Irish Journal of Psychological Medicine (2018), 35, 203-212. © College of Psychiatrists of Ireland 2018
doi:10.1017/ipm.2018.13

The powerless or the empowered? Stakeholders’
experiences of diagnosis and treatment for
attention-deficit hyperactivity disorder in Ireland

K. Carr-Fanning™** and C. Mc Guckin®

1 School of Psychological, Social, and Behavioural Sciences, Coventry University, UK
2 School of Education, Trinity College Dublin, Dublin, Ireland

Introduction. In Ireland, attention-deficit hyperactivity disorder (ADHD) is the most commonly diagnosed condition in
Child and Adolescent Mental Health Services (CAMHS). However, little is known about the experiences of stakeholders
affected by ADHD in their pathways through care, especially in Ireland.

Objectives. The aim of this stakeholder voice study was to explore stress and coping among parents and Children and
Young People (C/YP) affected by ADHD in an Irish context, in order to contribute to knowledge about what works and
what needs to change in practice from a service user perspective.

Methods. In total, 15 C/YP (7-18 years) with ADHD and their parents participated in semi-structured interviews, which
were triangulated using other sources (e.g. visual methods), to contribute to a highly contextualised understanding of
lived experiences. Transcribed interviews were analysed using a deductive approach to Thematic Analysis informed by a
theoretical framework of stress and coping theory and Bronfenbrenner’s bio-ecological model.

Results. Some degree of difficulty in their pathway through care was identified by participants in all case studies.
Findings identified barriers to diagnosis, including delays in diagnosis, such as scepticism, stigma, and label avoidance
from gatekeepers; poor multiagency working; and misdiagnosis. Once received, diagnosis may serve as an access to
empowerment, providing knowledge, understanding, and support. However, C/YP and their parents also reported
distressing experiences and a sense of powerlessness within CAMHS and with treatment; such as tensions around
medical management, stigma, and a lack of child- and family-centred practice.

Conclusions. Despite the professionals and the systematic supports available, stakeholders did not feel that they were
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fully understood, listened to, or participants in accessing diagnosis and care planning.
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Introduction

This paper explores findings relevant to Child
and Adolescent Mental Health Services (CAMHS)
and clinical practice more generally. The aim of this
stakeholder voice study was to explore stress and
coping with parents and Children and Young
People (C/YP) affected by attention-deficit hyper-
activity disorder (ADHD) in an Irish context, in
order to contribute to knowledge about what works
and what needs to change in practice from a service
user perspective. We begin with a brief review of
ADHD and CAMHS in Ireland and international
research into stakeholders” experiences in their path-
ways through care.
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ADHD and stakeholders’ voice

Early intervention is often correlated with more posi-
tive outcomes for C/YP with ADHD (Young et al. 2013).
In Ireland, diagnosis and treatment are provided by
CAMHS, which is reportedly under-resourced and
inconsistent, resulting in long waiting lists (Kilkelly,
2007; Health Service Executive, 2014), these issues may
exist across Europe for ADHD (Clark et al. 2011).
Involving stakeholders in the planning and delivery
of mental health services is supported by a range
of national and international policy and legislation.
A children’s voice/participation framework is sup-
ported by international (United Nations Convention on
the Rights of the Child, 1989) and national (Govern-
ment of Ireland, 2000; Department for Children and
Youth Affairs, 2015) policy, as well as Irish legislation
(Government of Ireland, 2012). Accordingly, C/YP
should be consulted and involved in decision-making
on matters affecting them. Parents are stakeholders
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within ADHD services, sometimes adopting advocacy/
mediator roles (Buckley et al. 2012) and their perceptions
may predict service access (Sayal et al. 2010). Stake-
holder’s voice is associated with other benefits, such as
consumerism and service evaluation/development
(Melvin, 2003; Kildea et al. 2011). According to policies,
such as Ireland’s A Vision for Change (Government of
Ireland, 2006) and prior research (Buckley et al. 2012),
service users should be involved at every level of service
development. However, specific populations are likely
to have different experiences, given that they receive
specialised services and have different needs, and so
exploring the voices of service users is useful.

