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Purpose: A comparison of parents’ experiences of getting a diagnosis for their child with autism, attention
deficit hyperactivity disorder (ADHD) and both diagnoses can inform our understanding of common and
unique themes across these neurodevelopmental conditions.
Method: A quantitative and qualitative online anonymous survey of 288 New Zealand parents of children
diagnosed with autism (n¼ 111), ADHD (n¼93), or both conditions (n¼ 84) was conducted. Open-ended
questions were analysed using reflexive thematic analysis.
Results: Parents described an adversarial diagnosis and support system where seemingly arbitrary criteria
and thresholds were applied. Key themes specific to the different diagnostic groups were also identified.
Conclusions: Common themes of parents’ experience across the different neurodevelopmental conditions
highlight the need for changes to the diagnostic process.
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Autism spectrum disorder (autism) and attention-defi-
cit/hyperactivity disorder (ADHD) are neuro develop-
mental conditions and typically emerge in early
childhood (American Psychiatric Association, 2013).
The conditions are separated by core symptoms; the
autism diagnostic criteria include fixed, rigid behaviour
and social difficulties, and ADHD is characterised by
the presentation of attention difficulties, impulsivity and
hyperactivity (American Psychiatric Association, 2013).
Prevalence estimates in children are 5% for ADHD
(Sayal et al., 2018) and 1.85% for autism (Maenner
et al., 2020). The conditions also have high rates of co-
occurrence with an estimated 32% of autistic 8 year-
olds also having an ADHD clinical diagnosis (hereafter
referred to as autismþADHD)(Soke et al., 2018).

Obtaining a diagnosis in childhood for autism or
ADHD often follows a typical diagnostic pathway. It
begins with parents noticing their child’s atypical devel-
opment, they then present with a particular concern(s)
to a health professional before being referred to a spe-
cialist or a multidisciplinary team for diagnosis (Gibbs

et al., 2019, Sayal et al., 2018). In New Zealand,
parenting courses (e.g. Incredible Years Parent
ProgrammeVR ) are often offered by agencies and profes-
sionals before a referral to specialist as a means to rule
out behaviour due to challenges around parenting
(Fergusson et al., 2009).The autism diagnostic process
will have cultural differences across national contexts,
but is described in qualitative analyses in United
Kingdom and Europe as remarkably similar to a New
Zealand context (Braiden et al., 2010, Legg and Tickle,
2019), which has led to direct comparisons across
national borders of the process (Eggleston et al.,
2019).Fifty-six percent of parents in the United
Kingdom (Crane et al., 2016) and 37% of parents in
New Zealand (Eggleston et al., 2019) reported finding
the autism diagnosis process very stressful. Similarly,
across 10 European countries 33% of parents reported
‘a great deal of difficulty’ obtaining a referral and 31%
‘a great deal of difficulty’ obtaining a diagnosis of
ADHD (Fridman et al., 2017).

Barriers to getting a diagnosis have been identified
in large scale quantitative surveys (Crane et al., 2016,
Eggleston et al., 2019, Fridman et al., 2017) and quali-
tative thematic analyses (Boshoff et al., 2021, Elder
et al., 2016, Makino et al., 2021, Ryan and Salisbury,
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2012). Barriers to diagnosis for both autism and ADHD
include: the delay caused by seeing multiple specialists
(Eggleston et al., 2019, Fridman et al., 2017), lengthy
wait periods between presenting with a concern and
eventual diagnosis (Fridman et al., 2017, Stevens et al.,
2016) and difficulty accessing specialists who can diag-
nose reliably (Crane et al., 2016, Fridman et al., 2017).
Parental distress can be compounded by premature reas-
surances that their children are developing typically, or
‘therapeutic nihilism’ whereby they are told nothing
can be done so the diagnostic pathway is ignored (Elder
et al., 2016, Ryan and Salisbury, 2012).

The factors that affect stress and create barriers dur-
ing the diagnostic process often delay diagnosis and
thus the opportunity for early intervention. Early inter-
vention has been shown to be effective, with greater
adaptability and life outcomes for children who obtain
early evidenced-based interventions, particularly for
autism (Whitehouse et al., 2021), but the evidence for
the effectiveness of early intervention for ADHD is also
mounting (Bannett et al., 2022).However, recent
research on the wider effects of ADHD diagnosis indi-
cates there are concerns around early diagnosis and
some issues related to the impact of a possible diagnos-
tic shift.

