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Abstract
The purpose of this reviewwas to identify the quantity, breadth, and methodological characteristics of literature examining parent
perspectives of autism spectrum disorder diagnosis, synthesize key research findings, and highlight gaps in the current literature.
A systematic search was conducted for the period January 1994–February 2020. One hundred and twenty-two articles underwent
data extraction. The majority of studies took place in Europe and North America in high-income countries. Over half of the
studies used qualitative methodology. Four key components of the diagnostic experience were identified: journey to assessment,
assessment process, delivery of the diagnosis and feedback session, and provision of information, resources, and support. Themes
of parental emotions and parental satisfaction with the diagnostic process were also found.
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Autism spectrum disorder (ASD) is a neurodevelopmental
disorder defined by impairment in social communication and
the presence of restricted repetitive behaviors (American
Psychiatric Association 2013). ASD has steadily increased
in reported prevalence over the past decade (Maenner et al.
2020), leading to growing pressure on professionals and sys-
tems to provide timely and accurate diagnosis. Aspects of
diagnosing ASD have been shown to be challenging for pro-
fessionals. Firstly, while numerous clinical diagnostic guide-
lines have been published (Brian et al. 2019; Filipek et al.

2000; Johnson et al. 2007; National Collaborating Centre for
Women’s and Children’s Health 2011; Volkmar et al. 2014;
Whitehouse et al. 2018), they vary in their recommendations
for assessment and are of variable quality, especially in regard
to applicability and rigor of development (Penner et al. 2018).
This variability has led to inconsistent processes and practices
across systems, with diagnostic pathways varying according
to where a child lives. Delivering the diagnosis to families
has also been shown to be challenging for professionals.
In a recent large-scale United Kingdom (UK) survey of
professionals providing ASD diagnoses, the three most
challenging aspects of delivering an ASD diagnosis were
reported to be (1) ensuring caregivers understood the di-
agnosis and why it was given; (2) communicating infor-
mation that could be comprehended by the family; and (3)
managing familial distress (Rogers et al . 2016).
Professionals are also challenged by making ASD diagno-
ses and refer to the complexities of assessment, especially
when evaluating phenotypic profiles that are seen as
“atypical” (e.g., subtle cases, ASD in females) (Rogers
et al. 2016). Similar themes were found in qualitative
studies of physicians caring for children with ASD, which
identified barriers to conducting ASD diagnostic assess-
ments including inadequate training, challenges disclosing
the diagnosis to families, and concerns about how to help
families navigate resources in a fragmented system
(Jacobs et al. 2018; Penner et al. 2017).
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While it is important to understand professionals’ views of
ASD diagnoses and processes, parents of children diagnosed
with ASD are experts on their children and family needs. The
goal of diagnostic assessment is not only to clarify the diag-
nosis but also to help the caregivers and child understand the
diagnosis and direct the family to appropriate supports
(Abbott et al. 2013; Zwaigenbaum and Penner 2018).
Because families are the constant in the child’s life, they are
considered best suited to determine their young child’s needs.
Providing family-centered care that supports this approach is
broadly considered best practice within the field of pediatrics,
especially among children with chronic conditions (King et al.
2004). Family-centered care models have also been linked
with increased parent satisfaction, decreased parent stress,
and improved child outcomes (King et al. 2004; Woodside
et al. 2001). Having a thorough understanding of clients’
and families’ ASD diagnostic experience is an important
starting point for optimizing care for children with ASD and
their families. Parent perceptions and expertise should there-
fore be understood and integrated into considerations of the
appropriateness of existing diagnostic pathways. To date, re-
views have mostly focused broadly on parent perspectives of
raising a child with ASD (DePape and Lindsay 2016; Keok
2012) as opposed to the more specific time period around
diagnosis. Recently, a systematic review and meta-synthesis
of the qualitative literature about the ASD diagnostic experi-
ence for parents in the UK was performed (Legg and Tickle
2019). However, to our knowledge, no existing work has pro-
vided a systematic, in-depth, and international review of the
existing evidence about parent or caregiver perceptions of the
ASD diagnostic process.

The purpose of the current review is to (a) identify the
quantity, breadth, and methodological characteristics of the
current literature examining parent and caregivers’ perspec-
tives of ASD diagnosis, (b) summarize and synthesize key
research findings, and (c) highlight gaps and limitations in
the current literature to direct future research.

Methods

We conducted a scoping review, which is a method of
knowledge synthesis that aims to systematically and
comprehensively examine a broad exploratory research
question (Colquhoun et al. 2014). This methodology
was chosen given the heterogeneous nature of the re-
search on parent perspectives of ASD diagnosis and
our aim for a comprehensive review. The current scop-
ing review was performed following a protocol that was
developed a priori and followed the 5-stage framework
outlined by Arksey and O'Malley (2005) and further
refined by the Joanna Briggs Institute (Peters et al.
2015).

