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Abstract
Objectives The current study used a transdiagnostic approach to explore experiences of consumers and professionals on 
how the process of assessing and diagnosing neurodevelopmental conditions can be improved.
Methods Individuals with personal and/or professional experience of this clinical pathway were invited to complete an 
online survey. A convenience sample of 117 Australian participants provided qualitative data describing how to improve 
this clinical pathway, including 71 consumers and 53 professionals (seven participants held both roles). Descriptive statistics 
were used to summarize the characteristics of the participants and two researchers analyzed the qualitative responses using 
a template approach.
Results Participants described a five-stage “journey” spanning before, during and after diagnosis of a neurodevelopmental 
condition. They progressed through “searching” for an explanation, “waiting” for the diagnostic evaluation, “investigating” 
the signs and symptoms, “knowing” that their child has a neurodevelopmental condition and “accessing” support. Participants 
also suggested nine key improvements to this process that were named “awareness” through professional training and 
empathy, “clearer pathways” through professional checklists and plans, “acceptable timeframes” through reduced local 
waitlists, “more holistic” through assessment and supports, “more collaboration” through communication with key parties, 
“stability and consistency” through continuous and coordinated services, “generic community programs” through early 
needs-based support, “understanding” through meaningful diagnostic disclosure and “addressing their needs” through further 
targeted supports.
Conclusions The findings from this study provide a foundation for future work to improve the diagnostic journey for 
neurodevelopmental conditions through a collaborative effort between consumers, professionals, researchers and policy 
makers. These findings highlight the importance of a transdiagnostic and comprehensive clinical pathway that spans the entire 
journey, where supports are readily available to consumers before, during and after diagnosis. Further research is required 
to explore the experience of consumers and professionals from more diverse backgrounds, as a limitation of this study was 
that almost all participants were females and very few identified as belonging to a specific cultural group.
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Neurodevelopmental conditions (NDCs) include a 
diverse range of diagnoses that typically emerge in early 
childhood, affect the brain and impact functioning in a 
variety of domains (American Psychiatric Association, 
2013; Morris-Rosendahl & Crocq, 2020; World Health 
Organization, 2018). NDCs are usually diagnosed using 
established criteria, with the Diagnostic and Statistical 
Manual of Mental Disorders (DSM-5) and International 
Classification of Diseases for Mortality and Morbidity 
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Statistics (ICD-11) diagnostic labels summarized in Table 1 
for the categories of autism, attention, communication, 
intellectual, learning, motor and prenatal alcohol (American 
Psychiatric Association, 2013; World Health Organization, 
2018). Diagnosis is mostly based on behavioural signs, many 
of which are present across NDCs, and NDCs frequently 
co-occur so that symptoms often overlap (American 
Psychiatric Association, 2013; Licari et al., 2019; Morris-
Rosendahl & Crocq, 2020; World Health Organization, 
2018). Because of this, the diagnostic experience is often 
associated with challenges for consumers and professionals. 
Consumers are defined in this study as individuals who are 
diagnosed with an NDC and their caregivers. Professionals 
are defined in this study as allied health or medical 
clinicians, educators and other paid persons who deliver 
services related to NDCs.

Challenges experienced by consumers and professionals 
include difficult or disappointing encounters, inaccessible 
information, insufficient expertise, delays, deficit 
focused language, stigma and inadequate supports. 
These challenges have resulted in feelings such as 
confusion, fear, frustration, helplessness, grief, guilt, 
stress and dissatisfaction (Alonso Soriano et al., 2015; 
Boshoff et al., 2019; Corcoran et al., 2017; Domeij et al., 
2018; Elangkovan & Shorey, 2020; Green et al., 2013). 
Increasingly, a transdiagnostic approach is being advocated 
within clinical and research practice to encourage early 
identification and intervention, ensure differential and 
co-occurring diagnoses are considered, promote holistic 
support needs being identified and addressed, minimize 

stigma, enhance adherence with clinical guideline 
recommendations and share clinical knowledge and 
resources (Bell et  al., 2016; Bower & Elliott, 2020; 
Dadds & Frick, 2019; Finlay-Jones et al., 2019; Green 
et al., 2013; Licari et al., 2019; National Health & Medical 
Research Council, 2012; Whitehouse et al., 2018).