Recent studies compared matched symptomatic
young people diagnosed with ADHD, and without, and
found that young people with the label showed the
same or worse on quality of life and relationship meas-
ures than those without the label (Kazda et al., 2022,
O’Connor and McNicholas, 2020). O’Connor et al.
(2018) have highlighted the instability of childhood
diagnoses and the ramifications for young people and
their families when diagnostic shift occurs, that is,
when a diagnosis is retracted, replaced, or supple-
mented. Clinicians can experience dilemmas when
weighing up providing an early but possibly inaccurate
diagnosis versus providing early access to support
(Mitchell and Holdt, 2014). Diagnostic labels are also
tools by which parents and young people make sense of
their behaviour, their identity and stigma, therefore, it is
important that accurate diagnosis occurs (O’Connor
et al., 2018).

The most uncommon diagnostic shift and the one
that has the most negative impact, is diagnostic retrac-
tion, so O’Connor et al. (2018) speculate that the easi-
est option is to let a previous diagnosis ‘recede from
active clinical attention’ (pg. 989), rather than retrac-
tion. However, the aim of this study is not to explore
difficulties with accuracy of diagnosis, the system by
which families can access support or whether they
should begin the journey, but to examine the diagnostic
process itself from the parent’s perspective. It has been
shown that high satisfaction with the diagnostic process
leads to lower levels of stress, better coping strategies,
and quicker adoption of evidence-based interventions

by parents (Crane et al., 2016). Therefore, improving
understanding of and the experience of the diagnostic
process is essential to improved immediate outcomes
for families, who have already begun this process.

Previous studies have explored the issues and chal-
lenges that parents face getting a diagnosis and support
for children with autism and, to a lesser extent, ADHD
(Carr-Fanning and Mc Guckin, 2018, Makino et al.,
2021). Qualitative analyses and systematic reviews
have used several frameworks and identified key
themes that give greater context to the parents experi-
ence of the autism diagnostic process(Legg and Tickle,
2019). Legg and Tickle (2019) identified three key
types of parent need; emotional, relational, and infor-
mational. These needs change over the diagnosis pro-
cess. Parental emotional guilt during the search for a
diagnosis was replaced by grief or affirmation of autism
identity post diagnosis (Legg and Tickle, 2019).
Information needs also changed with parents requiring
more information in different formats at different points
highlighting the need for strong relationships between
clinicians and family (Legg and Tickle, 2019). The
review also showed some parents of children with aut-
ism in the UK experienced dismissal of their concerns,
longer wait times, and unsatisfactory assessment, com-
munication of diagnosis and supports which contra-
dicted best practice guidelines (Legg and Tickle, 2019).

In addition, qualitative analyses and systematic
reviews show several frameworks have been used in
research to understand: (i) how parents cope with an
autistic label for their child (O’Connor et al., 2018; ii)
causal-blame attribution (Dale et al., 2006; iii) grief or
autistic identity celebration and (iv) whether they adopt
a social or medical model of their child’s needs
(Russell and Norwich, 2012). However, in all cases
parents appear to have complex and evolving under-
standings. Russell and Norwich (2012) identified that
parents teeter between wanting to normalise their
child’s status and resist diagnosis and the opposite of
wanting to move towards diagnosis and advocating for
the normalisation of autism.

However, no study has qualitatively compared the
experience of getting a diagnosis across autism, ADHD
and both diagnoses. The increasingly prevalence of co-
occurring neurodevelopmental conditions (Soke et al.,
2018) means that understanding transdiagnostic experi-
ences will inform an understanding of the diagnosis
process. Autism andADHD are one of the most experi-
enced co-occurring coupling, therefore comparative
insights of a co-occurring group should strengthen and
provide a more complex and nuanced understanding of
the diagnostic process and experience. The seemingly
different diagnosis pathways should suggest markedly
different experiences because an autism diagnosis is
possible from 12months (Pierce et al., 2019) and usu-
ally requires an interactive-observational schedule
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(Hong et al., 2020), an ADHD assessment requires a
multiple setting rating scale questionnaire and usually
occurs after the age of 6 years (Izzo et al., 2019).
However, any similarities in the experience, which sit
outside of the expected differing developmental mile-
stones or assessment tools, could suggest ecological and
contextual factors that shape the process itself.

The current online survey aimed to collect a qualita-
tive data to understand parents’ experiences and percep-
tions of the diagnosis process for either autism, ADHD
or autismþADHD. The parents’ perceptions reported
in this article were drawn from open-ended questions
(qualitative), which were part of a broader survey that
also included closed questions (quantitative) examining
the diagnostic pathway for these three groups in New
Zealand. The value of open survey questions as a
research method is that this is a 'wide-angle lens’ that
can include a number of diverse voices, wide geograph-
ical participation, encourage openness in responses, and
provide participants with autonomy and control over
their participation (Braun et al., 2021). Reflexive the-
matic analysis was used to analyse the qualitative data
due to the extensive response rate and depth of answer
that required an understanding of latent themes, not
anticipated at the outset (Braun and Clarke, 2021). This
analysis was designed to aid our understanding of the
diagnostic experience across these three groups.