Stage 1: Identify the Research Question

This scoping review addressed the following broad question:
What is known about parent or caregiver perspectives of the
ASD diagnostic experience?

Stage 2: Identify Relevant Studies

A systematic search of CINAHL, EMBASE, MEDLINE
(OVID), PsychINFO, and Scopus databases was conducted.
These databases were selected for their relevance to the field
concerned. We aimed to identify peer-reviewed articles pub-
lished between January 1994 (when DSM IV criteria for au-
tism were published) and February 2020 that were focused on
the experiences of caregivers of children with ASD during the
diagnostic process. A search strategy was developed in con-
sultation with a hospital librarian (PW). All searches included
at least one identifier for ASD (e.g., autism, Asperger) linked
to at least one identifier for caregiver (e.g., parent), and diag-
nosis (e.g., assessment). Search terms were truncated when
appropriate to maximize recall (see Table 1 for an example
of our search strategy).

Stage 3: Select Studies

A systematic selection process was used to arrive at the
final article set. After duplicate records were removed, the
first author (AM) and principal investigator (MP) inde-
pendently reviewed the titles and abstracts for relevance.
At this stage, all articles identified by either author were
included for full-text review. Full texts of potentially rel-
evant articles were assessed by both authors independent-
ly for eligibility. Hand searching reference lists of highly
relevant articles was also performed to identify additional
studies. Inclusion criteria were purposely broad given the
comprehensive nature of our research question and com-
prised of the following: (a) studies that collected or re-
ported on experience data directly from parents/caregivers
of a child with ASD; and (b) the diagnostic assessment or
time surrounding diagnosis was specifically assessed. We
decided not to include unpublished, non-peer-reviewed
articles due to the considerable number of publications
in peer-reviewed journals as well as the extensive number
of unpublished theses found in this subject area, which
led to concerns about the feasibility of accurately captur-
ing the gray literature in our narrative synthesis of the
study results. Non-English articles were excluded due to
inability for the authors to accurately extract data.
Consensus for inclusion was achieved between authors
in face-to-face discussion. All articles were accessed
electronically.
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Stage 4: Charting and Analyzing the Data

Descriptive characteristics including the year of publication,
country of origin, study methodology, and study objectives
were extracted by AM using a customized data extraction
sheet which was developed in a draft during protocol devel-
opment. Findings related to parent perceptions of ASD diag-
nosis were also charted. This section of the data extraction
form was trialed and refined in an iterative manner as famil-
iarity with the data increased. The parent perceptions of the
various components of the diagnostic process on which each
article focused were identified and charted by AM. These key
findings were then grouped under overarching themes which
were organized into an inductive conceptual framework con-
structed through regular discussion between AM andMP. GK
and LH reviewed and provided input on the final themes
based on synthesized results.

Stage 5: Summarizing and Reporting the Results

The results were summarized in chart format with re-
gard to time, location, and methodology. Quantitative
analysis of parental perceptions is presented in tables
indicating the frequency of themes in articles.
Qualitative analysis of themes is presented narratively.
A narrative synthesis format was chosen to discuss re-
sults as articles varied in terms of research design and
data outcomes.

Results

Search Results

Figure 1 outlines the study retrieval and selection results. The
electronic search resulted in 6115 records. Two hundred and
twelve articles were identified as potentially relevant. After
applying inclusion and exclusion criteria, 122 articles were
included.

Year of Publication

Studies were charted by year of publication demonstrating an
increase in publications on the topic over the last decade with
a dramatic increase in articles published since 2017 (see
Fig. 2).

Study Methodology

Study methodology is summarized in Table 2. More than half
of the studies used qualitative methodology (n = 66) with the
majority analyzing data from interviews and focus groups
asking parents about their experience of receiving a diagnosis
of ASD for their child. Almost one-quarter of the studies were
quantitative questionnaire-based studies of parent perceptions
of ASD diagnosis (n = 28). Mixed-methods studies made up
16% (n = 20) of the literature reviewed, mainly where ques-
tionnaire data was analyzed both quantitatively and qualita-
tively or interview and questionnaire data were combined.

Secondary research reflected the significant amount
of qualitative literature in the area with our review find-
ing four qualitative meta-syntheses of parent experi-
ences. One systematic review and meta-synthesis looked
at qualitative literature about the parental experience of
their child receiving a diagnosis of ASD in the UK
(Legg and Tickle 2019). Two meta-syntheses by the
same author group looked at parental perceptions of
advocating for their child with ASD, one specifically
during the diagnostic process (Boshoff et al. 2019) and
the other across the lifespan including diagnosis
(Boshoff et al. 2018). One meta-synthesis looked at pa-
rental perceptions of caring for a child with ASD, in
which the diagnostic experience was found to be a ma-
jor theme (DePape and Lindsay 2016). Three non-
systematic literature reviews that included discussion of
literature on parental experience of ASD diagnosis were
also found (Bloch and Weinstein 2009; Reed and
Osborne 2012; Sritharan and Koola 2019). One com-
mentary authored by a parent containing their personal
experience with receiving an ASD diagnosis for their
child was also published (Henderson 2017).

