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ABSTRACT KEYWORDS

ADHD is a disability characterised by hyperactivity, impulsivity and ADHD; adolescents; identity
difficulties maintaining attention. Despite extensive research on formation; lived experience;
ADHD, the effects of existing treatments are moderate and incon- qualitative meta-synthesis;

sistent. Knowledge regarding children’s and adolescents’ everyday ~ dualitative research

experiences of Attention Deficit Hyperactivity Disorder (ADHD)
and their understanding of these experiences is valuable for the
further development of interventions. The aim of the following
study was to systematically search for and review qualitative
research on children’s and adolescents’ everyday experiences
and understanding of their ADHD, and to suggest an integrative
synthesis of the results. In total, 16 published and unpublished
qualitative studies on the subject were identified. The analysis
identified four categories: (1) experiences related to one’s body
and psychological abilities: lack of control, having difficulties, and
the biological determination of these experiences; (2) ambivalent
experiences related to one’s own psychological needs: a need to
adjust oneself and a need to be accepted as ‘who | am’; (3)
ambivalent experience related to social others: demands and
expectations are a problem, experiencing lack of belonging and
stigma, but also receiving help from close social others; and (4)
experiences related to the formation of personal identity. Erikson’s
psychosocial theory of personal identity is suggested for an under-
standing of the results.

Introduction

Attention Deficit Hyperactivity Disorder (ADHD) is a diagnosis characterised by severe
difficulties maintaining attention, coupled with impulsivity and hyperactivity (American
Psychiatric Association, 2013). Other related secondary symptoms of ADHD may be
social, emotional and learning impairments (Wehmeier, Schacht, & Barkley, 2010), and
comorbidity with psychiatric disorders such as disruptive behavioural disorders, depres-
sion and anxiety disorders is relatively high (Pliszka, 2003). The worldwide prevalence of
ADHD among children and adolescents is estimated to be three to seven per cent
(Rohde & Polanczyk, 2007), with two to nine times higher prevalence among boys
than girls (American Psychiatric Association. DSM-5 Task Force, 2013).
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There is relatively strong consensus in the scientific community that ADHD is biolo-
gical in nature (Barkley, 2002; Houghton, 2006). However, some scholars suggest an
integrative approach for the aetiology of ADHD, emphasising the need for the inclusion
of social and cultural factors (Singh, 2002).

The treatment of ADHD includes pharmacological treatments (Reichow, Volkmar, &
Bloch, 2013) and psychosocial interventions such as cognitive therapy (Cortese et al.,
2015), behavioural therapy (Daley et al., 2014) and parental training (Zwi, Jones,
Thorgaard, York, & Dennis, 2011). Generally, the effects of existing treatments are
moderate and inconsistent (Chan, Fogler, & Hammerness, 2016; Fabiano, Schatz, Aloe,
Chacko, & Chronis-Tuscano, 2015; Prasad et al., 2013), and the predictors of treatment
response remain largely unknown (Warikoo & Faraone, 2013). Due to the moderate and
inconsistent effect of suggested treatments, there is a need for further development of
interventions that will help children and adolescents with the disorder.

In order to develop effective interventions, several researchers underscore the need for
knowledge concerning children’s own experiences and understanding of their life (Mason
& Watson, 2014; Soffer & Ben-Arieh, 2014). According to this perspective, research in which
children are the source of information about their life has high methodological value, as it
contributes first-hand contextual information about the child’s experience, knowledge
which is valuable from a clinical perspective (Ben-Arieh, 2005).

Lately, numerous qualitative studies have been conducted in order to understand
children’s perception and understanding of their ADHD. Qualitative research methods
allow for an open-ended exploration of the complexity of experiences, but also enable
us to understand the actual manifestation of children’s behaviours in everyday situations
and the contextual aspects related to these behaviours (Saini & Shlonsky, 2012). Thus,
the purpose of this paper is to systematically search for and identify existing qualitative
studies on the subject and to suggest an integration of their findings. The intended
result of such integration would be to make sense of the available literature, to provide
a broader, more context-sensitive and integrative understanding of how children and
adolescents with ADHD experience their ADHD in everyday life and how they perceive
these experiences.