A range of personal and socio-cultural factors
represent barriers and facilitators to accessing ADHD
services (Wright et al. 2015). There is limited qualitative
research into stakeholders” experiences internationally
[National Institute for Health and Clinical Excellence
(NICE), 2008]. Existing research explored stakeholder’s
experiences of stimulant medication (Singh, 2007, 2012,
2013a, 2013b), diagnosis, and treatment (Kildea et al.
2011). In Ireland, parents reportedly struggled to come
to terms with diagnosis (McIntyre, 2012), whereas, UK
parents welcomed a diagnosis, which provided a sense
of control, lessened guilt, and provided access to
help (Klasen, 2000). Bringewatt’s (2011) retrospective
interviews with young adults found that children
may experience both stigma and empowerment as a
result of diagnoses. Studies have also considered bio-
ethical questions, such as parental decision-making,
fears about labelling, and/or the consequences of
medication on children’s sense-of-self and moral
decision-making (Singh, 2004, 2005, 2007, 2012; Travell
& Visser, 2006). Singh (2012) explored the voices of
151 families (parents and children) in the United States
and the United Kingdom. Their findings suggest fears
around medication’s impact on child development may
be unfounded, but parents may struggle with the
decision. Conversely, Leggett & Hotham (2011) found
parents may be more positive about medication when
compared with adolescents.

Among the factors identified as contributing to
stakeholders’” willingness to engage with ADHD
services include adults’ perspectives, such as
knowledge of treatment and its availability (Bussing
et al. 2011), and stigma (Wright ef al. 2015). Similarly, in
Ireland, Buckley et al. (2012) identified stigma as a
barrier to accessing mental health services. Feelings of
being ‘out of control’” reported by C/YP with ADHD
(Gallichan & Curle, 2008) may be linked with experi-
ences within services (Buckley et al. 2012). Once
engaged in services, professionals’ failure to include
service users in the decision-making process was iden-
tified as a barrier in the United Kingdom and the United
States (Singh, 2012).

To date, stakeholder’s experiences have not been
explored in Ireland. However, studies suggest that
culture plays a role within access to care for ADHD
(Gidwani et al. 2006), and so consider Irish experiences
can provide valuable insights. However, participatory
research, especially exploring the voices of C/YP with
ADHD, is challenging because research methods can
obscure children’s voice (Carr-Fanning & Mc Guckin,
2017). To avoid being prescriptive, this study adopted
Lazarus’ (1999) theory of stress and coping as a more
patient-led framework, which states that stress arises
when one appraises events as personally significant
and beyond coping resources. So, stress is inherently
subjective. A second model was added to explore the
socio-environmental context and the need for ADHD to
be understood within a bio-psychosocial approach
(Hughes, 2007). Bronfenbrenner’s (2005) bio-ecological
Model views C/YP as located within the micro-system
(e.g. home and school), but influenced by forces at
increasingly more complex systems, such as the macro-
system (wider socio-cultural context) and chrono-
system (socio-historical and life history).

Methods

This multi-case study (Stake, 2006) explored stake-
holders” experiences of ADHD services.

Research sample

The target sample included C/YP (7-18 years) diag-
nosed with ADHD in the Republic of Ireland. To pro-
duce a homogenous sample, placement in special
school was an exclusion criterion. Due to prevalence
(Cuffe et al. 2015) and their inclusion in prior research
(McIntyre, 2012), C/YP with co-morbid diagnoses were
included.

Purposive sampling was used because it provides
insights into service users’ (parent and C/YP with
ADHD) experience by selecting ‘information-rich” cases
(Devers & Frankel, 2000). In total, 32 participants
(C/YP and parent), which formed a case study (n=15),
were recruited through several sources: ADHD support
groups, ADHD parent training course, and online (e.g.
websites and social media). Thus, participants were
self-selecting and voluntary (Coolican, 2004).

