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Strengths and limitations of this study

►► The interviewer had long clinical experience of as-
sessing and treating adolescents with neuropsychi-
atric disorders, which enhanced sensitivity to the 
phenomenon.

►► The reflective discussions and challenging of pre-
conceptions and interpretations within the research 
group increased validity.

►► The main limitation was the small sample, which 
hampered the variation of cultural backgrounds. A 
larger, more representative sample may have con-
tributed with greater depth to the descriptions.

►► Recall bias may have influenced the participants’ 
accounts about experiences prediagnosis.

Abstract
Objectives  To explore adolescents’ experiences of being 
diagnosed with Attention deficit hyperactivity disorder 
(ADHD).
Design  Qualitative interview study, using a 
phenomenological framework and analysis.
Setting  The children’s clinic of a specialised out-care 
hospital located in a multicultural area of a Swedish city.
Participants  13 adolescents, 7 boys and 6 girls between 
14 and 19 years old, who had been diagnosed with ADHD.
Results  The participants’ experience of being diagnosed 
with ADHD was interpreted as a process of understanding 
oneself as being different, for better or worse, like many 
others. The participants sought acceptance and a sense of 
normality, while developing an understanding of both the 
positive and the negative sides of their ADHD traits. These 
two sides of a coin were inter-related parts of themselves 
and were shared by many others, which increased their 
acceptance. Three themes described phases of the 
process: struggling with vulnerability, responding to a label 
and manoeuvring social life.
Conclusion  The results add to previous research, 
illuminating that the adolescents tried to make sense of 
both the uniqueness and the vulnerability of the ADHD 
diagnosis. The findings can be useful for healthcare 
professionals, in reflecting on the complexity of ADHD and 
on the adolescents’ expectations.

Introduction
Attention deficit hyperactivity disorder 
(ADHD) has a prevalence of 6%–11% in 
adolescents1–3 and is defined as a number 
of characteristics involving attention and 
concentration difficulties, hyperactivity and 
lack of impulse control.4 To qualify for a 
diagnosis, the difficulties need to be present 
before the age of 12, over a longer period of 
time and in at least two different contexts, 
causing significantly reduced function.4 Posi-
tive traits related to the condition, such as 
high energy levels, flexibility and creativity, 
are being increasingly highlighted in expert 
views of ADHD.5

ADHD impacts significantly on various 
situations in the adolescent’s life: at home, 
in school and with friends.6–10 Affected indi-
viduals often feel that they are less able to 
control their own actions and less capable of 
performing and socialising compared with 
their peers.7 8 The difficulties can lead to 
misunderstandings when the adolescent feels 
wrongly accused of something, or left out.10 
Emotional dysregulation is prevalent, and 
proposed to be a core feature in ADHD.11 
A reciprocal association between emotional 
regulation and attentional control has been 
suggested.12

Many adolescents with ADHD report 
feelings of low agency,13 victimisation and 
low health-related quality of life.14 While 
some studies suggest that adolescents with 
ADHD overestimate their competence 
compared with parent reports,15 16 others 
found that most adolescents with ADHD 
have an accurate and nuanced view of their 
functioning,17 18 suggesting that self-percep-
tion and functioning in ADHD is complex. 
Another viewpoint relate to psychological 
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compensation, where the adolescent’s problems are 
viewed as a mismatch between skills and environmental 
demands.19 Increasing effort, using other skills, or 
acquiring new skills, are ways to compensate, which can 
be adaptive or maladaptive.19

Adolescents with ADHD have different explanatory 
beliefs about the diagnosis: a personality trait, a phys-
ical disorder or a ‘minor issue’ in an otherwise ordinary 
life.20 Another study found that adolescents view ADHD 
as a disorder either related to performance, focusing on 
cognitive and educational achievements, or to conduct 
and social behaviour.21 22 From the parents’ perspective, 
the diagnosis can mean an impairment to achieving 
success, but it can also be a relief alleviating a sense of 
guilt.23 For adults diagnosed with ADHD, the diagnosis 
means both positive and negative traits, which are insepa-
rable from their personality.24