Table 1 Search strategy
Search
domain

Search strategy

Autism Autism spectrum disorders/ OR TI-ABS-HW (autism OR autistic OR apserger* syndrome
OR (pervasive adj3 disorder*))

Caregiver Parents/ OR fathers/ OR mothers/ OR caregivers/ OR family/ TI-ABS-HW (Parent* OR
caregiver* OR mother* OR father* OR famil*)

Experience TI-ABS-HW (experience* OR qualitative OR interview* OR question* OR survey*
OR focus group*)

Diagnosis Diagnos*.ti.ab.hw
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Location of Studies

Studies were charted by country of origin and this data was
further categorized using the World Bank’s regional and in-
come classification system (The World Bank 2019). Until
2004, all but one study took place in the UK or North
America. After that time, studies from international sources
have increased (see Fig. 3). However, over three-quarters of
all primary studies were conducted in Europe and North

America and 83% of studies were performed in high-income
countries (see Tables 3 and 4).

Specific Populations

During the last decade, there has been an interest in looking at
the unique diagnostic experiences of specific subgroups of
parents and their children, including research focused on the
experience of parents of girls with ASD (Rabbitte et al. 2017),

Fig. 1 Identification of included
articles (PRISMA diagram)

Fig. 2 Number of articles by
publication year
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autistic adults (Raymond-Barker et al. 2018), children with
ASD who have visual impairment (de Verdier et al. 2019),
and children with ASD who have hearing impairment (Wiley
et al. 2014). Also, experiences of fathers of children with ASD
(Hannon and Hannon 2017; Potter 2017), African American
parents in the USA (Lovelace et al. 2018; Pearson and
Meadan 2018), Latino parents in the USA (Lopez et al.
2018; Zuckerman et al. 2014, 2017), immigrant families
(Nilses et al. 2019; Rivard et al. 2019; Sakai et al. 2019),
and military families (Cramm et al. 2019) have been studied.

Key Study Findings

Parental perceptions of ASD diagnosis were coded and orga-
nized into themes which were formed into an inductive con-
ceptual framework identifying four central parts of the diag-
nostic experience for parents: (1) the journey to assessment,
(2) the assessment process, (3) delivery of the diagnosis and
feedback session, and (4) post-diagnostic provision of infor-
mation, resources, and support. In addition, themes of parental
emotions and reactions at the time of diagnosis and parental
satisfaction were also identified. The frequency and presence
of these themes in the articles of our review are displayed in

Appendix Table 5. Experiences of the diagnostic process vary
considerably given the heterogeneity of effects of ASD on
individuals, characteristics, and experiences of caregivers, as
well as regional variation in ASD diagnostic practice. In the
proceeding narrative synthesis, we attempt to articulate the
current state of knowledge of parental perceptions of ASD
diagnosis based on the key themes identified in our review.

The Journey to Assessment

Of all the parts of the diagnostic experience, parental percep-
tions of the journey to assessment is the most studied aspect
with 70% of articles (n = 85) in our review containing findings
related to this theme. Overall, the journey to ASD diagnosis is
perceived by parents as fraught with delays. The most com-
mon way studies measured this delay was with parent-
reported time lapse from age of first concern to age of diag-
nosis with averages ranging from 12 months to 55 months
(Bejarano-Martín et al. 2019; Chao et al. 2018; Crane et al.
2016; Hofer et al. 2019; Martinez et al. 2018; Moh and
Magiati 2012; Ribeiro et al. 2017; Schelly et al. 2019).
Studies also recorded parent-reported number of professionals
consulted in order to obtain a diagnosis with an average of

Table 2 Study methodology
Study methodology Number of articles %

Primary research

Qualitative 66 54

Interviews 48 39

Focus groups 10 8

Interviews and focus groups 2 2

Autoethnography 1 1

Focus groups, rich pictures, narrative writing 1 1

Interviews and fieldwork observations 1 1

Questionnaires 1 1

Questionnaires and interviews 1 1

Video transcripts 1 1

Quantitative 28 23

Questionnaires 27 22

Questionnaires and interviews 1 1

Mixed methods 20 16

Questionnaires 9 7

Questionnaires and interviews 7 6

Interviews 3 2

Questionnaires and focus groups 1 1

Secondary research

Literature review 3 2

Qualitative meta-synthesis 3 2

Commentary 1 1

Systematic review and meta-synthesis 1 1
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three to five professionals seen (Eggleston et al. 2019; Goin-
Kochel et al. 2006; Hofer et al. 2019; Howlin and Asgharian
1999; Mahapatra et al. 2019; Siklos and Kerns 2007; Wong
et al. 2017). The perceived barriers to timely ASD diagnosis
by parents were studied in many articles and the most often
reported include (1) false reassurance or dismissal of concerns
by health care practitioners (Barnard-Brak et al. 2017; Boshoff