Whilst previous research has examined the diagnostic 
experiences of specific NDC categories (Alonso Soriano 
et al., 2015; Boshoff et al., 2019; Corcoran et al., 2017; 
Domeij et  al., 2018; Elangkovan & Shorey, 2020), 
examining this topic through a transdiagnostic framework 
would assist to integrate this body of knowledge. An 
important scientific method to do this is qualitative 
research, which provides the advantage of allowing 
consumers and professionals to voice their own experiences 
of navigating the healthcare system and understanding of 
how clinical service delivery models for NDCs can be 
improved (Portney & Watkins, 2015). Although qualitative 
research is suitable for exploratory designs that aim to 
describe experiences and find relationships, it is limited to 
forming a foundation for future quantitative research using 
an experimental design that aims to determine cause and 
effect (Portney & Watkins, 2015). Therefore, this study 
aimed to explore suggestions from a convenience sample 
of Australian consumers and professionals with NDC 
experience or expertise on how the process of assessing 
and diagnosing NDCs can be improved. This research is 
important as it is an important first step towards further 
research and innovations in clinical service delivery 
through a transdiagnostic framework.

Table 1  Neurodevelopmental conditions (NDC)—categories and associated conditions

a DSM-5 refers to the Diagnostic and Statistical Manual of Mental Disorders, 5th edition (American Psychiatric Association, 2013)
b ICD-11 refers to the International Classification of Diseases for Mortality and Morbidity Statistics, 11th edition (World Health Organization, 
2018)
c Cerebral palsy is listed under the Diseases of the nervous system chapter of the ICD-11, but is listed with conditions from the Mental, behav-
ioural or neurodevelopmental disorders chapter for this study

NDC category DSM-5a diagnostic labels ICD-11b diagnostic labels

Autism Autism spectrum disorder Autism spectrum disorder
Attention Attention-deficit/hyperactivity disorder Attention deficit hyperactivity disorder
Communication Communication disorders Developmental speech or language disorders
Intellectual Intellectual disabilities Disorders of intellectual development
Learning Specific learning disorder Developmental learning disorder
Motor Motor disorders Developmental motor coordination disorder

Stereotyped movement disorder
Cerebral palsy c
Primary tics or tic disorders

Prenatal alcohol Other neurodevelopmental disorders (including asso-
ciated with prenatal alcohol exposure)

Other specified neurodevelopmental disorders (including 
Neurodevelopmental syndrome due to prenatal alcohol 
exposure)

Fetal alcohol syndrome
Fetus or newborn affected by maternal use of alcohol
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Methods

Participants

English-speaking individuals living in Australia, with per-
sonal or professional experience of the NDC diagnostic 
clinical pathway, were invited to complete a survey that 
was distributed through social and research networks of the 
researchers and their organization. A convenience sample of 

Table 2  Consumer 
demographics and 
neurodevelopmental conditions 
(NDC)-related expertise (n = 71)

a Cultures specified included n = 1 each of Aboriginal Australian-Noongar, Anglo Saxon, Australian, Greek, 
Māori New Zealander and Muslim, whilst languages included n = 1 each of Dutch, Filipino/Tagalog, Ger-
man, Italian, Macedonian, Noongar, Spanish and Te Reo Māori (multiple free text responses possible, n = 4 
did not specify language)
b Other consumers included foster carers, step-parent, grandparent and aunt (multiple selections and/or free 
text responses possible)
c Although most consumers (n = 63) reported just one age of NDC diagnosis, diagnostic ages for multiple 
people and/or events were reported by six consumers, resulting in a total of 81 ages
d Multiple selections possible
e Only participants who recalled the diagnostic process well or very well were included for this calculation (n = 61)

Variable n %

Cultural and linguistic diversity of  consumera Specified culture 6 8.5
No specified culture 65 91.5
Language other than English at home 9 12.7