Participants included nine males and six females,
aged from 7 to 17 years (mean =12.8; s.0. =3.09) and 17
parents (including two fathers). C/YP were from a
range of socio-economic backgrounds and were living
in both rural and urban communities in the country. A
demographic survey collected information about the
diagnosis from parents, which asked whether they had
received a diagnosis from a psychologist or psychi-
atrist, the age of diagnosis, sub-type of ADHD, and any



co-morbid diagnoses. It also collected information
about age, gender, academic stage, diagnosis, and
living situation. The survey collected information about
ADHD sub-type, socio-economic status, co-morbid
diagnoses, and parental or sibling diagnoses, which
have been associated with greater dysfunction/
distress. Information about the parents” education was
collected as an indicator of socio-economic status.
Based on parental reports, participants had been
diagnosed with a range of ADHD subtypes (DSM-1V):
one predominantly hyperactive-impulsive, six pre-
dominantly inattentive, and eight combined. In total, 12
participating C/YP had at least one co-morbid diag-
nosis: dyspraxia (n=4), oppositional defiant disorder
(n=4), asperger’s syndrome (1 =2), depression (n=2),
dyslexia (1 =1), dyscalculia (n=1), and cerebral palsy
(n=1). All case studies contained one (or more) parent.

Materials and procedure

Parents, as gatekeepers, made contact and were sent
two age-appropriate information packs. Consent was
sought in writing from parents and verbally from
C/YP. Participants were assured anonymity within the
limits of confidentiality (discussed with participants) as
per Children First Act (Government of Ireland, 1999)
and child protection guidelines.

With a parent present in another room, the majority
of C/YP (n=10) chose to be interviewed at home and
five chose the researchers’” host university. Parent
interviews occurred after C/YPs’ interviews. All parti-
cipants took part in an individual semi-structured
interview, which provides detailed descriptions about
lived experiences, sensitively, due to the nature of the
topic and participants’” marginalised status. Parent
interviews explored their own personal experiences of
problems/solution and their perceptions of their son/
daughter’s experiences. Interviews with C/YP focussed
only on their personal experiences.

The study of stress and coping (Lazarus, 1999) and
child-centred research (Prosser & Burke, 2008) should
be non-prescriptive and participant-led. Thus, inter-
views adopted a more conversational style (Kvale,
1996) and no presuppositions were formed about the
experience of stress, save that everyone experiences
stress (Lazarus, 1999). For each self-identified stress,
participants were asked how they ‘dealt with’ or coped.
Participants were asked to evaluate current practices
and (where appropriate) make recommendations about
what needed to change.

A novel methodological approach developed by
the authors (Carr-Fanning & Mc Guckin, 2017) was
utilised. Consultation with C/YP began with
‘icebreakers’. Once the participant appeared relaxed,
the draw-label-dialogue task (see Fig. 1 for a completed
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Fig. 1. Draw-label-dialogue completed (male version).

version) was introduced. First, participants’ created a
timeline of a typical day in their lives (rollercoaster task).
Second, participants constructed a pie chart representing
their self-concept (circle task). Third, the emoticon-
labelling task was introduced. Participants were shown
an A3 page with 16 emotion faces (positive and negative
emoticons). Two gender-specific sets of emoticons were
developed for research purposes. Next, pre-made emoti-
con-labels (stickers) were provided, and participants
attached one or more of the emoticon label(s) to each item
on the previous two tasks.

Combined, these tasks explored the whole child
(circle task) in the context of everyday activities
(rollercoaster task), and the relationship between the
two (i.e. positive/negative person—environment rela-
tionships: emoticon-labelling task). All tasks were
followed-up with dialogue. The C/YP self-identified
the important situations and relationships, which were
explored further including (current or potential) solu-
tions. The triangulation afforded by the mixed-method
(visual and verbal data) multi-voice (parent and child)
approach adopted recognised and accommodated
multiple subjectivities and situational contexts.

Additional triangulation was achieved using a
demographic survey, which was completed by parents
while the researcher interviewed the C/YP.