et al. 2019; Brookman-Frazee et al. 2012; Chamak and
Bonniau 2013; Chamak et al. 2011; Dababnah and Bulson
2015; de Verdier et al. 2019; Elder et al. 2016; Ferguson and
Vigil 2019; Henderson 2017; Hidalgo et al. 2015; Legg and
Tickle 2019; Lopez et al. 2018; Lovelace et al. 2018; Navot
et al. 2017; Oswald et al. 2017; Pearson et al. 2020; Ribeiro
et al. 2017; Sansosti et al. 2012; Schelly et al. 2019; Smith-
Young et al. 2020; Stahmer et al. 2019; Sudhinaraset and Kuo
2013; Upoma et al. 2020; Wong et al. 2017), (2) lack of
expertise in ASD diagnosis among consulted health care prac-
titioners (An et al. 2020; Brookman-Frazee et al. 2012; Crane
et al. 2018; Lloyd et al. 2019; Mitchell and Holdt 2014;
Pearson and Meadan 2018; Pearson et al. 2020; Raymond-
Barker et al. 2018; Reddy et al. 2019; Sansosti et al. 2012;
Zarafshan et al. 2019), (3) lack of awareness and knowledge
among parents of ASD signs and symptoms (An et al. 2020;
Chao et al. 2018; Crane et al. 2018; Elder et al. 2016; Rivard
et al. 2019; Schelly et al. 2019; Zuckerman et al. 2014, 2017),
(4) misdiagnosis or need for further referral extending wait
times (Brookman-Frazee et al. 2012; Lloyd et al. 2019;
Martinez et al. 2018; Rabbitte et al. 2017; Smith-Young
et al. 2020; Stahmer et al. 2019; Upoma et al. 2020), (5)
parental denial (Chao et al. 2018; Clasquin-Johnson and
Clasquin-Johnson 2018; Crane et al. 2018; Dababnah et al.
2018; Hidalgo et al. 2015; Pearson and Meadan 2018; Sakai
et al. 2019), (6) waitlist times for assessment (Lappe et al.
2018; Legg and Tickle 2019; Raymond-Barker et al. 2018;
Sakai et al. 2019; Wong et al. 2017; Yi et al. 2020), and (7)
cultural beliefs and differences that act as barriers to diagnosis
(Dababnah et al. 2018; Mahapatra et al. 2019; Pearson and
Meadan 2018; Reddy et al. 2019; Rivard et al. 2019; Sritharan
and Koola 2019; Stahmer et al. 2019; Zeleke et al. 2018;
Zuckerman et al. 2014).

The Assessment Process

There has been comparatively less research focus on parental
perceptions of the diagnostic assessment process itself.
Research on parental perceptions in this area tends to have a
mix of positive and negative perception which may be related
to practice variation in service delivery across studies. Many
studies collected information on structural aspects of the diag-
nostic assessment such as who completed the assessment
(Brogan and Knussen 2003; Crane et al. 2016; Daniels et al.
2017; Eggleston et al. 2019; Goin-Kochel et al. 2006; Hackett
et al. 2009; Osborne and Reed 2008; Rhoades et al. 2007;
Siklos and Kerns 2007; Zarafshan et al. 2019), where the
assessment took place (Brogan and Knussen 2003; Renty
and Roeyers 2006), and how long it took (Ha et al. 2017;
Raymond-Barker et al. 2018). A number of studies reporting
on parental perceptions of the process include comments on
the length and perceived thoroughness of the overall assess-
ment process with some studies reporting parents felt the

Table 3 Location of primary studies

Region Number of articles %

Europe and Central Asia 46 40
the UK 23 20
Ireland 6 5
Sweden 4 3
Belgium 2 2
France 2 2
Multiple Countries 2 2
Spain 2 2
Denmark 1 1
Germany 1 1
Italy 1 1
Kazakhstan 1 1
Turkey 1 1

North America 41 36
The USA 34 30
Canada 7 6

East Asia and Pacific 11 10
Hong Kong 3 3
Taiwan 3 3
Australia 2 2
Myanmar 1 1
New Zealand 1 1
Singapore 1 1
Vietnam 1 1

South Asia 4 4
India 3 3
Bangladesh 1 1

Sub-Saharan Africa 4 4
South Africa 3 3
Ethiopia 1 1

Middle East and North Africa 3 3
Iran 2 2
Israel 1 1

Latin America and Caribbean 2 2
Brazil 1 1
Costa Rica 1 1

International 1 1
N/A 2 2

Table 4 Articles by country income level (World Bank classification)