Gender of consumer Female 69 97.2
Male 2 2.8
Other 0 0.0

Relationship to individual with an  NDCb Self 3 4.3
Parent 62 87.3
Other 9 12.7

Age of consumer Up to 39 years 28 39.4
40–49 years 27 38.0
50 years or above 15 21.1

Age of individual at NDC  diagnosisc 0 < 2 years 24 24.7
2 < 4 years 16 19.8
4 < 6 years 16 19.8
6 < 12 years 16 19.8
12 < 18 years 4 4.9
18 years or older 5 6.2

Diagnosed with NDC  categoryd Autism 29 40.8
Attention 11 15.5
Communication 16 22.5
Intellectual 20 28.2
Learning 12 16.9
Motor 35 49.3
Prenatal alcohol 6 8.5

Satisfaction with NDC diagnostic  processe Very unsatisfied 8 13.1
Unsatisfied 14 23.0
Neither satisfied or unsatisfied 7 11.5
Satisfied 20 32.8
Very satisfied 12 19.7

117 participants provided qualitative data in the survey. The 
sample included 71 consumers (Table 2) and 53 profession-
als (Table 3), including seven participants who were both a 
consumer and professional.

Procedures

This study employed a descriptive cross-sectional survey 
research design (Portney & Watkins, 2015). Data were 
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collected through an anonymous online survey adminis-
tered via REDCap. A copy of the Participant Information 
Form was available on the landing page, and a statement was 
included that undertaking the survey was an indication of 
informed consent. The survey was open between June 2018 
and February 2020, coinciding with the National Disability 
Insurance Scheme (NDIS) roll-out in Australia (Australian 
Government, 2018). This transition from multiple state/terri-
tory disability systems to a single national disability system 

heralded substantial changes to eligibility assessments, sup-
port plans and service provision of disability supports.

Measures

The survey (Supplementary File 1) asked participants to pro-
vide demographic details (including cultural and linguis-
tic diversity and gender) and describe their NDC experi-
ence and expertise. Consumers were asked to provide their 

Table 3  Professional 
demographics and 
neurodevelopmental conditions 
(NDC)-related expertise (n = 53)

a Cultures included n = 1 each of Aboriginal Australian-Noongar, Italian and Malaysian, whilst languages 
included German (n = 1), Mandarin (n = 2) and unspecified (n = 1)
b Other practice settings included funding provider, government agency, not-for-profit organization, univer-
sity/research institution and home based
c Multiple selections possible
d Other professional disciplines included nurse, administrator, carer/support worker, interpreter and foster 
carer

Variable n %

Cultural and linguistic  diversitya Specified culture 3 5.7
No specified culture 50 94.3
Language other than English at 

home
4 7.5

Gender Female 50 94.3
Male 3 5.7
Other 0 0.0

Practice  settingb Hospital 8 15.1
Community based clinic 10 18.9
School 9 17.0
Private practice 13 24.5
Other 13 24.5

Practice  locationc Major city 33 62.3
Regional 19 35.8
Remote 21 39.6

Professional  disciplined Occupational therapist 5 9.4
Pediatrician 9 17.0
Physiotherapist 5 9.4
Psychologist 12 22.6
Speech pathologist 8 15.1
Teacher 7 13.2
Other 7 13.2

Duration of professional NDC experience Less than 2 years 2 3.8
2–10 years 17 32.1
11–20 years 13 25.0
More than 20 years 20 38.5

Professional NDC experience by  categoryc Autism 46 86.8
Attention 42 79.2
Communication 39 73.6
Intellectual 50 94.3
Learning 39 73.6
Motor 41 77.4
Prenatal alcohol 36 67.9
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age and relationship to the individual with an NDC, along 
with details of their NDC experiences, such as the age of 
individual at NDC diagnosis, the NDC category and their 
satisfaction with the NDC diagnostic process. Profession-
als were asked about their NDC experience and expertise, 
such as their practice setting and location, along with their 
discipline, duration of NDC experience and specific NDC 
categories with which they are experienced. The survey con-
cluded with an open-ended textbox for the participant to 
share suggestions on how to improve the NDC diagnostic 
clinical pathway (Fig. 1).