All data were stored securely and anonymously
under password protected software or locked filing
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cabinet, with consent forms kept separately (Govern-
ment of Ireland, 2003).

Data analysis

All interviews (range 59-86 minutes) were recorded,
transcribed, and then coded using the principles of
Thematic Analysis (TA; Braun & Clarke, 2006). TA was
selected due to the flexibility provided by the approach
and the complexities involved in multi-case research
(Stake, 2006). A staged approach to data analysis was
adopted (see Table 1). Initially, broad themes of stress
(stress talk) and coping (coping talk) were identified.
Prior to data collection, in line with Miles &
Huberman’s (1994) guidelines, a codebook was devel-
oped informed by stress and coping theory (Lazarus,
1999) and the bio-ecological model (Bronfenbrenner,
2005). During the second stage, codes were attached to
variables identified as being at personal, social, and/or
environmental levels. Another level of analysis coded
variables within each level for a more refined focus.
Next, these codes were reviewed and patterns identi-
fied and explored, and the relationships between them
informed the themes, which were then reviewed, and
subsequently refined and named.

Results

In all 15 case studies, participants identified experiences
within their pathways through care, which were
stressful or contributed to coping. This section presents
findings from this sub-set of data, beginning with the

Table 1. Coding structure and analytic stages

referral and diagnostic process, before considering sta-
keholder’s experiences of treatment and ongoing
services.

Understanding the journey to and through diagnosis

Participants” experiences of referral and diagnosis,
which includes the challenges they had to overcome
and a sense of empowerment that followed, are
explored here.

‘Looking back now the poor child she’d no one looking
after her’

Parents reported that their child’s problems were often
apparent from an early age. However, only one was
diagnosed at this stage. The more commonly reported
experience was that their child’s teachers identified
problems during the first few years of school, but either
did not suggest, or advised against, getting a formal
assessment/diagnosis. Parents reported that challeng-
ing behaviours were attributed to parenting (e.g. lack of
discipline) and/or their child’s lack of effort (e.g. ‘lazy’),
or wilful disobedience (e.g. ‘bold brat’):

... the first time there would ever have been a
question mark about behaviour ... he started
school ... But she never ever said to me like about
going to a psychologist or getting an assessment
... So I really never knew what to do with him. I
just thought he was being bold. And he was killed
for being bold ... He was five and then I went to

Stage Code
Transcription
Stage 1 Stress talk Coping talk
Descriptive
Stage 2 Person-level Social-level Environmental-level Person-level Social-level Environmental-level
Interpretive
PC SB Activities PC SB Activities
PM R Location PM R Location
PS SR Time PS SR Time
Misc Misc People Misc Misc People
Misc Misc
Stage 3 Factors contributing to stress Factors contributing to coping
Pattern coding
Stage 4
Review and refine themes
Stage 5

Define and name themes

PC, Personal characteristics; PM, personal meaning; PS, personal significance; SB, shared beliefs; R, relationships; SR, status

and role.



my doctor ... [and] he was going ‘maybe you
need to be more strict’ ... (mother, son 10 years).

Young People (YP) who had not been diagnosed
until adolescence described the frustration and repe-
ated experiences of failure and distress prior to receiv-
ing a diagnosis, which was often a source of anger and
resentment:

... this is what happened [my doctor] said I had it
when I was six and then we went to another
person ... and she was like no no she’s just emo-
tionally has an emotional disorder. I duno what
that means ... and then when I got into secondary
school coz I didn’t know anything ... they were
like ... ‘'what is going on?” My Mam was like,
‘T knew that but the schools just said that she
was just lazy’ ... So then I got assessed by this
lady for Dyscalculia nothing to do with ADHD
and she was like ‘she has ADHD’ ... (female
16 years).

Parents described how delayed diagnosis resulted in
significant consequences and secondary problems,
which led to the diagnosis. For example, a mother
described her daughter’s (17 years) overdose at the age
of 13 years as a cry for help:

... looking back now the poor child she’d no one
looking after her ... it was always HER she was
the problem so she was constantly being told she
was no good ... that was a symptom of it all the
ADHD ... it was a cry for help ...