Method
Study Design

The method that was used as a guide for the synthesis of the qualitative studies is the
one suggested by Sandelowski and Barroso (2007). This broadly used method in the
context of health-care research (Saini & Shlonsky, 2012) aims to systematically review
and integrate the findings from various qualitative research reports and to suggest an
understanding of the phenomenon in a manner entailing more than merely the sum of
all the studies’ results (Sandelowski & Barroso, 2007). The method consists of three
stages: firstly, a systematic search for and retrieval of qualitative research reports;
secondly, a critical appraisal of the identified reports according to inclusion criteria;
and thirdly, an interpretative integration of the findings of those studies regarded as
eligible by creating a categorisation of these findings.
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Systematic Search for and Retrieval of Research Reports

The inclusion criteria (see Table 1) were defined as studies on children’s and adolescents’
experiences and understanding of their ADHD, whereby qualitative methods were used
for collecting and analysing data. The children and adolescents, diagnosed with ADHD,
had to be under 19 years of age at the time the study was conducted. A systematic
search in 15 electronic bibliographic databases was performed in order to find research
relevant to the aim of the study (see Figure 1). With the intention of finding a wide
sample of reports, the search included peer-reviewed published articles as well as
unpublished doctoral dissertations. The reason for the inclusion of doctoral-level theses
in the search is that they are often an important source of knowledge in the area of
health research (Olsson, Sundell, & Olsson, 2016), and are generally of satisfactory
scientific quality as they are reviewed and assessed by an examination committee
(Holbrook, Bourke, Lovat, & Dally, 2004).

The parameters that were set in order to find studies regarding children were:
‘Children’ OR ‘Teenagers’ OR ‘Adolescence’ OR ‘Youth’ OR ‘Teens'. The search parameters
that were set for ADHD were: ‘ADHD’ OR ‘Attention Deficit Hyperactivity Disorder’ OR
‘Attention deficit’ OR ‘Hyperactivity disorder’. Following the recommendations of
Sandelowski and Barroso (2007), the methodological parameters that were set in order
to find qualitative studies were: ‘Constant comparison analysis’ OR ‘Content analysis’ OR
‘Descriptive study’ OR ‘Discourse analysis’ OR ‘Ethnography’ OR ‘Exploratory analysis’ OR
‘Field observation” OR ‘Field study’ OR ‘Focus group’ OR ‘Grounded theory’
OR ‘Hermeneutic’ OR ‘Interview study’ OR ‘Interpretative Phenomenological Analysis’
OR ‘Narrative’ OR ‘Naturalistic’ OR ‘Participant observation’ OR ‘Phenomenology’ OR
‘Qualitative methods’ OR ‘Quialitative research’ OR ‘Semiotics’ OR ‘Thematic analysis'.

The search was defined to look for the parameters in the studies’ abstracts. No
temporal parameters were set besides the endpoint of the search process, which was
April 2017. Due to practical restraints, the search for studies was limited to those that
were written in English. The search process was undertaken with continuing consulta-
tion with a reference librarian.

Critical Appraisal of Studies

The critical appraisal of the studies consisted of two stages. In the first stage, in order to
determine whether the report met the inclusion criteria, the titles, and if necessary the
abstracts as well, were read and evaluated to determine overall relevance. Articles deemed
relevant according to the inclusion criteria were exported to the reference management
software Refworks®©. Duplicate studies were identified by the software. Subsequently, the
selected articles were closely read in their entirety to determine their relevance, again

Table 1. Inclusion criteria for studies in the meta-synthesis.

1. Children diagnosed with ADHD

2. Participants were aged 19 years and under at the time the study was conducted
3. Children were the only source of the collected and analysed data

4. The methods used for collecting and analysing data were qualitative

5. Peer-reviewed studies or studies at a doctoral level

6. Studies were written in English
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Records identified through database search:
Sociology source ultimate (N=17)
Academic search premier (N=62)
Cumulative Index to Nursing and Allied Health Literature (CINAHL) (N=60)
Educational Resources Information Center (ERIC) (N=26)
International bibliography of the social sciences (IBSS) (N=9)
MEDLINE (N=140)
Networked digital library of theses and dissertations (NDLTD) (N=94)
ProQuest dissertations & theses (N=158)
PsycARTICLES (N=6)
PsycINFO (N=223)
PubMed (N=172)
Scopus (N=223)
Social services abstracts (N= 16)
Web of science (*terms were searched in articles” topic) (N=427)
Sociological abstracts (N=21)

Total Records N=1654

- 5 . .
Exclusion due to duplicates

(N=56)

Record after duplicates
removed N=1598

> Records excluded by title
N=1263

S
Records excluded by

abstract N=254

A 4

Full-text articles assessed for
eligibility N=81

Full-text articles excluded
——————— | for not meeting inclusion
criteria N=65

Studies included in qualitative
synthesis N=16

Figure 1. A PRISMA diagram showing the article screening process.

according to the inclusion criteria. At the end of this stage, an assembly of studies to be
included in the meta-synthesis was completed. In the second stage of the critical appraisal,
a cross-study tabular display with information from each study regarding different aspects
of the study was constructed. These aspects were: location of the study, purposes and
questions, characteristics of participants, conceptual and theoretical frameworks, methods
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for collecting and analysing data, and the study’s findings. This summary of research
characteristics enabled increased comprehension of each individual study and made it
easier to compare between the studies and search for patterns. To ensure validity of critical
appraisal, continuous consultation was undertaken with a researcher supervisor with exten-
sive experience in qualitative research.