A recently suggested theoretical framework for under-
standing adolescents’ perceptions of ADHD is the 
Common Sense Model (CSM).25 26 The model assumes 
that individuals actively form common sense beliefs about 
their illness in order to understand and cope with health 
problems. In short, when a person encounters a diag-
nosis, they develop interrelated cognitive and emotional 
representations of the illness, which guide their coping 
strategies. The representations include perceptions on: 
identity, cause, timeline, consequences, control/cure, emotional 
responses (towards the illness) and coherence (how much 
individuals believe they understand their illness).27 In 
ADHD research, much attention has been paid to the 
control/cure dimension, including the effectiveness of 
interventions, whereas other aspects, such as the timeline, 
consequences and coherence, deserve more attention.26

The number of children and adolescents seeking 
psychiatric care is growing28 29 and many call for diagnostic 
assessments from healthcare.30 The conceptualisation of 
ADHD is evolving and there is a need to continue to illu-
minate young peoples’ viewpoints.31 Culturally and socio-
economically diverse groups need to be included, since 
experiences may differ depending on social context.23 
While previous research report experiences of ADHD-re-
lated behaviour and explanatory beliefs, there is a lack of 
studies addressing adolescents’ experiences of the diag-
nostic process and what this process means to them. This 
knowledge could increase professionals’ understanding 
about how to convey and educate about the diagnosis. 
Thus, the purpose of this study was to explore adoles-
cents’ experiences of being diagnosed with ADHD.

Methods
Methodology
This study commits to what it means to adolescents to be 
diagnosed with ADHD. To capture this experience as it 
presents itself in adolescents’ immediate, daily life—their 
life-world—a phenomenological approach inspired by 
Dahlberg et al.32–34 and Giorgi35 36 was chosen.

Phenomenological research is concerned with the 
taken for granted, lived experiences and to reflect on 
them with curiosity.32 35 This focus may elucidate unseen 
aspects of how these experiences appear and what they 
mean. Drawing on the works of Husserl37 and Merleau-
Ponty,38 the meaning sought for is neither something 
objective, that we ‘stumble on’,39 nor is it the pure product 
of the researcher’s interpretation. Rather, the research 
task commits to disclosing and clarify meaning as it is 
given.34 We were inspired by Dahlberg et al32 33 regarding 
the approach to objectivity, validity and generalisability.

Objectivity concerns the relation between the researcher 
and the phenomenon.33 Based on the life-world para-
digm, researchers cannot be detached from the research 
subject since they have a certain understanding, known 
from experience or through established knowledge. 
The researchers need to be aware of this involvement, 
taking measures to hold back, or ‘bridle’, their preunder-
standing of the phenomenon. This involves a scientific 
attitude characterised by careful self-reflection and open-
ness.32 33 At the start of this study, we outlined our views 
and experiences of the phenomenon. We used reflexive 
journals, which were documents to write down memos 
and reflections during the analysis to help questioning 
and developing the interpretation.

Validity in phenomenological research connects to its 
meaning-oriented focus.32 33 Thus, the researcher needs 
to know the difference between content and meaning 
in the participants’ narratives. Rather than reporting 
‘what’ the adolescents said, we attempted to describe 
the meaning of these experiences from the adolescents’ 
perspective.

While phenomenological accounts are from a limited 
number of subjects and might not be experienced by 
the entire population, the generated knowledge should 
be go beyond the individuals in the study.32 33 We sought 
for empirically grounded descriptions, relevant to other 
adolescents in a similar context, which would illuminate 
both wholeness and specific parts of the experiences.

Research team
IAF is a child psychologist with more than 20 years' clinical 
experience in assessing and treating children and adoles-
cents with ADHD, which would facilitate psychological 
sensitivity36 towards the phenomenon. VR is a psycholo-
gist/researcher experienced in qualitative research, but 
had not worked in clinical practice. LD has a background 
in mental health physiotherapy. She is a researcher 
and has conducted several qualitative studies based on 
phenomenological methodology. In this way, the research 
team provided different professional perspectives and 
expertise to the analysis in terms of clinical and method-
ological knowledge. The Standards for Reporting Quali-
tative Research guidelines were used.40

Study setting
The setting of this study was a specialised out-care hospital 
situated in the northeastern region of Gothenburg, the 
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Table 1  Interview guide to explore adolescents’ experiences of being diagnosed with attention-deficit hyperactivity disorder 
(ADHD)

Interview theme Example of questions

Before the diagnosis Can you tell me about an ordinary day before you received your ADHD diagnosis? How was it in 
school, at home, with your friends?