This was a source of frustration for parents, as one
mother of a 14-year-old female said, *... it should never
have got to THIS stage ... she’s just so at-risk ...". A
female (16 years) explained that she received her diag-
nosis, because ‘... I was gone a bit mad ...”

Parents said that the most significant school-based
barrier to diagnosis was teachers’ fear of ‘labelling’:

... they [the teachers] had filled out the Connor’s
rating scale so that she wouldn’t be hyper ... they
said, ‘we sat down and made sure we didn’t mark
her down on anything that made her look like she
was hyperactive’. And I said ‘why did you do
that?” and they said, ‘you don’t want your child
labelled” ... (mother, daughter 14 years).

Support for this was found among the YP’s experi-
ences, who thought that teachers did not believe in the
validity of ADHD:

... some of the teachers I think they're like ADHD
doesn’t really exist they’re just like you're just
being bold looking for attention it’s not really
anything. I'm annoyed by that coz it’s not true
(female 17 years).
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Parents very frequently said that barriers to diag-
nosis occurred at clinical levels; including long waiting
lists and a lack of co-ordination between services,
which could result in misdiagnosis or conflicting
diagnosis:

.. it took am two years of linking in with the
services the HSE and with CAMHS who are an
absolute disaster ... I was told with CAMHS
would deal with the ADHD and CAMHS had a
waiting list of two years ... [when] we got an
appointment with CAMHS ... [the psychiatrist]
went on to tell me that he believed that there was
an attachment disorder and ... it wasn’t ADHD
... So then we were moved from CAMHS back
into the children’s services to meet psychologists
... (mother, son 10 years).

As aresult, this mother disengaged from public services
and received a diagnosis privately. With one exception,
these service-level issues were not raised by the C/YP.

‘Labels are like signposts’

Almost unanimously, parents were adamant that
diagnosis was essential. They identified benefits in
understanding ADHD in term of helping to support
their child and becoming self-empowered. As one
parent explained:

... It's just like signposts ... labels are like sign-
posts ... Life is like a map and these are just the
signposts about who you are and where you are,
should be going ... If you don’t know then that’s
bad ... (mother, son 15 years).

In a similar manner, parents often described elation
or relief when they received a diagnosis. Mothers’
typical response, and most commonly reported coping
strategy was information gathering:

... I was delighted to get a diagnosis ... because
I couldn’t understand what was wrong with my
son ... I just threw myself into it tried to find out
everything the empowerment of under-
standing the condition ... you start to see your
child in a completely different light. Instead of the
bold child that's ALWAYS getting given out to
that their name is ‘always’ worn out. And you are
basically bashing them up ... you start to see why
... You start to understand ...you start do things
differently ... (mother, son 10 years).

Parent support groups were the most commonly
reported coping resources; providing (emotional and
practical) information and support:

... I found that ADHD group a great help ... it
was the first time I'd gotten a bit of positive
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feedback from somebody ... they were just SO
nice and so honest and they were talking about
their kids and I was telling them about [my son]
... they were just people like me ... I wasn't
making excuses. I think when you meet people
who are in similar situation as yourself you don’t
feel as crazy or as ‘isolated” ... I didn't feel like the
odd one with the odd kid (mother, son 13 years).

Albeit to a lesser extent, participating adolescents’
reports also suggested that they benefit from diagnosis,
in terms of knowledge and understanding contributing
to acceptance, as one male (14 years) said, ... I just want
them [teachers] to understand ...". Indeed, C/YP often
reported wanting to be understood and recommending
disclosure to teachers and other people.

Experiences of treatment

This section explores the perceptions and experiences of
treatment, in particular, beliefs around medication and
the relative controllability of symptoms, along with
frustration and a sense of powerlessness at a lack of
alternative treatments and child- and family-centred
practice.