Considering the lack of agreement regarding quality assessment of qualitative
research and the intra-reviewer inconsistency related to the use of such assessments
(Mays & Pope, 2000), no critical appraisal of research quality was applied. In line with the
method suggested by Sandelowski and Barroso (2007), the critical appraisal of studies
presented here ‘emphasizes differences in kind between qualitative findings as presented
in research reports, not differences in quality between qualitative studies’ (p. 138).

Classifying Studies’ Findings: Identifying Categories and Interpretative
Integration

The purpose of this stage of the analysis was to inductively identify categories and
underlying conceptual relationships between themes that were found in the different
studies. The classification of themes was done based on semantic relationships between
them, such as ‘X is a type of Y’, ‘X is a reason for doing Y’, ‘X is a consequence of Y’ and ‘X
is a part of Y'. In the taxonomic analysis, it was not the prevalence of the appearance of
a theme that was significant but rather the theme’s contribution to the conceptual
understanding of the categories and the relations between them.

The interpretative integration aimed to suggest a comprehensive understanding of
the categories identified through the taxonomy analysis, and how the different cate-
gories may be related to each other. To ensure validity of the suggested categories and
the interpretative synthesis, internal peer reviews were applied during the integration
procedure. These peer-review procedures were carried out in the form of three seminars,
at which the different possible interpretations of the data as well as the validity of these
interpretations were discussed. Internal peer reviewers were both experts in research
methodology and individuals with clinical knowledge in the subject area.

Ethical Approval

All studies included in the synthesis had been approved by an ethics committee. Ethical
approval for the present study was not required, as it involved the synthesis of existing
literature based on studies conducted with ethical approval.

Results

The systematic search for studies (see Figure 1) generated 1,654 articles, and exclusion
due to duplication and the initial screening of titles and abstracts resulted in a remaining
81 articles. These articles were read in their entirety and assessed for eligibility, resulting
in a total of 16 articles, which were used in the meta-synthesis. Critical appraisal of these
16 studies included in the meta-synthesis (see Table 2) showed that 12 were published,
peer-reviewed articles, and four were unpublished doctoral dissertations. Most studies
were conducted in the UK (44%) and in the US (18%), and the majority used semi-
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structured interviews (81%). Methods of data analysis varied from discourse analysis,
constant comparative analysis, thematic data analysis and content analysis to interpre-
tative phenomenological analysis. In total, an aggregate of 205 participants were
involved in the studies, 149 boys (73%) and 56 girls (27%) ranging from six to
19 years old. Most of the children and adolescents were taking medication regularly
or had experience of taking medication.

The interpretation and categorisation of the data generated four categories (see Table 3).
The first category relates to experiences of corporeal and psychological abilities of beha-
viours, emotions and cognitive abilities. The reason for categorising these experiences
together is that they express individual internal processes that are often interrelated. This
‘body, behaviours, emotions and cognitions’ category consisted of three subcategories: lack
of control; having difficulties; and biological determinates. The ‘lack of control’ subcategory
expresses themes related to children’s and adolescents’ experiences of having difficulties
controlling their behaviours, of having overwhelming emotions that they experience lack-
ing the ability to control, and having difficulties maintaining focus and controlling their
attention. The second subcategory consists of themes related to the notion of experiencing
difficulties and living with a disability. The third subcategory, related to experiences con-
cerning corporeal and psychological abilities, is based on their being biologically determi-
nate, a consequence of being biologically different. Interestingly, only one study reports
a theme expressing children’s and adolescents’ positive experiences related to their body,
behaviours, emotions and cognitions.

The second category that was found related to themes expressing children’s and adoles-
cents’ thoughts, feelings and experiences of what needs they have. A subcategorisation of
these experiences resulted in two subcategories describing the two somewhat ambivalent
experiences of the need to adapt but also to be accepted for ‘who | am’. The one subcategory
expresses the need to be able to adjust to demands related to everyday situations, for
example by being able to control themselves. This can be achieved by taking medication and
developing adaptation skills. The other subcategory consists of the experience of needing to
be accepted as ‘who | am’ without adjustments or efforts to control oneself. This ambiva-
lence between the needs of self-adaptation and of being accepted as ‘who you are’ is
particularly exemplified in the ambivalence of experiences involving medication. In some
studies medication was experienced as a help, enabling behavioural control, while in other
studies it was experienced as a factor contributing to children’s experience of lack of control,
as it enables them to attribute their own behaviour to being on or off medication.