 �  What did you know about ADHD before you were diagnosed?

Assessment phase How come you were assessed?

 �  Who initiated the assessment?

 �  Tell me about the assessment, how was it for you?

Receiving the diagnosis How was it for you to receive the diagnosis? What did you feel? What did you think?

 �  Did you have concerns about the future, about what the diagnosis would mean? Do you have 
concerns about the future now?

 �  Did the diagnosis affect you in any way?

 �  Who did you tell about being diagnosed?

 �  What would you like to tell professionals who assess and diagnose children, what should they think 
about more?

Life after the diagnosis How is your life today: with your family, friends, school?
Has the diagnosis made any difference for you?

 �  What does the diagnosis mean to you?

 �  Anything you want to add to the interview?

second largest city in Sweden. This particular region, 
which has a population of roughly 100 000 inhabitants 
whereof around 50% are born outside Sweden41, is the 
hospital catchment area. In comparison with the county 
average, the prevalence of socio-economic disadvan-
tage and high-risk lifestyles among children and adoles-
cents are substantially higher and the inhabitants report 
high prevalence of physical and mental ill-health.42 The 
hospital aims to treat and prevent health problems in this 
area and to conduct research with the local inhabitants.

Participants
Inclusion criteria were: adolescents aged 13–19 years, 
diagnosed with ADHD and living in northeastern 
Gothenburg. Exclusion criteria were: not able to take part 
in a conversation in Swedish or having other established 
neuropsychiatric diagnoses.

Based on similar phenomenological studies, an esti-
mated sample of 10–15 participants would be needed 
to reach a stable, yet nuanced, thematic structure in the 
analysis that would not change considerably with addi-
tional interviews.32 43 To gain variation of experiences 
and, thus, richness of data, a purposive sample32 with 
regard to different ages, sex and cultural backgrounds 
was sought for.

Initially, four adolescents were recruited from the 
children’s clinic for the first interviews. Next, to reach 
a purposive sample, with a margin for non-responders, 
25 adolescents from the children’s clinic were selected 
from the clinic’s registry and invited to participate. They 
received an invitation letter, followed up by a telephone 
call by the first author, IAF. This contact also had the 
purpose of building trust for the dialogue strived for in 

the subsequent interview.44 Participants and IAF were not 
to have had any previous clinical encounters.

Where potential participants were younger than 15 years 
old, their legal guardian was contacted first, to ensure that 
they had understood the information about the study and 
that their guardian supported the participation.

Patient and public involvement
There was no predefined patient or public involvement.

Interviews
The initial four interviews, conducted by IAF, were of 
a piloting character to try out interview questions and 
to start reflecting on the phenomenon. In an iterative 
manner, as qualitative data collection is often progres-
sive,45 these interviews helped the interviewer gain 
insights and improve the subsequent interviews. A semi-
structured interview guide was designed (table  1) and 
used for the remaining interviews, also conducted by IAF. 
The guide was based on open questions, and follow-up 
questions were used to help the participants elaborate 
on their descriptions to obtain rich data.32 44 Examples of 
questions asked were ‘Can you tell me about an ordinary 
day before you received your ADHD diagnosis?’, ‘How 
come you were assessed?”, ‘How was it for you to receive 
the diagnosis?’