Income group Number of articles %

High 94 82

Upper middle 10 9

Lower middle 6 5

Low 1 1

N/A 3 3
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process was too lengthy and overly comprehensive (Mulligan
et al. 2012; Wong et al. 2017) and others reporting that the
assessment was perceived as too short and superficial (Ha
et al. 2017, Selimoglu et al. 2013; Yi et al., 2020; Zarafshan
et al. 2019). Some studies commented on parental perceptions
of validity of methods used for assessment (Bejarano-Martín
et al. 2019; Crane et al. 2018; Ha et al. 2017; Ho et al. 2014;
Raymond-Barker et al. 2018; Wiley et al. 2014; Zarafshan
et al. 2019) and professional’s qualifications, experience, or
competence (Bejarano-Martín et al. 2019; Carlsson et al.
2016; de Verdier et al. 2019; Harrington et al. 2006; Wiley
et al. 2014) with a mix of positive and negative perceptions. In
a few studies, parents reported wanting to be prepared for the
assessment with information on the nature and structure of the
assessment upfront (Braiden et al. 2010; Hackett et al. 2009;
Mockett et al. 2011). Desire and appreciation for parental
involvement and collaboration with assessor was reported in
a number of studies (Ha et al. 2017; Moh and Magiati 2012;
Selimoglu et al. 2013; Wiley et al. 2014). Some studies
commented on private assessment practices being perceived
as superior to publicly funded assessments and also noting
that the associated shorter wait times were also desirable (Ho
et al. 2014; Hurt et al. 2019).

Two studies in this review compared parental perceptions
between different diagnostic models (Ahlers et al. 2019;
Reese et al. 2013). One study looked at parental perceptions
of a model where assessment for ASD was done first by gen-
eral pediatricians with only uncertain cases being referred for
further assessment by psychologists compared with a model
where all cases referred for psychologist ASD assessment. It
found no significant differences in parental satisfaction, per-
ceptions of family-centered care, or shared decision-making

between the two models of assessment (Ahlers et al. 2019).
The other study compared the process of completing diagnos-
tic tools including the Autism Diagnostic Interview-Revised
and the Autism Diagnostic Observational Schedule (Module
1) in-person versus using teleconferencing technology. The
study found no significant difference in parent satisfaction
when comparing both methods (Reese et al. 2013).

Delivery of the Diagnosis and Feedback Session

Nearly one-third of articles (n = 39) in our review reported
parental perceptions of the delivery of the ASD diagnosis
and feedback session. Findings indicate that the tone and ap-
proach employed when delivering the diagnosis of ASD is
very important to parents. Caregivers report that they want
professionals delivering the diagnosis to be empathetic
(Finnegan et al. 2014; Ho et al. 2014; Jegatheesan et al.
2010; Molteni and Maggiolini 2015; Nissenbaum et al.
2002; Osborne and Reed 2008). Parents desire a strength-
based approach that highlights positive attributes about their
child and they want to hear optimistic statements about prog-
nosis and intervention that preserve hope (Abbott et al. 2013;
Crane et al. 2018; Mulligan et al. 2012; Nissenbaum et al.
2002). On a practical level, parents report wanting opportunity
to ask questions and time to process the information provided
(Abbott et al. 2013; Brogan and Knussen 2003; Molteni and
Maggiolini 2015). Parents appreciate and desire discussion
about prognosis and what might be expected in the future
(Braiden et al. 2010; de Alba and Bodfish 2011; Hennel
et al. 2016; Ho et al. 2014; Molteni and Maggiolini 2015;
Osborne and Reed 2008).

Fig. 3 Cumulative percentage of
articles from countries outside of
the UK and North America
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A number of studies reported that parents perceived inad-
equate explanation of their child’s diagnosis (Samadi et al.
2012; Selimoglu et al. 2013; Yi et al., 2020; Zarafshan et al.
2019) whereas a few studies contained parental reports of
being overwhelmed by the amount of information provided
during the feedback (Abbott et al. 2013; Jashar et al. 2019;
Renty and Roeyers 2006). Several studies found that when
children have been given tentative diagnoses of “probably,”
“suspected,” and “borderline” ASD as well as “autistic traits,
tendencies, or features” this leads to parental confusion and
lower levels of satisfaction (Brogan and Knussen 2003; Ho
et al. 2014; Molteni andMaggiolini 2015; Samadi et al. 2012).
Some studies reported a perceived hierarchical relationship
between the physician and parent impacting effectiveness of
communication (Carlsson et al. 2016; Ha et al. 2017; Ho et al.
2014).