Data Analysis

Responses to the demographic and NDC experience and 
expertise questions were analyzed in SPSS Statistics soft-
ware (version 26) using descriptive statistics, including 
median, interquartile range (IQR) and frequency (n and 
%) (Portney & Watkins, 2015). De-identified qualitative 
responses were analyzed in QSR NVivo software (version 
12) by two researchers using a template approach, a type 
of thematic analysis where a coding template is developed, 
applied and refined (Brooks et al., 2014). Both researchers 
became familiar with and coded the data against an initial 
template, which was refined in an iterative manner to identify 
themes. Although consideration was given to if a response 
was from a consumer and/or professional during this phase, 
other demographic characteristics of the participants was 
not utilized during the thematic analysis. One exception was 
that the full responses from any participants who identified 
as belonging to a specific culture and/or spoke a language 
other than English at home were reviewed once the final 

thematic framework was established, and it was confirmed 
that no diversity-related themes were present. These initial 
themes were refined and described by the first author prior 
to confirmation by the second researcher to establish cred-
ibility. Other strategies to enhance trustworthiness included 
reporting on participant demographics to allow readers to 
determine similarities and differences to their local con-
text, dense descriptions of themes with illustrative quotes 
from numerous participants and establishing the research-
ers’ expertise and potential influence on the data (Krefting, 
1991). Both researchers were proficient in qualitative data 
analysis, had clinical backgrounds in occupational therapy 
or psychology and had experience in researching experi-
ences associated with NDCs. The second researcher also had 
lived experience of the NDC diagnostic clinical pathway as 
a neurodiverse individual diagnosed during adulthood and 
a mother of two individuals diagnosed with an NDC. The 
remaining authors engaged in peer examination of the results 
with their collective multidisciplinary clinical and research 
expertise related to NDCs (Krefting, 1991).

Results

Most consumers (Table 2) were mothers of an individual 
diagnosed with an NDC, whilst six were foster carers 
and three reported having an NCD diagnosis themselves 
(median = 42 years of age, IQR = 12). Only six consum-
ers identified as belonging to a specific cultural group and 
only nine consumers spoke a language other than English 
at home. The median age at the time of NDC diagnosis 
was 4 years (IQR = 5.5) and multiple diagnostic catego-
ries were reported (median = 2, IQR = 1, most commonly 
motor and autism categories). At least a half of the consum-
ers expressed satisfaction with the NDC diagnostic clinical 
pathway. Professionals (Table 3) were also predominantly 
females and they worked in a range of practice settings and 
locations. Only three professionals identified as belonging 
to a specific cultural group and only four professionals spoke 
a language other than English at home. Professionals were 
from a variety of allied health, medical and other disciplines, 
with approximately two-thirds reporting at least eleven years 
of experience working across a broad range NDC categories. 
Participants described a five-stage diagnostic “journey” and 
suggested nine key improvements to this process (Fig. 2).

Journey

The first stage was “searching” for an explanation for 
their early concerns through professional recognition and 
referral for a diagnostic evaluation. The second stage was 
“waiting” for the diagnostic evaluation to commence, 
a process that was typically longer when accessing the 

Fig. 1  Open-ended survey question and prompts. Note. Image of 
screen by mmi9 from Pixabay
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public health system. The third stage was “investigating” 
the signs and symptoms through a formal diagnostic eval-
uation. The fourth stage was “knowing” that their child 
has an NDC following disclosure of diagnostic outcome. 
The fifth stage was “accessing” support through securing 
funding and linkage with networks and services. Although 
these stages are described within a linear process, there 
is potential for stages to overlap or occur in alternative 
sequences.

Awareness

Participants explained that professional “awareness 
needs to be raised evenly across the state” about “what 
they might ‘see’ for each [NDC]”, diagnostic evaluation 
processes, post-diagnostic supports and funding options, 
such as “Medicare line items”. Awareness about empa-
thetic communication was also needed, including “active 
listening to parents—not dismissing concerns or attribut-
ing them to parental inexperience or worry” and being “a 
little nicer” when asking questions. Awareness could be 
raised through making “affordable” professional training 
available.