Methods
Ethical clearance and informed consent
Ethical approval for this study was provided by the
Human Ethics Committee at Victoria University of
Wellington, New Zealand [Approval number
28993].Participation in the study was both voluntary
and anonymous. All participants provided written and
informed consent prior to enrolment in the study.

Participants
Parents of children with a diagnosis of autism, ADHD,
or co-occurring autism and ADHD were invited to par-
ticipate in a survey, eligibility criteria being: (a) they
were parents, legal guardians, or caregivers (hereafter,
parents), (b) their child had a clinical diagnosis of aut-
ism, ADHD orautismþADHD, (c) their child was aged
18 years or younger, and (d) parents and child were liv-
ing in New Zealand. A purposive, criterion-based con-
venience sampling strategy (Palinkas et al., 2015) was
used to recruit a diverse range of participants who had
children diagnosed with the three conditions.
Participants were recruited by an email sent by Autism
New Zealand and ADHD New Zealand and information
about the study shared on various autism and ADHD
social media groups. Participants were sent a link to the
questionnaire within the advertisement.

Materials
This paper analyses qualitative data from an anonymous
online survey hosted on Qualtrics (data collected from
15th March 2021to 1st June 2021) on the early develop-
ment, diagnosis and experience of obtaining a diagnosis
for parents of children, diagnosed with autism, ADHD
or both in New Zealand. This was a quantitative and
qualitative design (Braun et al., 2021). The survey
included a combination of 25 closed (quantitative)
questions and open-ended (qualitative) questions sepa-
rated into six sections: (a) demographic characteristics,
(b) atypical development, (c) first concerns, (d) special-
ists seen, additional diagnoses, and (e) age of diagnosis
and (f) qualitative questions. The quantitative questions
in sections (a-e) were used to obtain a comprehensive
picture of characteristics of participants, their children,
key aspects of diagnostic experiences and types of spe-
cialists seen. The details and analysis of sections (b) -
(d) are reported in the quantitative analysis (Sainsbury
et al., 2022). The open-ended (qualitative) questions in
section (f) included focused on parent’s experiences of the
diagnosis pathway and were designed to be broad, and to
elicit both strengths and weaknesses of the diagnosis pro-
cess, while also giving participants an opportunity to share
other information about the diagnosis process. The three
qualitative questions were:(1) What was helpful during
the diagnostic process? (2) What was unhelpful about the
diagnostic process? (3) What else would you like
researchers to know about your experience of getting a
diagnosis for your child? The survey questions and design
were informed by consultation with a research and advo-
cacy advisor at Autism New Zealand.

Data analysis
Descriptive statistics were used for demographic data
and to describe the response rate and quantity across
the quantitative responses in the survey. Reflexive
Thematic Analysis (RTA)is a qualitative method
emphasising the subjectivity of the researcher as a
resource to be utilised in a continual reflexive engage-
ment at all stages of the thematic process (Braun and
Clarke, 2021). Unlike other qualitative methodologies it
is not tied to a particular epistemological or theoretical
perspective (Maguire and Delahunt, 2017), however,
Braun and Clarke (2021) articulate that reflexive the-
matic analysis is not done in a ‘vacuum’ and research-
ers must consider the standpoint from which they
analyse (Braun and Clarke, 2021). A prerequisite for
reflexive thematic methodology was a rich data set of
qualitative responses. The high rate of participation and
length of responses suggested this approach would be
an appropriate method to analyse parents’ survey
responses.

Braun and Clarke (2021) reflexive TA has six key
steps: The first and the second step involved reading
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and re-reading the data as a whole to obtain an initial
impression of the experience and meaning and using an
inductive approach to generate initial codes. The
researcher coded participant responses by hand using
open-coding, not using any pre-set codes but develop-
ing and modifying codes as she went through the pro-
cess. This led to the third stage of reflexive TA and the
creation of semantic (surface descriptive level) codes
based on participants’ language, such as ‘child labelled
naughty,’ ‘reluctance to diagnose’. These codes were
then interrogated and refined again (recursive analysis).
Participants’ responses were also placed along a diag-
nostic pathway, such as ordering responses into initial
concerns, encounters with professionals, and post diag-
nosis support.

This led to the third step construction of topics cor-
responding to a diagnosis pathway and to codes sug-
gestive of barriers and enablers at each step. All codes
were grouped and corresponding quotes were listed
under each to test the value, to describe the data and as
an indication of prevalence to ensure key patterns
across the dataset were being captured (Braun et al.,
2021). The quotes may have been changed for spelling
clarification and are not necessarily the full response of
the participant (Terry et al., 2018).