Post-diagnostic Provision of Information, Resources,
and Support

The provision of information and support immediately post-
diagnosis was reviewed in more than one-third of the articles
(n = 46) included in our review. Studies repeatedly showed
that information at diagnosis is extremely important to par-
ents. In particular, parents report that they value and desire
information and recommendations that are tailored to the spe-
cific needs of their child, as opposed to more generic informa-
tion on ASD (Crane et al. 2016; de Verdier et al. 2019; Hennel
et al. 2016; Ho et al. 2014; Nissenbaum et al. 2002; Renty and
Roeyers 2006; Sansosti et al. 2012). Specifically, caregivers
report that being provided with information on intervention
services (de Alba and Bodfish 2011; Hennel et al. 2016; Moh
and Magiati 2012; Tait et al. 2016) and about school support
(de Alba and Bodfish 2011; Hennel et al. 2016; Renty and
Roeyers 2006) is highly important. Two studies reported that
parents find it beneficial if they receive written information
(Brogan and Knussen 2003; Chamak et al. 2011). In
three studies, parents expressed a desire to be connected
to other parents who have a child diagnosed with ASD
where they could be provided with practical advice
from other caregivers (de Verdier et al. 2019; Osborne
and Reed 2008; Stahmer et al. 2019).

The post-diagnosis support provided to caregivers was
widely reported to be unsatisfactory and an area of particular
concern (Crane et al. 2016; Dababnah and Bulson 2015; Hurt
et al. 2019; Jacobs et al. 2020; Legg and Tickle 2019; Mitchell
and Holdt 2014; Potter 2017; Rasmussen et al. 2020;
Raymond-Barker et al. 2018; Tait et al. 2016). Parents feel
“alone” and abandoned after the diagnosis (Carlsson et al.
2016; Ho et al. 2014; Jegatheesan et al. 2010; Raymond-
Barker et al. 2018; Tait et al. 2016) and multiple studies re-
ported parental desire for further support and direction with
service navigation and coordination (de Verdier et al. 2019;

Legg and Tickle 2019; Pearson et al. 2020; Rabba et al. 2019;
Tait et al. 2016). A number of studies mentioned barriers to
accessing interventions including lack of referral to interven-
tions provided (Yi et al., 2020; Zarafshan et al. 2019), lan-
guage barriers (Ferguson and Vigil 2019; Jegatheesan et al.
2010; Sakai et al. 2019), and the need to advocate in order to
get support (Carlsson et al. 2016; Mulligan et al. 2012;
Rabbitte et al. 2017).

Parental Emotions and Reactions Around the Time of
Diagnosis

Parent’s self-reported emotional reactions around the time of
diagnosis were reported or analyzed in over half of all includ-
ed articles (n = 64) in this review (see Appendix Table 5).
Overall, the literature indicates that receiving a diagnosis of
ASD for their child is an emotionally intense experience for
parents. Parents reported a range of difficult reactions to a
diagnosis of ASD in their child including the commonly de-
scribed feelings of shock, sadness, stress, grief, denial, guilt,
anger, and worry. A number of studies reported that parents
felt the diagnosis of ASD was associated with stigma which
led to shame and isolation (Russell and Norwich 2012; Sakai
et al. 2019; Sansosti et al. 2012; Tait et al. 2016). However, the
most frequently cited reaction to the diagnosis across studies
was relief, and parents also report positive aspects of the di-
agnosis including providing an explanation for their child’s
behavior for which they are not to blame (Jacobs et al. 2020;
Nissenbaum et al. 2002; Reddy et al. 2019) and as a means of
accessing support for their child (Chamak et al. 2011; Chell
2006; Nissenbaum et al. 2002; Osborne and Reed 2008;
Rasmussen et al. 2020; Russell and Norwich 2012).