Clearer Pathways

There was a suggestion that consumers receive “informa-
tion … about the assessment process”, ideally as “a list of 
the process in checklist form” at the time of referral. This 
would ensure consumers understood “what the process was 
and who to see”. Professionals involved in conducting diag-
nostic evaluations require “a ‘gold standard’ process that is 
consistently applied throughout the state” and “monitored”. 
It should “clearly outlin[e] which professionals have what 
responsibilities” and include an “approach [for] providing 
the information about diagnosis” and developing a “funding 
plan” after the diagnosis.

Acceptable Timeframes

Efforts to “reduc[e] the waitlist time” were recommended 
so that consumers have “the ability to see a [clinician] in an 
acceptable timeframe” to “allow timely diagnosis and access 
to services”, particularly “important early intervention”. 
Suggestions for improved timeframes include minimizing 
the “wait and see” approach, streamlining the wait periods 
for each specialist and assessment, “better funding of health 
professionals to complete assessments”, overcoming “patchy 

Fig. 2  The neurodevelopmental conditions (NDC) diagnostic journey and suggested areas of improvement
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availability of developmental services”, increasing access to 
“local providers” who possess the required “contextual and 
cultural understandings”, decreasing community paediatric 
caseloads and finding “some way of helping fund the cost 
of [private] assessments” to alleviate burden on the public 
system without it being “extremely costly” for consumers.

More Holistic

A “more holistic” assessment was encouraged, with “con-
sideration given to other diagnoses” and psychosocial fac-
tors (such as “trauma”). Consumers should then be referred 
to “professionals trained in the relevant areas” for further 
specialist assessment if required to prevent “non-diagnosis” 
without a comprehensive transdiagnostic evaluation. Some 
participants advocated for “an integrated framework set-
ting out broad pathways across community setting, based 
on functional needs assessments … within a neurodevel-
opmental model”. Hence, all clinicians require “essential 
training” in the assessment and intervention options for all 
NDCs and relevant psychosocial factors.

More Collaboration

A need was described for “more collaboration between 
disciplines”, as “interdisciplinary communication and 
information sharing could be improved” to “work better 
together” and reach a “very high quality” level within teams 
and between “individual therapists”. Collaborative exam-
ples include “multiple professionals assessing your child 
together”, “each assessment should inform the others” and 
“we give the families an overall picture”. Greater collabo-
ration “would help to make the process a little less stress-
ful for the parents”, facilitate professionals “being effective 
and doing the best we can do” and allow the “workforce 
… to expand and skilled practitioners can coach the new 
practitioners”. Clinicians also need to collaborate with key 
stakeholders across the “health, education and disability sec-
tors”, ideally through an “agreed framework for data sharing 
ensuring assessment information is shared across assessment 
sites and that assessments are not duplicated unnecessarily”.

Stability and Consistency

It was identified that consumers need “continuous support” 
and a “coordinated approach” during “each difficult step” of 
the NDC diagnostic journey. A strategy to maintain “some 
stability and consistency” involved “assessments being com-
pleted in conjunction with primary therapist[s]” through 
eliciting their input because they “know the case well and 
are better able to notice changes”. Similarly, “ongoing ther-
apeutic involvement with [the] assessing team” provides 
continuity where families can “realize [the] full benefit of 

[the] relationships established in [the] assessment process”. 
Finally, “better coordination of care” through “a single 
point of reference for parents who are within the assess-
ment/therapy process to guide them to services available” 
was suggested.

Generic Community Programs

A consumer need for “support availab[ility] in the com-
munity” through “generic community … programs” whilst 
awaiting a diagnostic evaluation was raised. These programs 
may “alleviate need for further assessment in some cases, 
as well as identifying high priority cases” for “assessment 
and [specialist] referral”. There is optimism that the transi-
tion to NDIS will facilitate such programs, expressed with 
“Overall I feel with such great demand, we should be assess-
ing less kids but providing therapy for more. Hopefully with 
NDIS, urgency for diagnosis will fade, as its association with 
funding becomes less significant”. However, further reform 
in education settings is required through shifting towards 
“more acknowledgement of ‘needs’ rather than diagnoses”.