Medication and control

This section considers findings regarding participants’
perceptions and experiences of medication and their
perceived control over symptoms. Medication was the
most commonly reported type of treatment for ADHD;
indeed, the majority were unaware of and had not
received any other type of treatment.

Parents. Parents reported positive perceptions and
experiences with medication. For example, one mother
(son 13 years) said “... it was like a puzzle falling into
place ... it was like great we found something that
works ...". In particular, parents said medication helped
with social problems, externalising behaviour, and
emotional-regulation. The impact of medication on
academic learning/inattentive symptoms was rarely
mentioned by parents:

... with the meds he can kinda control it more ...
it’s been like night and day” and ... the difference
in him emotional wise ... I just notice a difference
he’s not as fiery now ... (mother, son 7 years).

Even among those who were very positive, none
believed it was the whole solution, as one mother (son
7 years) stated, ‘... it’s definitely not a miracle worker

Overwhelmingly, those who had opted for medica-
tion described initial aversion and conflicting emotions
prior to making the decision to use drug treatment:

. There’s always concern about taking the
medication that’s another thing people would say
‘oh don’t put your daughter on medication she
might get addicted to it" which is an awful con-
cern. But then if you don't I really think they
mightn’t get an education ... (mother, daughter
13 years).

A few parents did not use medication. However, they
were often still conflicted about their decision, which
is summed up in the words of one parent (daughter
17 years):

... I kind of felt like it wasn’t my choice. Like I felt
like if she wanted to go onto medication, you
know, when she was older then it was her decision
... I didn’t want to change her character ... [but]
maybe socially it would have been better for her ...

C/YP. C/YP were usually positive about medication,
but less so than their parents, and some were more
positive than others. For example, when one female
(17 years) talked about what advice she would give to
someone younger:

... take your medicine because I didn’t really take
mine at all in 2™ or 3™ year ... I thought I was
gonna change ... so it wasn't till like 6™ year and
I have to take them because of the study ... [but]
I probably wouldn’t have gotten into as much
trouble if I'd taken them back then ... I'd say
I would have done a lot better in school ...

Participants were much more inclined to report that
they needed medication in order to study. However,
this was sometimes a source of frustration that they
could not concentrate without medication:

... you can’t really concentrate for long periods of
time or you can’t really study really hard things
without medicine am you get distracted really
easily ... it’s really annoying at times ... I only
take them when I have to study ... hopefully
I won’t need them next year ... (female 17 years).

YP’s reports were conflicting. Some attributed beha-
vioural improvements to maturity and greater knowl-
edge and understanding (their own and other
stakeholders), and less to medication. Parents typically
believed behavioural improvements were due to
medication. However, parents said their son/daughter
did not recognise their behaviour and/or the impact of
the medication:

He doesn’t see it himself but there’s SUCH a
difference with him on his medication, his beha-
viour, his moods, he’s a totally different person ...
(mother, son 13 years).



Reports of medication were not all positive. For
example, one participant said she stopped taking
medication because they made her feel ‘agitated’,
‘anxious’, and said, *... Ijust didn’t feel like me’ (female
17 years). Another female (17 years) believed that
medication inhibited the positive sides to ADHD:

... I feel it's makes me more quieter so I'd always be
sure not to take them when I'm going out ... my
friends notice they say I'm less chatty and stuff ...

However, this was not universal, because another
participant, when discussing social difficulties
described how medication helped:

... I'would get on peoples’ nerves people ... [but]
when I'm on my medication I would feel different
like I would actual feel quiet I'd feel like normal
like other people ... (female 16 years).

Thus, experiences and effects varied across C/YP.

Quer-reliance on medication

Universally, parents reported dissatisfaction with
treatment. Parents were critical about an over-reliance
on medication; usually, the first and only type of treat-
ment offered:

... I feel he’s being given the medication. But
that’s all. And I feel he needs something else
around that and we need something else around
that. And that’s not very forthcoming. BUT ...
I don’t even know where to go looking for the
help ... I'm really really struggling ... (mother,
son 15 years).