The fourth step involved the search for themes and
patterns across the data. This involved ‘dwelling with’
data and multiple reiterations of the data (Braun and
Clarke, 2021). The guiding questions were: ‘Has the
meaning behind the participant’s comments been cap-
tured? What has been left out and why? ‘Reflexivity
was enhanced through the use of a self-reflective jour-
nal and visual modelling which was used to describe
decisions and coding (e.g. development, revision,
expanding a collapsing of codes and themes).
Supervision and critical discussion of data, codes, con-
struction of themes with peers also occurred (Braun and
Clarke, 2021). This was structured by the authors’ (C.J.
Bowden) and (H. Waddington) reviewing codes and
themes and challenging greater reflexivity in the data.

This led to the latent analysis and a deeper interpret-
ation and consideration of meaning of the experience
for parents in their journey for diagnosis and support.

The fifth step involved defining and naming themes
and returning to steps two and three to check accuracy
and meaning of initial coding attempts, and mapping
where the themes interacted and the relationships
between themes. The coherency, overlap and distinct-
iveness of themes was also scrutinised with the
acknowledgement that some subthemes were shared
between themes. During this phase the specificity of the
child’s diagnosis became relevant to seeing where
themes were represented by all diagnostic categories, or
when only one or two diagnoses were indicated in the
analyses. The final step was writing up the analysis,
research and this journal article.

Results
Sample characteristics
There were 288 participants, who met the criteria and
had children diagnosed with either autism (38.5%,
n¼ 111); ADHD (32.6%, n¼ 94); and autismþADHD
(28.8%, n¼ 83). The children in the sample were pre-
dominantly male (74.7%, n¼ 215) followed by female
(22.6%, n¼ 65) and nonbinary (2.1%, n¼ 6) with a
mean age of 9.5 years. On average the autistic children
were diagnosed around 5.25 years (7.3 years for the aut-
ism diagnosis for the autisticþADHD children) and
7.4 years for ADHD children (6.8 years for the ADHD
diagnosis for the autisticþADHD children).

Mothers (94.8%, n¼ 273) were more likely to have
completed the survey than fathers (2.4%, n¼ 7) or legal
guardians (2.8%, n¼ 8). The parents who completed
the survey were more commonly NZ European (69.4%,
n¼ 200) compared to M�aori (22.2%, n¼ 64) or Pacific
People and other cultural backgrounds (8%, n¼ 23),
had completed university (42.4%, n¼ 131) and were in
a household income bracket between $NZ 50,000 -
99,000 (36.5%, n¼ 105).

Supplementary Figures 1–3 show the rate of
response and approximate length of responses to the
three questions. There were a total of 694 responses
across the three questions totalling 19,509 words, which
ranged from one word to 500þ word responses. There
were 26 participants who did not answer any of the
three questions (n¼ 11 ADHD; n¼ 7 Autism; n¼ 8
autismþADHD participants).There was no significant
difference in the rate of ‘no response’ or length distri-
bution across the three diagnostic groups. The responses
produced a rich and varied qualitative data set.

Thematic analysis
Analysis of the data led to the construction of three
major themes: 1) it’s a battle, 2) parent and child iden-
tity, and 3) the new battle. The relationship between
these three themes and subthemes are illustrated in
Figure 1. The answer to the question ‘what was help-
ful?’ was inverted by 25% of respondents, who
answered this negatively, such as ‘Nothing, we really
didn’t get any help’ (ADHD).

Theme 1: ‘it’s a battle’: families versus the
diagnosis system
This first theme, which describes the battle and struggle
parents of children with Autism and/or ADHD had with
the diagnosis system, is made up of four subthemes,
two of which also apply to another theme. These are:
(i) defeated before it could begin, which pertains to
parents’ perception of diagnostic-delay due to restrictive
criteria; (ii) too young for a diagnosis, relating to a par-
ticular restrictive age criteria, which applied to obtain-
ing an ADHD diagnosis (iii) first point of call,
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(described in Theme 3: Parent and child identity) and
(iv) parent tools for battle (described in Theme 2: The
new battle).

Parents described battling or fighting within a system
for a diagnosis for their child, as being in a ‘longbattle’
(AutismþADHD) and the diagnosis system as ‘broken’
(Autism), ‘a nightmare’ (ADHD) and ‘like walking to
hell and back’. (Autism). Parents described an ‘us’ ver-
sus ‘them’ situation where they had to constantly ‘fight
to get him seen’, (AutismþADHD)or to better co-
ordinate within the system; ‘I fight every single day to
stay on top of the people/agencies [… ] to not get lost
in the system’. (AutismþADHD). When parents
expressed that they had a positive experience they were
compelled to acknowledge this as luck, or an exception
to the normal experience of having to fight for their
child: ‘For other families, I hear how much harder it is,
so I consider our experience more of an outlying data
point than indicative of the normal diagnostic process
in New Zealand’ (Autism).