All interviews took place in treatment rooms of the chil-
dren’s clinic. The adolescents could choose to have their 
parent present during the interview, but none did. The 
interviews lasted between 25 and 71 min, median 47 min. 
They were audio-recorded and transcribed verbatim by 
IAF. Fictitious names, which were chosen by the partici-
pants themselves, were used to anonymise the transcripts.
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Analysis
The analysis followed the stepwise approach described 
by Giorgi35 36 and was conducted by IAF and LD. In step 
1, the textual data as a whole was read several times, 
to gain familiarity with the material and receive a first, 
general impression of the participants’ experiences. Both 
researchers worked independently in this step. In step 2, 
IAF read the transcripts closely and marked each tran-
sition of meaning that might have any relevance to the 
research subject. Following this identification of parts 
(coded as meaning units phrased as close as possible to 
the participants’ own words), step 3 involved grouping 
and transforming the meaning units into expressions that 
carry psychological value, close to the textual data. This 
phase was initially conducted by IAF, but later discussed 
and restructured on several occasions together with 
LD, with the authors trying out different variations and 
ways to capture the meaning of the participants’ experi-
ences.26 32 Table  2 illustrates examples of this reflective 
process. Next (step 4), a tentative structure was developed 
to present the essential meaning (the common thread 
in the descriptions, the character of the phenomenon) 
and its particular thematic parts. This phase, of grad-
ually refining the descriptions and use of quotations in 
the presentation, was a joint effort between the authors. 
Finally (step 5), the authors went back to the empirical 
data to compare the structure and presentation with the 
interviews as a whole. This phase also included rereading 
the interviews with the intention of exploring new aspects, 
and discussing with colleagues, thereby challenging and 
developing the interpretation.

Results
Of the 25 invited adolescents, 10 agreed to take part in the 
study. Reasons for non-participation were as follows: parents 
declining participation (n=3), the adolescent declining 
participation (n=3), other neuropsychiatric disorder 
reported by the parent (n=2), having moved from the area 
(n=4) and not reachable (n=3). One adolescent was later 
excluded when it became clear during the interview that he 
had severe psychiatric symptomatology that made it diffi-
cult to follow a conversation. Including the initial four from 
the pilot interviews, altogether 13 adolescents were inter-
viewed, see table 3 for characteristics. All included partic-
ipants were interviewed without the need for breaks or 
repeated interviews. However, one participant was fidgety 
and had some problems concentrating (had forgotten to 
take his medication), but wanted to continue the interview.

Phenomenological analysis
The participants’ experiences of being diagnosed with 
ADHD was interpreted as a gradually developed under-
standing rather than a moment of realisation. The central 
meaning of this process was labelled being different, for better 
or worse, like many others, and is elaborated below. Three 
themes described different phases in this process; strug-
gling with vulnerability (before the diagnosis); responding to 

a label (receiving the diagnosis); and manoeuvring social life 
(after the diagnosis). Fictitious names were used for the 
quotes included to illustrate meaning.

Being different, for better or worse, like many others
In the participants’ experiences, being diagnosed essen-
tially meant accommodating their differences in terms of 
ADHD-related traits. This meant seeing both the good and 
the bad of their condition as interrelated parts of themselves, 
like many others who shared these traits. Seeking accep-
tance and a sense of normality was important; however, the 
experience of differences compared with others remained. 
In their view, normality was related to self-respect and to 
identification with the ADHD population.

The participants tried to make sense, but also to make 
use, of their traits, which they both detested and yet came 
to like in what they called a ‘love and hate relationship.’ 
Being diagnosed with ADHD meant to recognise some 
traits as positive and even appreciate them as a gift, feeling 
special and unique compared with most people. Impulsivity 
and high energy caused restlessness in school, but facili-
tated endurance in some activities, such as sports. Intense 
emotions and expressiveness caused problems, but were 
also valued as inner richness, charisma and creativity. While 
developing an understanding of the complexity of ADHD 
and its commonness, the participants gained confidence 
and a sense of dignity. The diagnostic conceptualisation in 
itself was less significant, something they accepted with a 
shrug. The diagnosis was described as ‘just a piece of paper’ 
or ‘a bracelet you just wear’: it was the nuanced under-
standing of their traits that they were concerned with and 
that impacted on daily life.

Struggling with vulnerability
All participants described early, painful memories of 
being different and feeling frustrated and misunder-
stood, before being diagnosed. They described a chaotic 
daily life, with frequent rows with parents, friends and 
teachers. The outbursts felt unmanageable and shameful, 
but were also a way to let off steam:

I got so upset all the time. There was, like, irritation 
inside all the time. It felt great when I had an out-
burst, but at the same time it felt awful afterwards be-
cause I got so anxious, I couldn’t remember what I’d 
said, and it’s so hard when they get so sad, you know. 
(Anna)

At the same time, the participants liked being intense 
and energetic:

I had all this energy, I just can’t sit still. When I was 
younger, I used to jump around all day long. I had so 
much more energy than the others, you know. When 
it was Saturday, they just wanted to chill, sit inside 
and play videogames. But I was like, running out to 
play and swim and go fishing. So it’s a different thing. 
(Sebastian)
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Table 2  Example of the analysis resulting in the essence Being different, for better and worse, like many others

Interview extract Codes
Reflection on the meaning of 
extracts and codes Theme

Reflection on theme as part of the 
essence

There were lots of problems and 
fights in school. I cut classes and 
did everything I wasn’t supposed 
to.