Indeed, two parents said that once they decided
against medication CAMHS discharged them:

... It was sorta the case that since I didn’t want her
on medication so they just cut me off ... (mother,
female 17 years).

Parents were frustrated about the lack of psycho-
logical treatments, family services, and resources:

... the psychologist in there said he’d more than
200 kids on his books so he didn’t have the
resources to give [my son] what he needed ...
(mother, son 13 years).

Parents were also critical of CAMHS for not provid-
ing them with enough information or community/
family support. As one mother (daughter 17 years)
described, ‘... CAMHS were very bad they told us
nothing. They gave us no information ...":

I'mean all you're getting from CAMHS is a sheet
on medication and then websites. And your head
is all over the place. It wasn't till years later that
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I'heard about other things ... I never sort of asked
‘well what are you going to do for my son” and it
might have been better if I had have ... But you
don’t think to ask questions. Or at least I didn’t
think to. Coz I was just so bogged down with
everything ... (mother, son 13 years).

These issues around alternative treatments were not
discussed by the C/YP, however, none of them were
aware of treatments beyond medication.

Powerlessness

Parents and YP reported feeling ‘powerless” and dis-
tressed before, during, and after appointments with
CAMHS. In particular, participants did not believe
psychiatrists and psychologists were working ‘with’
them, seeing them as human beings with a voice who
required support, compassion, and to be heard.

Similarly, attending CAMHS was often a source of
considerable distress for the YP. As one mother repor-
ted, ‘... we’d have a child who was traumatised for
three days before and three days afterwards ...". Her
daughter (17 years) said, ‘Thate going. I don’t really like
going. Sometimes I won’t go’, which she attributed to
doctors ‘lecturing ya’, ‘not listening’, and ‘thinking they
know best coz their doctors’. However, she said she
would often go, but only to get her medication. Several
parents said their son/daughter ‘dreads’” psychologists
and/or ‘refuses’ to attend appointments:

... some of them [psychologists] are only there for
three months they’re not going to build a rela-
tionship with ya ... it wasn’t a huge help to her
coz the doctors was all horrible [and] she didn’t
get what they were saying ... the people who are
face-to-face with the children with ADHD that
they build a relationship, that they make eye
contact that they’d be trained in forming a rela-
tionship. Because without a relationship there’s
no communication and helping a child with
ADHD is all about communication ... (mother,
daughter 17 years).

These problems were also reported by the YP them-
selves. One female (14 years) said ‘... I HATE [the
psychiatrist] ... I'm not going there anymore they don’t
listen ... it makes ya feel different going there’. The
adolescents described a range of problems and frus-
tration with psychiatrists and attending CAMHS;
including not being listening to, talking to their parents
instead of them, lecturing them about alcohol, con-
stantly changing and having to re-tell their story, and
forgetting their names:

... I hate going ... they think they know what’s
best ... [just] because they’re doctors they know
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and they don’t really ... they're always like you
should go back on the Ritalin but I'm like I've
already tried that and it doesn’t work ... and then
they just put you on it for another six weeks and
you go back and you say the exact same thing but
they are just not listening ... (female 17 years).

Ultimately, participants felt like psychiatrists and
psychologists did not care and did not understand. As a
result, a few YP refused to attend, or the necessity of
attendance to receive a prescription kept them engaged.