‘Defeated before [it] could begin’: application
of criteria and thresholds
The application of criteria for assessment and diagnos-
tic thresholds were a key component of the parents’ bat-
tle for access. Parents were told their child was ‘too
mild’, ‘too social’ or ‘too young’ to get a diagnosis and
were disappointed by not being given alternative
options after their child failed to meet criteria. The
resulting diagnosis-delay left parents feeling demoral-
ised and shut out: ‘The public system said he was not
bad enough therefore would not help us’
(AutismþADHD). This created a fait accompli and
some families felt beaten when advised not to try for

assessment in the public system; ‘GP thought the wait
in the public system would be too long and threshold of
impairment too high to be accepted for assessment’
(ADHD). Meeting the threshold of ‘mild’ became
something negative that often led to denied access,
rather than acknowledgement and justification for
accommodation for the needs of the child and family.

Sometimes professionals decided to delay a referral
or diagnosis due to thresholds and criteria: ‘while you
want to be thorough, delaying a diagnosis does not help
children and families’ (Autism). In some cases profes-
sionals applied their own criteria, and did not diagnose
because they believed ‘labels are bad’ (Autism), or
because they had a lack of ‘belief’ that there was an
issue (ADHD). In other cases, parents described being
stonewalled by diagnosticians who declared that their
child did not fit the diagnostic criteria, but who did not
offer counter evidence or only spurious evidence. For
example, a diagnostician was reluctant to diagnose
because a child made eye-contact so was ‘not autistic’
(AutismþADHD). Narrow criteria and subjectively
applied thresholds denied or delayed diagnosis and
lengthened the ‘battle’. This experience was in contrast
to helpful professionals, who validated concerns,
explained the diagnosis in relation to the child, and
offered tangible help, such as, describing the doctor
‘who explained that’ our child’s brain just worked dif-
ferently and explained it in a way for us all to under-
stand’ (ADHD)

‘Too young’ for a diagnosis (ADHD groups)
Parents in the ADHD groups encountered the professio-
nal’s barricade of being told their child was ‘too young’
for a diagnosis: ‘We kept getting told he’s too young…

Figure 1. Thematic map of parents’ experience of the diagnostic process for their children.
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age is sometimes irrelevant when there is obvious
signs’ (AutismþADHD). Parents were upset because
this decision delayed diagnosis, reduced time for early
support and left the family in limbo: ‘It is very, very
hard to get a diagnosis for young children and all the
research shows the earlier you get this the better’
(ADHD). Parents described how they were thwarted
when told to wait until the child turned six or had
started school and that this led to a feeling ‘of being
defeated and overwhelmed’ (AutismþADHD). Delays
also meant parents were not able to access support and
had to start the process again: ‘because he was too
young I couldn’t get any support – We were discharged
from service then had to get another referral when he
turned 6. Then the wait list and re-referral process took
another year to get through’ (ADHD).

Theme 2: the new battle: access to support
The second key theme was that, following their initial
battle (getting a diagnosis), parents reported having to
start a new fight to get support for their child. This
theme has two subthemes: (i) Parent tools for battle(-
also relates to Theme 1); and (ii) Given medication and
told to carry on which described the quandary parents
felt around medication being given in isolation to chil-
dren diagnosed with ADHD.

This second and new battle was described by some
parents as harder than their initial fight for diagnosis:
‘The diagnosis part was easy. It’s getting the required
support afterwards that is hard’ (Autism). The support
was described as concealed and costly; ‘If she needs
any support now, we have to find it and fund it our-
selves, which we can’t really afford to do’ (ADHD).
Parents described being disappointed and let down
because the purpose of diagnosis was to get support for
their children, so when no support was forthcoming the
diagnosis seemed ‘pointless’ (Autism), for ‘everyone
else’ (Autism) or that diagnosis was impractically
treated as a ‘magic wand’ with no other support
(AutismþADHD).

Accessing support in the education system was chal-
lenging and parents encountered many obstacles includ-
ing a lack of visibility, insufficient learning support,
and limited teacher capacity. Some parents drew atten-
tion to the criteria for school support, including access-
ing teacher aides in the classroom, explaining that
unless the child needed ‘help with toileting’ (Autism),
or the child was ‘extreme and throwing chairs at teach-
ers’ (AutismþADHD) then there was no support from
the education sector. One parent explained that the
teacher aide hours had recently been cut to serve more
children but with shorter amounts of time (ADHD).

Parents also identified that access to education sup-
port was adversarial in nature and seemed ad hoc, unco-
ordinated, and ‘un-planned’ (ADHD). They noted that
support dropped off at the start of school enrolment

rather than increased (Autism) and that there was a gap
between diagnosis and support at school (Autism). One
parent explained how they were caught between organi-
sations over the responsibility for support; ‘Hospital
thinks schools should support and schools think its hos-
pital’s role to support. Parents are stuck in the middle’
(ADHD). The limited support was also not parent and
family-focused and parents lamented a lack of parental
counseling ‘to come to terms with diagnosis’, (Autism)
and that overall ‘the system is not at all prepared to
support us’ (AutismþADHD).