Problems and fights. 
Doing things you’re not 
supposed to.

Feeling different and wrong. 
Trying to fit in but failing, leading 
to frustration and feelings of 
shame. A vulnerable position. 
Do these experiences of being 
different/vulnerable change in the 
process of being diagnosed, and 
if so, in what way?

Struggling with 
vulnerability

Being different used to mean feeling 
odd. When understanding more 
about the pros and cons—how the 
differences can be useful in life—they 
start to accept differences more 
although difficulties need to be dealt 
with.

It was hard to realise that 
everybody else could concentrate 
and that I couldn’t, and then it kind 
of struck me, all these thoughts: 
why can’t I, what’s wrong, really?

Hard to realise that 
everybody else is 
capable. Doubting 
oneself.

To know what it is, not having to 
feel, like, What is this?, Why do I 
feel this way … why does it take 
me so long to complete stuff?, 
Why do I forget everything, where I 
put my stuff, why do I have trouble 
getting ready in the morning …? 
So you don’t have to wonder so 
much about these things.

Knowing why.
Reasons for difficulties.

Experiences of finding out a 
reason for being different, a 
name to put on the difficulties. 
By getting a name, it seems 
like something takes shape and 
can be grasped, rather than 
just vague frustration. It seems 
mainly positive? Enhances their 
understanding and hope.

Responding to a 
label

The label helps explaining traits and 
problems and can be a gateway to 
assistance and medication, but also 
has another, paradox meaning of 
being exposed and feeling secluded. 
The label builds expectations that are 
rarely met.

I was happy about getting 
answers. That I actually had 
something and that there was a 
possibility to be calm and all that.

Happy getting answers. 
Something definable.

it’s much better that I tell them 
so that they know I’ve got extra 
energy, rather than just going there 
and they will think I’m mentally ill.

Better to tell so people 
don’t get the wrong idea.

They try to integrate what they 
have learnt about ADHD into the 
social contexts they are in. They 
also seem to “learning by doing” 
what strategies they can use to 
improve social situations and 
relationships.

Manoeuvring social 
life

The increased understanding about 
oneself, applied in daily life, changes 
self-perception and makes it less 
shameful to have ADHD. It is a part of 
oneself, but also part of many others, 
adding a sense of commonness and 
perhaps even normality.

I feel like it’s easier for me to hang 
out with people with ADHD ’cause 
we share certain things. And I feel 
like … if there are two persons 
with ADHD, you either love or hate 
each other. It’s either too much 
or too little, you know, nobody’s 
perfect, and there’s a match 
’cause you have the same mood, 
the same behaviour, almost the 
same thoughts, you know … Yeah, 
I think that’s good.

Easier to be with others 
with ADHD.
Sharing traits.

It’s a love-hate relationship for me, 
I guess. You stick out from the 
rest and that makes you special. 
But it’s part of your personality, so 
it’s a part of you. Even if it’s hard, 
there are good sides to it, too.

Loves and hates ADHD.
Sticks out from the rest.
Part of oneself.

Reflections on the essence
They have ambivalent feelings—a love-hate relationship towards their diagnosis. They feel 
special, for good and bad. And it is part of who they are. Seems linked to their process of 
growing up and making sense of themselves—about identity? Developing this dual meaning of 
being special and coming to terms with it seems essential!
They develop self-acceptance and sense of self-worth, along with the process of being 
diagnosed. That others have to accept that it is part of who they are and they cannot, and do 
not want to, change too much. The diagnosis becomes gradually embodied and integrated into 
life, and seem less thought about.
It is not controversial or preoccupying daily life. It is just something you ‘have on’. Many others 
have it, it is like a brand. This attitude seems connected to that they learn to understand that 
so many share their traits. The metaphor of the bracelet connects to the dual meaning of being 
special, but it also suggests that ADHD is just there, not paying attention to it when absorbed in 
life’s events

You try to be proud of your ADHD 
so that you can live with it. It’s ok 
if you don’t like me, i have ADHD, 
I can be too much sometimes, 
kind of… Well it someone doesn’t 
like it that you have ADHD, it’s 
‘bye-bye’ to them, you know, 
because it [ADHD] is kind of a part 
of yourself.