Discussion

This study explored service users’ experiences. The fact
that all 15 case studies identified difficulties in their
pathways to and through care are itself significant.
CAMHS aims to provide ‘timely” access to assess-
ment/diagnosis. However, the majority of cases
experienced (Vaughn & Fuchs, 2003) ‘wait to fail’
approach, where problems emerged early, but diag-
nosis did not occur for years, for some until adoles-
cence. So, stakeholders experienced distress and failure,
before help was forthcoming, which was a source of
anger and frustration. Mcntyre (2012) found that
parents were distressed to receive a diagnosis of
ADHD. Conversely, this study suggests delays in
diagnosis was more distressing, with parents reporting
relief following diagnosis. Accordingly, removing
barriers to diagnosis should be a priority.
School-based barriers to diagnosis were identified,
including reports of teachers’ concerns with labelling
and accepting a diagnosis. Thus, findings could suggest
fears about stigma (Watson & Maitre, 2014) and/or
teachers’ failure to accept ADHD as a valid diagnosis
(Timimi & Taylor, 2004). These problems may be
attributed to a lack of education/training (Shevlin et al.
2009). Therefore, as NICE (2008) recommends, training
around ADHD (including its identification) for teachers
and others who work with children and families (e.g.
GPs, social workers) is required to increase knowledge
and understanding, and also decrease stigma, so as to
enable timely diagnosis, but also to support treatment.
Miscommunication and misperception may be
widespread, because, across different health and social
services, parents and C/YP reported barriers; such
as misdiagnosis, conflicting diagnosis, and also
professionals’ lack of knowledge and mother-blame.
Therefore, better communication and education within
services may be required, along with a multi-
disciplinary approach (Government of Ireland, 2006),
especially communication between CAMHS and
schools, which was reportedly poor.
Participants (especially parents) often reported
positive experiences of medication; citing benefits with

externalising behaviour, emotional-regulation, socialis-
ing, and school work. However, parents were concerned
about an over-reliance on medication; which was often
the first and only treatment offered. Similarly, young
people were often unaware that there were other treat-
ment options available. Accordingly, one can conclude
that services may be over-reliant on medical manage-
ment, to the neglect of other psychosocial treatments and
community-based supports. According to best practice
guidelines, medication should not be used as frontline
treatment, except in very severe cases of ADHD (NICE,
2008). Furthermore, when it is used, it should only be
used as part of a multi-modal treatment plan, which
should include education, social support, and psycho-
logical interventions. Indeed, parents emphasised a
holistic approach and the role of self-empowerment and
gaining access to resources (especially information
gathering, self-education, and support groups) in the
management of ADHD.

Parents’ reports highlighted the challenges involved
in deciding to use medical management, and the asso-
ciated tensions within themselves and with others (e.g.
teachers, family). The C/YP’s perceptions and experi-
ences of medication often did not reflect the reports of
their parents. Stakeholders may not understand the
effects of medication on inattention and/or hyper-
activity-impulsivity, possibly related to perceptions of
control. Thus, education about ADHD and medication
may contribute to its acceptance and use. C/YP’s
reports about the effects of medication varied, and so
when used they should be discussed with them with an
emphasis on empowerment, rather than reliance.

At present, there are no best-practice guidelines for
the diagnosis and treatment of ADHD in Ireland
(Kavanagh et al. 2015). Findings from this study advo-
cate a need to focus on the development of family- and
child-centred practice. Participating stakeholders did
not report being partners in the decision-making
process, nor were they provided with adequate
information; a prerequisite to meaningful participation.
For example, adolescents spoke about the frustration of
not being listened to by clinical professionals. Irish
policy and legislation assert the rights of C/YP to be
consulted and involved in the decision-making process
on matters affecting them. Therefore, clinicians must
endeavour to ‘meaningfully’ include C/YP with
ADHD in the decision-making process regarding their
diagnosis and treatment. Therefore, best-practice
guidelines may benefit from the inclusion of a partici-
patory approach within services.

This study is limited by the inclusion of a small,
somewhat homogeneous sample of C/YP with ADHD;
as is the nature of case study research. Furthermore,
the sample included a range of co-morbid conditions.
Therefore, conclusions must be understood within



these limitations. The objective was to explore the lived
experiences of stakeholder’s affected by ADHD. Find-
ings reported here surround diagnosis and treatment,
which was not the expressed focus of the study; how-
ever, findings suggest they clearly played a significant
role within experiences. This area requires further
research. Findings about the relationship between
beliefs about ADHD and medication, and how they
contribute (positively or negatively) to treatment also
requires further research.

Conclusion

Despite the professionals and the systematic supports
available, stakeholders did not feel that they were fully
understood, listened to, or participants in accessing
diagnosis and care planning.
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