Parent tools for battle: skill set, other parents,
and wealth
Whether parents were starting their first battle with the
system for diagnosis or beginning a new (second) battle
with the system for support their experiences were
shaped by the assets and tools they had at their dis-
posal. Parents who were able to draw on previous
knowledge, and knew how to research their child’s con-
dition and navigate health systems were more prepared
for their fight: ‘I feel like we only managed to get
through the process because we are well educated and
persistent’ (ADHD). The parent skill-set was seen as
essential due to the level of difficulty required to navi-
gate the pathway to diagnosis: ‘It was very difficult
navigating the diagnosis pathway. My background is in
the heath sector and I consider myself to be reasonably
well informed’ (ADHD). Parents were acutely aware
and concerned for other parents who might not have the
necessary skill-set: ‘Following the diagnosis path to get
help without having these tools and knowledge would
be even harder’ (Autism).

Parents’ sense of empowerment that came with hav-
ing assets was sometimes undermined during profes-
sional encounters. One parent explained that after a
psychology degree and multiple parent courses one spe-
cialist told ‘“that sounds like parent diagnosis”, actu-
ally, I know my son best’ (AutismþADHD). Parents
sometimes felt better informed than professionals, with
particular skill-sets such as in understanding girls with
ADHD or autism: ‘There is not enough knowledge in
the medical profession about autism in girls and how it
presents differently. It’s draining’ (AutismþADHD).

Another important tool parents used in their fight for
diagnosis was support and comradery from other
parents who became allies and shared information about
how to navigate the system: ‘[We] only knew what to
do (e.g. ask GP for a referral to specialist) as my friend
had recently been via the process for her son’
(AutismþADHD). Parents described how information,
support, and helpful agencies were ‘very much word of
mouth from other parents’, (AutismþADHD), which
was ‘invaluable’ (Autism). This skill-set sits outside of
the system with a clear delineation between ‘us’
(parents of children with diagnoses) and ‘them’ (the
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systems and professionals involved along the diagnosis
pathway).

The other tool for fighting the system was the per-
sonal financial resources parents used to access profes-
sionals and educational support in the private system.
Parents often acknowledged how lucky they were to be
able to go private: ‘Expensive but we are lucky that’s
an option for us’ (Autism). Parents lamented the cost,
but explained the private system fulfilled their expecta-
tions: ‘If you don’t come from a family with means to
pay for assessments, tuition and support required you
are left behind by our system’ (AutismþADHD).

‘Given medsand carry on’ (ADHD and
autism1ADHD)
A key subtheme in the ‘new battle’ was that support for
children with an ADHD diagnosis often consisted solely
of being given medication: ‘very little support given for
practical strategies [… ]. Basically given meds. and carry
on’ (ADHD). One parent of a child with both autism and
ADHD contrasted the support after diagnoses by com-
menting that whilst no support, other medication had been
offered for ADHD there and been, ‘information overload
for autism’ (AutismþADHD). Parents of children with
ADHD also shared how medication had been ‘life chang-
ing’ (ADHD) with their child being able to engage in the
classroom.

Theme 3: parent and child identity: the bad
parent and the naughty child
The third key theme in the parents’ experience of diag-
nosis and support concerned parent and child identity.
Parents’ competence and children’s behaviour were
often blamed prior to diagnosis and a label led to a shift
in blame and identity. This theme is connected to both
‘Battle’ themes and is made up of two subthemes: (i)
‘First point of call’ which pertains to the way parenting
courses are offered (also relates to Theme 1) and (ii)
‘Positive autism identity’ which relates to an identity
specific to the autism diagnosis.

Prior to diagnosis parents carried responsibility and
blame for their child’s behaviour, making them particu-
larly vulnerable to directly or indirectly implied parent-
ing criticisms. Parents described being blamed by other
parents and professionals and ‘Being made to feel like
a horrible parent’ (AutismþADHD). They felt their
ability and expertise questioned and critiqued by other
parents and services: ‘It is a very, very hard road with
judgement from other parents and most of all the agen-
cies who think it’s your parenting’ (AutismþADHD).
Professional sometimes appeared to locate the problem
in the child or parent rather than in the condition and
accompanied this with dubious parenting advice such as
a doctor telling a parent it was ‘a testosterone surge and
to go home and be a parent’ (ADHD), or that ‘maybe
he just needed a smack and more discipline’ (Autism).

The parents were also denied a referral to a specialist,
and this created a diagnosis-delay.

