptance. Challenges included a lack of autonomy,
and the influence of family members, alongside consid-
erations of medication benefit and side effects. Addi-
tionally, factors such as routines, medication adherence
[47-49], perceived burden and responsibility, as well as
the use of non-medication therapies, played significant
roles. Our study has found similar findings.

Why adolescents refuse to take their medications may
be related to a complex interplay of different social fac-
tors, including family dynamics [50], peer influences,
and perspectives on health care policies. Our current
research has emphasized patients views of significant
impact of social life family, parents, and friends on how
adolescents perceive changes in mood and behaviour, as
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well as how medications impact daily mood fluctuations,
symptoms, mental health conditions and well-being.

The utilization of a triangulation in qualitative meth-
ods with data from two groups, offered a more compre-
hensive understanding [25, 51]. Parents played a crucial
role in validating their adolescents’ experiences, shedding
light on aspects including functionality, benefits, and
potential side effects, which were confirmed by them.

Strengths and limitations

A potential source of bias in this study was related to
our participants and selection biases. Most of the par-
ticipants were recruited through a national organisation
for ADHD-patients. These participants were assumed to
have a higher rate of medication use compared to young
people with mental illness in general [52].To reduce
bias in our sample, we used purposive sampling meth-
ods, including factors like age, gender, and duration of
treatment. Another limitation was the overrepresenta-
tion of mothers among the parents, while fathers were
underrepresented.

One methodological limitation of our digital interview-
ing approach was the absence of recording possibilities.
Consequently, our data primarily relied on the research-
ers’ field notes rather than full-transcribed interviews.
This limitation introduced possibility of biases, and infor-
mation loss.

A strength of our study was qualitative interviews con-
ducted with both adolescents and parents. This approach
provided a more comprehensive perspective, covering
a wide range of aspects such as their views on medica-
tion benefits, functions, side-effects, follow-up care and
strategies for coping with medication routines. Further-
more, these perspectives were enriched by the explora-
tion of differences and similarities between both groups.
Parents played a crucial role in validating adolescents’
experiences and contextualizing them within a broader
scope, including individual relationships and the per-
ceived impact on family, school, and health service’s
needs. Additionally, adolescents reported and validated
the significance of parent’s experiences with medication,
underscoring the importance of improved communica-
tion regarding information about medications and their
potential side effects.

Conclusion

The aim of this study was to generate and validate find-
ings to inform the development of modules on patients
aged 12-15 years and parent experiences regarding med-
ication use, and we incorporated survey questions about
information about medications, side-effects, and follow-
up care, which was important aspects reported by both
patients and parents.
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Interestingly, there were only minor differences
between the aspects reported by parents and adoles-
cents. Notably, parents emphasized the importance of
follow-up care after assessment. The results from this
current study hold implications for comprehending ado-
lescents’ perceptions of medication use, with important
aspects, but also validating important themes for survey
questions.

Furthermore, more research is essential to delve into
how adolescents’ ambivalence and mixed thoughts and
feelings about medications use influence their behaviour.
Such knowledge can prove crucial in understanding how
adolescents approach adherence to and compliance with
treatment.
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