The third category that was identified considers themes related to children’s and adoles-
cents’ experiences of their social environment. Similar to the second category, an ambivalent
sense of experience was recognised within the subcategories. The first three subcategories
expressed negative experiences of social others: others have demands and expectations that
lead to the manifestation of ADHD and negative feelings; experience of stigmatisation; and
a lack of belonging. On the other hand, the fourth subcategory reflects themes regarding
others as a source of help and support — support which is necessary for everyday functioning.

The fourth category involved experiences of self-identity formation and was com-
prised of themes related to the question of ‘who | am’. Two subcategories were
identified related to different types of experiences. The first consisted of themes describ-
ing challenges in the experience of identity formation. Such themes included ‘ADHD
defined self, meaning that children and adolescents perceived who they were in terms
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of ADHD diagnosis criteria, and defined themselves in terms of how they have been
perceived by others rather than how they have perceived themselves. The second
subcategory related to themes describing normative experiences of identity formation.

Discussion

A clear characteristic of the first three categories of experiences is the expression of
a lack of control and ambivalence. Children and adolescents with ADHD may experience
their behaviours, emotions and cognitions as things that exist outside themselves, as
aspects not related to their will and intentions but rather to the ADHD. This experience
may create a feeling of separation between the self and one’s own behaviours, thoughts,
and emotions. In addition, the experience of one’s own psychological needs is char-
acterised by ambivalence: experiencing a need to adjust to environmental demands and
to achieve control over aspects of oneself (by taking medication or training skills) on the
one hand, experiencing a need to be accepted as ‘who | am’ on the other. Furthermore,
the experience of their closest social environment is ambivalent. Family, teachers and
peers, even though they might be a source of help and support, are also a source of
demands - the very demands that might lead to the manifestation of the disability. Also,
the lack of a feeling of belonging and the experience of being perceived as a stereotype
may lead to ambivalent experiences towards social others.

Given the fact that many of the participants in the integrated studies were
adolescents, the emergence of themes considering issues of identity formation is
not surprising. According to Erikson’s (1968) theory of psychosocial development,
the developmental psychosocial task of adolescence is the formation of a stable
internal presentation of self, an identity. In Erikson’s view (1994[1980]), even if the
first representations of identity occur during childhood, it is only in adolescence
that a crystallised form of identity develops, a process in which childhood identi-
fications come to be challenged and replaced by new, more genuine, identity
configurations. A positive resolution of this psychosocial process is possible due
to the mutuality between the individual and the social environment in which the
individual lives, when the social environment allows the individual, with their
unique physical and psychological characteristics, to find their meaning and social
role in a successful way (Erikson, 1968; Erikson, 1994[1980]). A possible hypothesis
that might be constructed from the results is that the experience of children and
adolescents with ADHD of forming a stable personal identity might be related to
their experience of a lack of control over their body, behaviours, emotions and
cognitions as well as their ambivalence towards their psychological needs and their
close social environment. This assumption, however, should be further developed in
future research, as it can have significance in clinical settings.

Limitations

A qualitative meta-synthesis is a method for integrating qualitative studies to achieve a better,
more nuanced understanding of a particular lived experience (Saini & Shlonsky, 2012).
However, one aspect of this method that should be taken into consideration is the reinterpre-
tation of data that have already undergone initial interpretation. In other words, the
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synthesised data are two stages away from the individuals’ own words. The ‘words of children
and adolescents’ were first interpreted and integrated by the researchers who conducted the
original qualitative studies, and these interpretations were interpreted a second time and
integrated during the process of the meta-synthesis (Sandelowski & Barroso, 2007). This
process runs the risk of losing parts of the participants’ experiences.

Another methodological limitation of the study is the fact that no consideration was
made for the time and place in which the studies were conducted. The context underlying
a qualitative study can impact upon various aspects related to the relevance or interpreta-
tion of the findings. Some of the possible contextual variables may include: social attitudes
towards ADHD; educational aspects and legislation that might be different between
countries and over periods of time; and what might be significant for the individuals’
experience of ADHD in everyday life and their understanding of these experiences. The
aspect of time can also be relevant in regard to changes between different editions of the
DSM, as the diagnostic criteria changed between the last two editions. Additionally, the
fact that the search criteria were limited to studies written in English may have an impact
on the identification of experiences within the meta-synthesis.

A third methodological aspect to consider is the fact that no assessment of the metho-
dological quality of the studies was done. In the meta-synthesis, all studies were weighed
equally without taking into consideration the study’s qualitative approach or method of
analysis, or the type and size of the study sample. The reason for assessing the studies
equally was the relatively limited number of studies that were found on the subject, and the
assumption that all the studies have contributed equally to the knowledge in the field.
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