For some parents, receiving a diagnosis for their
child led to validation and a change in identity for
parents. They experienced relief due to a reduction in
social stigma and described how others no longer
judged them as bad parents: ‘It no longer felt like a
helpless situation due to bad parenting - people believed
me finally’ (ADHD). Equally, upon diagnosis there was
a change in identity and a shift in blame away from
their child which was a relief for parents; ‘Realising we
weren’t bad parents, our child wasn’t naughty’
(Autism). The diagnosis enabled parents to actively
reframe their child’s identity at school and home, and
rationalise their child’s behaviour.

‘First point of call’: parenting courses –
perceived blame of parent
Parents were often offered parenting courses by profes-
sionals. This was perceived by parents as confirmation
of their, sometimes self-imposed, ‘bad parent’ identity:
‘They blame you initially. Send you to parenting
courses. Many different parenting courses. Then eventu-
ally after a few years on a wait list you see a specialist’
(AutismþADHD). This subtheme was also shared with
the first theme ‘It’s a battle’ by the timing of these
parenting courses, which appeared to act as gatekeepers
for accessing a diagnosis system and were perceived as
an affront to parents: ‘[organisation]’s lack of interest
in a person unless they do a parenting course first is
pathetic’ (ADHD).

Although some parents could see the benefit of these
courses, they nevertheless wanted the timing to be
reconsidered: ‘I understand there needs to be a focus on
parenting in some respect, but that shouldn’t be the first
point of call’ (AutismþADHD). Parents were often
referred to parent education programmes instead of
being referred for diagnosis, because professionals per-
ceived this as a form of helpful support for parents.
Parents highlighted the contradictory message inherent
in the offering of parenting courses as support;
‘Although there is a strong push toward parents not
having done anything wrong etc., but then the first
thing offered is a parenting course… This is an issue’
(ADHD). By choosing parenting courses as a first
course of action it was perceived that professionals
ignored the competence and skill-sets of parents and
undermined parents self-efficacy; ‘It was also humiliating
being forced to do a parenting course as I have a back-
ground as a parenting educator!’ (AutismþADHD). The
courses were also criticised for not specifically addressing
parenting of neuro-diverse children: ‘makes people feel
bad and many of the strategies don’t work for kids with
ASD/ADHD’ (AutismþADHD).
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Positives of an autism diagnosis (autism and
autism1ADHD)
A second subtheme, related to parent and child identity,
was that of a positive autism identity. Some experi-
enced the opportunity to reposition their identity as
parents of an ‘authentically autistic’ child (Autism),
advocating the involvement of autistic adults in infor-
mation and organisations: ‘Nothing about us, without
us’ (Autism).

This second identity shift came from a number of
different sources, including wider experience with aut-
ism in the family, autism community groups and some-
times professionals. The community groups saw labels
as empowering and parents lamented how autism had
been ‘medicalised and problematised’ (Autism) during
the diagnostic process. Some professionals were
described as having rigid concepts of normality and
typicality, others encouraged parents to see autism
through an inclusive lens and with positivity;
‘[Professional] treats autism as a normal variation and
doesn’t stigmatise it’ (AutismþADHD).

Discussion
The reported experiences of obtaining a childhood diag-
nosis for autism and ADHD were similar with common
themes expressed by parents across diagnoses. Many
parents experienced the diagnostic process as a battle,
which was primarily motivated by the impetus to obtain
support for their child. The analysis of the parents’
experiences shows that delays in diagnosis might be the
result of factors including opaque systems, wait-and-see
models, and requirements for parenting courses before
diagnosis. The diagnosis appeared to have a particular
benefit in allowing parents to reframe their parental
ability and the behaviour of the diagnosed child to a
more positive and less guilt-laden identity.

The findings from our study show that the ‘battle’
analogy was omnipresent throughout the process and
informed each stage. Across all parents in this analysis,
there was disappointment that they had to start a second
fight for support after diagnosis, particularly within an
education setting. These findings align with those of
Daniels et al. (2021), who studied diagnosticians’
understanding of parents’ experience of the journey to
the autism diagnosis in United Kingdom, and created a
subtheme ‘parental battle for services’ where diagnosti-
cians used the battle analogy to describe their perspec-
tive of parents’ ‘fight’ for support.

Parents’ perception of parenting courses as part of
this ‘battle’ was perhaps surprising because parenting
courses are recognised as an evidenced-based support
(Prata et al., 2018). As a ‘first point of call’ before
diagnosis, these courses might rule out more mild issues
and thus, reduce wait times, patient load, while also
potentially benefitting the child and parent (Risley

et al., 2020). There a number of recognised benefits of
parenting courses, such as a reduction in school and
relationship issues, and a sense of greater parent self-
efficacy and well-being of the family (Leijten et al.,
2018, Modesto-Lowe et al., 2008, Prata et al., 2018).
However, parents in the present study viewed being
offered parenting courses as evidence that their parent-
ing was being blamed or implicated. The theme of par-
ent and child identity indicates that parents may well be
primed for this thinking both from internal and social
pressures at the outset of the process to diagnosis.
Whilst Kasilingam et al. (2021) describe how 22% of
New Zealand parents of autistic children specify parent-
ing courses as the extra support that they would like,
the question was posed after diagnosis. Parents may
have experienced the referral differently had they been
offered the courses as a support after diagnosis and spe-
cific to the child’s diagnosis.