Try to be proud. 
Accepting one’s traits.
Part of oneself.

…right now it’s like having 
a bracelet on, for me. Yeah, 
something ordinary that’s just 
there, something you just have. It’s 
not uncommon that people have 
ADHD now, I think.

Like having a bracelet. 
Something ordinary.

ADHD, attention deficit hyperactivity disorder.

I feel everything so strongly, it’s not just anger and 
sadness but it’s joy and love and all that, too. I think 
it [ADHD] kind of intensifies everything and that’s a 
good thing, too. (Anna)

The participants were aware of being considered diso-
bedient and problematic children and thought a lot 
about what was wrong with them. They described losing 
friendships and feeling excluded:

I felt like I … I didn’t belong. (Christian)
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Table 3  Characteristics of the included participants

Characteristics
Participants 
(n)=13

Sex

 � Female 6

 � Male 7

Age

 � Median=16 years

 � 14–16 years 7

 � 17–19 years 6

Age at ADHD diagnosis, years

 � Median=11 years

 � <6 (Preschool) 0

 � 6–9 (Primary school) 4

 � 10–12 (Middle school) 5

 � 13–15 (Secondary school) 4

Time since receiving the ADHD diagnosis

 � <1 year 1

 � 1–3 years 4

 � >3 years 8

Current ADHD medication 11

Born in Sweden 13

Cultural background

 � Swedish 9

 � Lebanese 1

 � Chilean 2

 � Not specified 1

ADHD, attention deficit hyperactivity disorder.

Some participants described being picked on, being 
called a ‘stupid DAMP kid’ (During the late 1990s and 
early 2000s in Sweden, the term Deficits in Attention, 
Motor control and Perception (DAMP) was commonly 
used to describe ADHD symptoms.46) for example. The 
participants’ knowledge of behaviour like their own came 
from ‘DAMP kids’ from their neighbourhood:

They were, like, the town’s fools, you know. Everyone 
accused them of being annoying kids who never got 
things right … so you only had that image that people 
with ADHD were a pain in the ass, really. (Anna)

With some exceptions, the participants said that the 
request for a diagnostic assessment had come from their 
parents. They suspected that the main reason behind 
the request for an assessment had been their social and 
emotional problems, rather than poor performance in 
school.

Responding to a label
This theme reflects the participants’ experiences of the 
assessment and when they received the diagnosis. Most 

participants described that the assessment was quite 
fun, but it went on for too long. They recalled details 
disturbing their concentration in the test situation, 
such as a ticking clock on the wall. One girl described 
her anger and fear of the assessment when the diagnosis 
was conveyed, whereas the other participants described 
mixed emotions: surprise, worry, a sense of handicap 
and also a sense of relief. They did not understand what 
ADHD meant at the time, despite information they were 
given by professionals. They felt confused about the diag-
nosis, which meant that they belonged to a group they 
themselves looked down on: now they were ‘one of them.’ 
At the same time, it was comforting to know that their 
problems could be named and explained:

To know what it is, not having to feel, like, What is 
this?, Why do I feel this way … why does it take me so 
long to complete stuff?, Why do I forget everything, 
where I put my stuff, why do I have trouble getting 
ready in the morning …? So you don’t have to won-
der so much about these things. (Ines)

I was happy about getting answers. That I actually had 
something and that there was a possibility to be calm 
and all that. (Ricco)

The label provided a name for their condition, which 
made it easier to explain their difficulties. The partic-
ipants described that the label ‘ADHD’ could mean 
different things, depending on the context. It could be 
used as a condescending stamp, but it was also a facilitator 
to professional help. With the diagnostic label as a door 
opener, the participants expected that their problems 
would be reduced or disappear. They hoped to finally 
calm down, to be able to focus and perform successfully:

My expectations were, like, I thought I would be the 
new Einstein as soon as I got medicine, but that didn’t 
really come true [laughter]! (Victoria)