Satisfaction

Parental satisfaction was examined in more than three-
quarters of quantitative studies (n = 23) in this review (see
Appendix Table 5). A majority of the studies measured paren-
tal satisfaction with the diagnostic process overall (Chamak
and Bonniau 2013; Chamak et al. 2011; Crane et al. 2016;
Eggleston et al. 2019, Goin-Kochel et al. 2006; Hidalgo et al.
2015; Hofer et al. 2019; Howlin and Asgharian 1999; Howlin
and Moore 1997; Jashar et al. 2019; Renty and Roeyers 2006;
Sansosti et al. 2012; Siklos and Kerns 2007; Yi et al., 2020)
and some studies measured satisfaction with various compo-
nents of the process such as: professional response to initial
concerns (Bejarano-Martín et al. 2019), wait times for assess-
ment (Bejarano-Martín et al. 2019; Eggleston et al. 2019),
methods used for assessment (Bejarano-Martín et al. 2019;
Raymond-Barker et al. 2018), communication style of the
diagnosing professional (Bejarano-Martín et al. 2019;
Brogan and Knussen 2003; Crane et al. 2016), information
provided at diagnosis (Bejarano-Martín et al. 2019; Brogan
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and Knussen 2003; Chiu et al. 2014; Crane et al. 2016;
Mansell and Morris 2004; Raymond-Barker et al. 2018), the
diagnostic report (Eggleston et al. 2019) and post-diagnostic
supports (Bejarano-Martín et al. 2019; Crane et al. 2016;
Eggleston et al. 2019; Mansell and Morris 2004). While the
majority of studies used Likert scales to measure satisfaction,
there is inconsistency between studies with how the scales
were defined. Studies also examined the correlation between
overall satisfaction with the diagnostic process and other
factors such as age of child at diagnosis (Brogan and
Knussen 2003; Goin-Kochel et al. 2006; Renty and
Roeyers 2006; Siklos and Kerns 2007), severity level, or
features of ASD (Brogan and Knussen 2003; Howlin and
Asgharian 1999; Jashar et al. 2019; Moh and Magiati 2012),
parent income and/or education level (Goin-Kochel et al.
2006; Hidalgo et al. 2015; Jashar et al. 2019) and family
race/ethnicity (Jashar et al. 2019). A few studies have cor-
related decreased satisfaction with increased parental report-
ed stress levels during the diagnostic period (Crane et al.
2016; Jashar et al. 2019; Moh and Magiati 2012). Perhaps
unsurprisingly, multiple studies have found that delay in
diagnosis correlated with decreased levels of parental satis-
faction with the diagnostic process overall (Bejarano-Martín
et al. 2019; Crane et al. 2016; Goin-Kochel et al. 2006;
Howlin and Moore 1997; Howlin and Asgharian 1999;
Mansell and Morris 2004; Moh and Magiati 2012;
Sansosti et al. 2012; Wong et al. 2017). Studies also made
attempts to see how other key aspects of the diagnostic
process affect overall satisfaction. Overall satisfaction has
been found to positively correlate with satisfaction with the
following areas: professional’s initial reactions to first con-
cerns (Brogan and Knussen 2003), manner of the diagnosing
professional (Brogan and Knussen 2003; Crane et al. 2016;
Moh and Magiati 2012), information provided at diagnosis
(Brogan and Knussen 2003; Crane et al. 2016; Moh and
Magiati 2012; Renty and Roeyers 2006), the diagnostic re-
port (Eggleston et al. 2019), and post-diagnostic supports
(Crane et al. 2016). Across studies results of correlation
attempts have been inconsistent and there is great variation
in how these correlates were measured.

Discussion

This review summarizes the growing body of research on
parent perceptions of ASD diagnosis using systematic
methods. Over the last two decades, research on the topic
has evolved from focusing on studies originating in North
America and the UK to a more global perspective, reflective
of increasing research activity and awareness of ASD around
the world. However, over three-quarters of studies in this re-
view still took place in Europe and North America among
high-income countries. As we anticipate the global interest

in research of the diagnostic experience to continue to grow
and evolve, research synthesizing perspectives by location,
such as the recent meta-synthesis from the UK by Legg and
Tickle (2019), would be helpful to further understanding how
to improve systems on a local level. Our work also showed
that more recent research has begun examining the unique
experiences of different subgroups of children and parents,
showing recognition of the fact that receiving a diagnosis of
ASD for one’s child is a complex and individual experience
influenced by personal, cultural, and environmental factors.

The current review revealed four central components of the
diagnostic experience that are often studied: the journey to
assessment, the diagnostic assessment itself, delivery of the
diagnosis, and provision of information and support. Many
articles in the review also studied parental emotions at the time
of diagnosis and many measured parental satisfaction with the
diagnostic process. While some jurisdictions were able to
show a general trend over time towards increasing satisfaction
among parents (Chamak et al. 2011; Crane et al. 2016), over-
all this review revealed many aspects of the diagnostic process
that should be highlighted for improvement.

This review shows that wait times for diagnostic assess-
ment have been a persistent concern among parents over the
years with many families reporting their journey to diagnosis
lasting multiple years. This is a concern from a public health
perspective; delay in accessing diagnosis often means delay in
accessing early therapies, which have been shown to be more
effective at younger ages (Perry et al. 2011). Multiple studies
in this review reveal that the wait period between initial refer-
ral for concerns and assessment is especially anxiety provok-
ing and affects families’ overall satisfaction with the diagnos-
tic process (Abbott et al. 2013; Bejarano-Martín et al. 2019;
Crane et al. 2016; Goin-Kochel et al. 2006; Howlin and
Moore 1997; Howlin and Asgharian 1999; Mansell and
Morris 2004; Moh and Magiati 2012; Sansosti et al. 2012;
Wong et al. 2017). This presents a strong argument to provide
families with clear expectations for an expected length of wait
for a diagnosis, as well as efforts to help families feel support-
ed while they wait. Research examining how best to build
capacity for diagnosis to reduce wait times and support timely
access to services has the potential to improve the diagnostic
experience for families.