Understanding

Diagnostic disclosure of NDCs was noted to require 
improvement so that consumers have an “understanding of 
what [it] means”. The feedback session at the end of the 
diagnostic evaluation needs to be delivered in a safe and 
“comforting” manner in-person, “assume a person knows 
nothing about how these things are diagnosed and they 
should explain every step”, allow enough time to help con-
sumers “understand [the] diagnosis”, answer questions sur-
rounding how the diagnosis may “affect the child’s future 
schooling / jobs / quality of life” and “explore … options” 
for “where to go next”. Reports need to be written “objec-
tively [and] accurately”, be “readable by families and 
still meaningful for other professionals who may become 
involved in providing services down the track” and be “more 
respectful of the differences and strengths of the individual”. 
Furthermore, “it is not enough to just explain a diagnosis” or 
provide a “non-diagnosis”, instead “families need strategies 
that they can apply immediately, even if it is just one thing 
that would have the biggest impact” to “better cope with the 
problems that they are facing”. Finally, diagnostic disclosure 
should “assist them in adapting to the new diagnosis and 
future interventions” and facilitate optimism, illustrated with 
“of course it’s going to be challenging but a bit of hope given 
can be a good thing”.

Addressing Their Needs

Participants felt that following an NDC diagnosis and “hav-
ing established function and need, all children and their 
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carers should be entitled to services to assist in addressing 
their needs”. Examples of relevant and targeted supports 
included “funding”, “intervention”, “plans”, “books”, “coun-
selling” or “parenting support”. It is important to schedule 
“another closely followed session to include support with 
ongoing referrals and paperwork required to access appro-
priate funding” and follow-up with funders and professionals 
for “confirmation of referral and then family engagement”.

Discussion

This qualitative survey explored suggestions from a con-
venience sample of 117 Australian consumers and/or pro-
fessionals with NDC experience or expertise on how the 
process of assessing and diagnosing NDCs can be improved. 
Consistent with other international literature exploring the 
NDC diagnostic journey for specific NDCs (Alonso Sori-
ano et al., 2015; Boshoff et al., 2019; Corcoran et al., 2017; 
Domeij et al., 2018; Elangkovan & Shorey, 2020), partici-
pants sought a consistent and comprehensive clinical path-
way that spans the entire diagnostic journey, from the time 
they are searching for answers until they have understood 
the diagnosis and are accessing help to address their needs. 
Whilst the five stages in this diagnostic journey were pre-
sented sequentially, many consumers experience multiple 
and overlapping diagnostic journeys. The developmental 
nature of these conditions, combined with variability in 
task demands faced across the life course, means that not all 
NDC diagnoses are evident in an individual at any one point 
in time. Consumers may find themselves at different stages 
in the diagnostic journey for different diagnoses, highlight-
ing the importance of professionals conveying a sense of a 
shared diagnostic journey.

Congruent with this, it was suggested that the components 
along the clinical pathway be administered in a collabora-
tive, coordinated, compassionate and informative manner. 
Importantly, participants felt the clinical pathway should be 
delivered holistically using a transdiagnostic model, with 
support tailored to individual needs rather than primary 
diagnosis. They felt that the clinical pathway also needs to 
be adequately resourced to ensure affordable assessment 
and support services with acceptable wait times. Transdi-
agnostic and community-based supports to address needs 
and guide consumers through the process were suggested 
during the earliest stages when concerns first emerged. Par-
ticipants called for a paradigm shift within the clinical path-
way, where consumers could access supports whilst awaiting 
a diagnostic evaluation, a scenario that has since become 
possible with the introduction of early intervention and sup-
ports for children and adults through the NDIS (Australian 
Government, 2018). Research within the broader mental 
health field provides encouraging support for transdiagnostic 

interventions that can support consumers prior to diagnosis 
(Kennedy et al., 2019).