Manoeuvring social life
This theme reflects the participants’ experiences of how 
the ADHD diagnosis affected their social life, after having 
received the diagnosis. Out of fear of being bullied, the 
participants were careful about whom to tell about their 
diagnosis:

I need to see if I can trust them. At first I didn’t want 
to tell about having ADHD. No, because you can get 
bullied. And you don’t want that so you got to trust 
people. (Elina)

Mainly, it was their teachers, best friend, or someone 
with similar problems that they confided in. One girl 
reported that when sharing with her best friend that she 
had ADHD, they had become closer. Parents, siblings, 
close friends and teachers could understand better and 
help to cope with difficult situations:

My two closest friends know [about the ADHD diag-
nosis] and they understand me better. I can tell them 



7Andersson Frondelius I, et al. BMJ Open 2019;9:e031570. doi:10.1136/bmjopen-2019-031570

Open access

how I feel and they can say, “No, that’s not how it is, 
you’ve got that wrong.” When I’m about to take deci-
sions too fast they make me reconsider. (Emma)

Another reason to tell others was the fear of being 
thought of as mentally ill. One boy said that even though 
he considered ADHD a handicap, he mentioned it to 
others so that they would not suspect any other, severe 
psychiatric disorders:

… ’cause it’s much better that I tell them so that they 
know I’ve got extra energy, rather than just going 
there and they will think I’m mentally ill. (Sebastian)

Most participants were offered medication and some 
kind of adjustment in school, although support varied. 
Individual strategies were developed together with 
parents, teachers and friends. For example, one partici-
pant and his teacher came up with the strategy of going 
for a short walk when his frustration built up too much 
in the classroom. Taking part in smaller study groups was 
another strategy. In contrast, one boy described feeling 
humiliated by the school’s policy to lock him out of 
the classroom when he had not taken his medication. 
Another participant described being called “dumb” by 
her teacher.

The participants often felt more comfortable with 
people who were like themselves:

I feel like it’s easier for me to hang out with people 
with ADHD ’cause we share certain things. And I feel 
like … if there are two persons with ADHD, you ei-
ther love or hate each other. It’s either too much or 
too little, you know, nobody’s perfect, and there’s a 
match ’cause you have the same mood, the same be-
haviour, almost the same thoughts, you know … Yeah, 
I think that’s good. (Emma)

For one participant, it first became clear what ADHD 
actually was when he studied together with other teen-
agers with ADHD. The participants looked up to older 
adolescents with ADHD or to celebrities who were open 
about ADHD. In this way, the diagnosis became a social 
attribute, increasing their sense of belonging.

My cousin, he’s got ADHD medication, too. I think 
he told me, “I’ve got ADHD, too,” and then I started 
to think that ADHD was cool, in a way. He was, like, 
18 at the time. (Sebastian)

Discussion
In this study, the adolescents’ experiences of being diag-
nosed with ADHD essentially meant a process towards 
understanding their traits as both ‘odd’ and ‘unique’, and 
realising how common their problems were. The adoles-
cents’ understanding increased when they developed 
personal strategies and made sense of the diagnosis in 
the everyday interaction with friends, family and teachers.

The results suggested a dual meaning of being diag-
nosed with ADHD, in line with previous research high-
lighting both negative and positive sides of ADHD.32 43 
Ghosh et al23 described adult experiences of ADHD as a 
‘double-edged sword’, where the negative sides had to 
be fixed. However, the adolescents in our study made no 
such claim. Rather, they described having to ‘deal with 
the bad and the good’; it was all linked together as part of 
who they were. Similarly, in a study on bipolar disorder,37 
participants portrayed their diagnosis as feeling gifted 
and simultaneously cursed, with the advantages of having 
the disorder inextricably linked to the difficulties. It 
may be useful for healthcare professionals to reflect on 
how their adolescent patients describe and integrate the 
positive and negative sides of their condition; how they 
learn to ‘deal with the bad and the good’. Professionals 
could discuss with the adolescent, and their family, how to 
make the best use of their perceived positive traits, while 
managing the vulnerability connected to their negative 
symptoms.