The comparison of the three diagnoses in the present
study highlighted unique themes for the ADHD group
with the use of medication for treatment and with the
application of the ‘too young’ for diagnosis criteria. In
contrast to the ADHD groups, the autism only group
did not report being told their child was too young for a
diagnosis, perhaps because the message about early
diagnosis being possible from age two is becoming
more well-known (Waddington et al., 2021). Halperin
and Marks (2019) identify a number of reasons why
practitioners are reluctant to diagnose ADHD in pre-
school including that the symptoms of ADHD are com-
miserate with typically developing preschool children,
multi-informant assessments are more difficult to estab-
lish and that early childhood symptoms are not well
established. Although there is growing body of research
on the diagnosis of ADHD in pre-schoolers (Wallisch
et al., 2020, Wigal et al., 2020), in the current clinical
context the explanation of ‘too young’ is understand-
able, but nonetheless provides a mismatch between
parents’ options for early diagnosis, intervention, and
support.

A unique theme for the autism groups was that
parents called for an introduction to thinking about a
positive autism identity to occur along the diagnostic
pathway. There is an important trend in the research lit-
erature and in community groups, away from ‘having
autism’, and autism being framed using a bio-medical
deficit-focused model, to ‘being autistic’ and the
acknowledgement of a more social or neurodiversity
affirming identity (Anderson-Chavarria, 2021). A more
positive framing of ADHD abilities in the research lit-
erature is now occurring (Moore et al., 2021, Sedgwick
et al., 2019), but there seems to be less advocacy and
sense of a positive ADHD identity compared to autism
within the community of parents’ surveyed in the cur-
rent research.

Willow J. Sainsbury et al. Parent experiences of their children’s diagnosis with autism, ADHD, or both conditions

1180 International Journal of Developmental Disabilities 2024 VOL. 70 NO. 7



The current research was limited in a number of
ways. The survey represented a cross-section of New
Zealand population based on the average highest educa-
tion and income of the sample (OECD, 2019); however,
certain groups may have been under-represented in
responding to the survey. The majority of participants
were mothers, which limited the voices of fathers, and
a more gender-balanced sample might be considered for
future research. This survey did not analyse parents’
responses to the diagnosis process over time or context-
ualise particular disparities, such as rural, cultural and
low socio-economic groups. A further consideration is
that parents of children in the survey answered if there
child was between one year to eighteen years of age,
which means that retrospective remembering of the pro-
cess might differ between the different points of diag-
nosis and in relation to the current age of the child. In
addition, the opt-in nature of the survey may have
meant that participants felt compelled to answer if they
were particularly aggrieved or if they had a negative
diagnostic experience. This creates a less favourable
picture of the process. An open-survey is also restrictive
because it does not allow researchers to follow-up or
probe further in understanding the diagnostic
experience.

Support organisations and professionals might wish
to consider working more collaboratively with parents,
to acknowledge parental guilt and to signal upfront the
process from diagnosis to support options.
Understanding the centrality of parent and child identity
might encourage professionals to be more sensitive
around their interactions. An empowering of autism and
ADHD identity might help parents along the diagnostic
pathway. The criteria set of being ‘too young’ for
ADHD families should be examined and the timing and
appropriateness of recommending parenting courses
reviewed. This might involve addressing parent experi-
ences of the courses acting as a gatekeeper to diagnosis,
the applicability of the courses to neuro-diverse chil-
dren and the implied assumptions about parenting com-
petence and expertise. The similarities of experience
across the three diagnostic groups suggests that a wider
parent community group might draw on greater expert-
ise about access, support and advocacy of neurodiver-
sity. Future research might examine further similarities
across childhood neurodevelopmental disorders and
those with co-occurring diagnosis experience.

Conclusions
This study has shown that, during the diagnostic path-
way, parents of children, who have either ADHD, aut-
ism or autism and ADHD, experienced a similar battle
to get a diagnosis for their child and access support for
their child and family. Many of the issues found in this
research, were similar to other research examining the
experience of autism diagnosis, yet were found also to

be applicable for ADHD and a co-occurring diagnosis.
However, there were specific themes for the particular
diagnoses, such as parent’s desire for the empowering
of a positive autism identity, and the application of a
‘too young’ criterion for parents with ADHD children.
Parents were sensitive to perceived parental and child
blame in interactions along the diagnosis process, which
meant parenting courses were problematic when offered
prior to diagnosis.
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