We identified perspectives that NDC assessment and 
diagnosis pathways need to be clearly articulated in diagnos-
tic guidance documents and associated educational programs 
to raise awareness of the clinical pathway amongst con-
sumers and professionals. Existing local and international 
clinical guidance documents cover assessing and diagnos-
ing some NDCs in Australia (Blank et al., 2019; Bower & 
Elliott, 2020; National Health & Medical Research Coun-
cil, 2012; Novak et al., 2017; Whitehouse et al., 2018) and 
work is currently planned to revise (attention and prenatal 
alcohol categories) or create (motor category, Licari et al., 
2020) Australian guidelines. Whilst the Australian autism 
guideline (Whitehouse et al., 2018, p. 13) recognizes the 
importance of undertaking assessments “in the context of a 
broader neurodevelopmental and behavioural assessment”, 
other guidelines make more general recommendations such 
as undertaking a holistic assessment and considering differ-
ential diagnosis and co-occurring conditions (Blank et al., 
2019; Bower & Elliott, 2020; National Health & Medical 
Research Council, 2012). The findings from this research 
highlighted the importance of NDC guideline developers 
clearly articulating a transdiagnostic approach where clinical 
guidance documents for other NDCs are considered.

Limitations and Future Research

A strength of this study was the transdiagnostic and consul-
tative research design that allowed an exploration of the lived 
and professional experiences of the NDC diagnostic clinical 
pathway before and during the NDIS roll-out in Australia. 
These experiences spanned several diagnostic categories, 
practice settings and disciplines. However, sampling bias 
limited our ability to examine the diagnostic journey expe-
rienced in relation to specific NDCs, geographical regions, 
cultural and linguistic diversity, socioeconomic status or 
during discrete time periods. The findings are subsequently 
not representative of the diversity of populations in Australia 
or internationally, with the voice of minority populations, 
including First Nations people, underrepresented (amplified 
by the use of an English-language survey only).

This is particularly important, as First Nations people and 
other culturally and linguistically diverse groups are less 
able to access healthcare services to identify developmental 
concerns and receive early intervention (Garg et al., 2017; 
Overs et al., 2017). Although consumers and professionals 
who did not identify as female were eligible to participate, 
we had very few males (n = 5) and no one who had another 
gender volunteer for the study. Hence, it is unknown if 
males and gender diverse individuals share a similar jour-
ney or suggestions to improve the clinical pathway. In addi-
tion, it was beyond the scope of this study to explore the 
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experiences of children with personal experience of the 
NDC diagnostic clinical pathway, or consumers who have 
experience of this phenomena but the outcome was not an 
NDC diagnosis.

Future research that proactively recruits a more diverse 
population, and subsequently explores these areas of diver-
sity, is recommended. This could include more in-depth 
qualitative research studies using purposive sampling, 
where interviews or focus groups would allow the thematic 
framework to be investigated further through seeking more 
detailed experiences, testing the relationships between 
themes and applying a greater range of strategies to achieve 
trustworthiness (Krefting, 1991). Furthermore, although this 
research was informed by a consumer reference group and 
participants were consulted to share their experience, this 
study was limited in that it did not progress beyond mid-
levels of consumer participation (Roper et al., 2018). Future 
research that is led or co-led by individuals diagnosed with 
NDCs is recommended to co-produce knowledge and recom-
mend service improvements. Another limitation of this study 
was that the reliance on qualitative data allowed subjective 
experiences to be explored, but did not allow statistical rela-
tionships between experiences and outcomes to be exam-
ined. Future quantitative survey research is recommended to 
expand upon this study, eventually leading to experimental 
research designs to evaluate the effectiveness of innovations 
to service delivery (Portney & Watkins, 2015).

The findings from this study provide a foundation for fur-
ther work to improve the NDC diagnostic journey through 
a collaborative effort between consumers, professionals, 
researchers and policy makers. Whilst this study occurred in 
Australia, the findings may be applicable to a broader audi-
ence. These findings highlight the importance of a transdi-
agnostic and comprehensive clinical pathway that spans the 
entire NDC diagnostic journey, where supports are readily 
available to consumers before, during and after a diagnostic 
evaluation.

Supplementary Information The online version contains supplemen-
tary material available at https:// doi. org/ 10. 1007/ s41252- 022- 00289-z.
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