The results connect to several dimensions in the 
CSM.25 The developed self-understanding described in 
the essential meaning relates to the coherence, conse-
quence and time dimensions, proposed to need more 
attention in ADHD research.26 The findings illuminate 
both emotional and cognitive aspects, like the theme 
Responding to a label, which depicts the participants’ mixed 
and sometimes strong emotions, but also their desire 
for logical explanations. The coherence dimension was 
also seen under the theme Manoeuvring social life, where 
grasping the diagnosis was strongly influenced by experi-
ences in social interaction.

The adolescents in this study put substantial hope for 
change in being diagnosed. The diagnosis was expected 
to change their life, but their hope was not always fulfilled. 
Support in school, especially to have an adult who they 
felt seen by and trusted, was highly appreciated. However, 
not all were fortunate to have had positive experiences, in 
line with previous research.47–49 Based on the descriptions 
of painful disappointment regarding treatment effects 
and support, our results suggest that the adolescent’s 
expectations on the consequences of being diagnosed 
may need increased recognition by healthcare. Since the 
adolescents’ attitudes likely change, expectations could 
be reflected on at different time points: before the assess-
ment, when the diagnosis is conveyed, and at follow-up 
visits.

The participants were inspired and made sense of their 
diagnosis in social interaction with other adolescents with 
ADHD that they knew or had heard of. This finding may 
be explored in future research by studying experiences 
and effects of ‘peer-learning’, for example, inviting older 
adolescents with ADHD to tell their stories to newly diag-
nosed adolescents.

Several participants described being proud of their diag-
nosis; identifying with and admiring certain people with 
ADHD. This finding may reflect the adolescents’ desire 
to feel that they belong,50 but it may also reflect a change 
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in the public awareness of ADHD, supported by recent 
autobiographies and books illustrating the advantages of 
ADHD.51 52 In contrast, a recent review53 concludes that 
there is significant stigmatisation of adolescents and chil-
dren with ADHD, characterised by a reluctance to socially 
interact with them. In our results, illuminated by Sebas-
tian’s quote under the theme of Manoeuvring social life, the 
participants informed people about their ADHD in order 
to avoid the risk of being thought of as mentally ill. This 
suggests that ADHD can be less stigmatising than other 
psychiatric disorders, also found by Walker et al,54 who 
compared stigmas surrounding ADHD and depression. 
Future studies may explore whether, and how, public and 
self-stigmas in ADHD are changing.

Strengths and limitations
The interviewer’s long clinical experience with adoles-
cents enhanced sensitivity to the phenomenon36 and facil-
itated an atmosphere where the participants could share 
their experiences. This was supported by the fact that 
only one of the participants expressed restlessness during 
the interview. However, while a semistructured interview 
guide was employed to ensure open questions, the inter-
viewer’s practice and habit of assessing adolescents might 
have affected the way she used follow-up questions.

Another strength was the analytic discussions (exempli-
fied in table 2) and searching for descriptions that would 
challenge the tentative structure initially identified in the 
analysis.33 This way of critically looking at data is similar to 
the search for ‘negative cases’ in other types of qualitative 
research.55 Nonetheless, the impact of researcher subjec-
tivity cannot be ruled out. To enhance the reader’s ability 
to judge the interpretation, the researchers’ backgrounds 
were outlined.

The main limitation, potentially hampering trustwor-
thiness, was a number of concerns related to the sample. 
Although data provided sufficiently rich descriptions to 
develop and justify the results, a larger sample may have 
contributed to greater depth in the interpretation. We 
provided detailed reasons for non-participation, but a 
more thorough analysis of reasons for declining partic-
ipation would have been useful. Moreover, the sample 
was not sufficiently heterogeneous regarding cultural 
background. There were more female participants than 
expected considering that ADHD is two–three times more 
common in boys than in girls.1 The majority of the partic-
ipants had been diagnosed more than 3 years ago, which 
may have influenced their ability to recall the time before 
and at the assessment. Thus, the rather long time span 
to adjust to the diagnosis could have contributed to less 
reports of problems and vulnerability. Other sampling 
strategies are suggested for future studies to involve 
culturally diverse groups, for example by contacting local 
community organisations. Snowball sampling, where 
a participant is asked if they know someone else who 
might be suitable for the study, would be another option, 
supported by our finding that the adolescents frequently 
socialise with others with ADHD.
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