Our review also indicates that parents perceive cultural bar-
riers and stigma as contributors to delays in their decision to
access diagnosis (Dababnah et al. 2018; Mahapatra et al. 2019;
Pearson andMeadan 2018; Reddy et al. 2019; Rivard et al. 2019;
Sritharan and Koola 2019; Stahmer et al. 2019; Zeleke et al.
2018; Zuckerman et al. 2014). Identifying and addressing such
cultural factors could influence early detection for many families.
There is a need for initiatives that address cultural barriers and
stigma as well as for increasing the amount, quality, and diversity
of research in this area for a more comprehensive understanding
of the factors and how best to address them. In the interim,
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clinicians should seek to understand parents’ experiences of their
child’s diagnosis and potential cultural influences on the family’s
perception of diagnosis in order to provide supports and services
that are best tailored and beneficial to the family. There is re-
search to indicate that the impact of stigma tends to decrease over
time as parents form social networks of people who accept their
child’s ASD diagnosis (Gray 2002). Practitioners should attempt
to connect families to support networks early. Longer term stud-
ies demonstrate that many parents describe benefits to caring for
a child with ASD such as becoming more patient, less judgmen-
tal, and better at coping with life’s challenges (DePape and
Lindsay 2016). Our review revealed that connecting families
with experienced peer supports is desired (de Verdier et al.
2019; Osborne and Reed 2008; Stahmer et al. 2019) and may
help dispel negative stereotypes and highlight these rewards of
caring for a child with ASD.

Attitudes and knowledge of professionals were also reported
to be a barrier to diagnosis from the parent perspective in our
review. Early identification of ASD is complex due to the sig-
nificant heterogeneity in presentation (Anagnostou et al. 2014).
It is clear, however, that professionals should be careful not to
dismiss early parental concerns. In fact, recent research con-
firms that parents are often more accurate than clinicians in
identifying clinically relevant behaviors in toddlers with ASD
based on their day-to-day observations (Sacrey et al. 2018).
Primary care providers have been shown to often be parents’
first point of contact after a concern has been identified and
education efforts focused on this group are likely to improve
access to diagnosis (Hyman et al. 2020).

Our review revealed that little attention has been given
to parent perceptions of diagnostic assessment methods.
This is in contrast to the amount of research examining
the diagnostic accuracy of various tools for diagnosis
(Randall et al. 2018). A recent Canadian study examining
self-reported practice patterns and wait times for ASD di-
agnosis revealed an association between longer time spent
on assessment and longer total wait from referral to diag-
nosis (Penner et al. 2018). Our review found that parents
prefer to know what to expect in terms of length and com-
ponents of the assessment ahead of time and that they
expect the diagnostician or diagnostic team to collaborate
with them, taking the time to understand their perspectives
as experts on their own children (Ha et al. 2017; Moh and
Magiati 2012; Selimoglu et al. 2013; Wiley et al. 2014).
However, further study is needed to examine acceptability
of different assessment methods and diagnostician charac-
teristics (i.e., multi-disciplinary team versus solo practi-
tioner, generalist versus sub-specialist). In our review,
two studies comparing different diagnostic models exam-
ined parent acceptability (Ahlers et al. 2019; Reese et al.
2013). Future studies examining the accuracy and efficien-
cy of different assessors and assessment methods should
also consider parent acceptability as this has the potential

to affect acceptance of the diagnosis and sets the tone for
future interactions with healthcare and support services.

Our review highlights that parent preferences in regard to
diagnosis delivery echomany of the themes noted in studies of
parents receiving a diagnosis of other childhood disabilities,
chronic diseases, and even life-threatening illness (Sardell and
Trierweiler 1993; Sharp et al. 1992; Sloper and Turner 1993).
Parents receiving life-changing diagnoses want clarity, trans-
parency, compassion, and optimism. They remember in vivid
detail their diagnostic experiences and perceive the delivery of
the diagnosis as framing their experience going forward either
positively or negatively. They also perceive that the delivery
of the diagnosis affects their future coping and adjustment.
The Autism Treatment Network Guide for Providing
Effective Feedback to Families Affected by Autism (Austin
et al. 2012) contains practical recommendations for ASD di-
agnosis delivery, including preparing for the session,
discussing the child’s strengths, prioritizing next steps, and
providing written information. However, no guideline can
provide the best response for each question posed by each
family. Our study showed variation in preferences among par-
ents, such as individual differences in the preferred amount
and form in which information is provided. This speaks to the
additional requirement that providers be flexible and able to
adjust in real-time to the family in front of them.

Our review found that challenges and stress associated with
navigating the healthcare system persist long after diagnosis.
Diagnosis appears to be just one event in an ongoing series of
adaptations. Our review highlighted that parents often feel
alone and burdened with educating themselves on how best
to care for their child. However, reviews that take a longer
lifespan perspective indicate that parents often evolve from
feeling dissatisfied with the information received to feeling
empowered as advocates for their child (DePape and
Lindsay 2016). A recent qualitative study on parent engage-
ment showed the close relationship between parent engage-
ment and the process of navigating the system (Gentles et al.
2019). Parents themselves have suggested various supports
that could be helpful during this period including one-stop
access to therapy, access to advisors, and other case coordina-
tion support (Legg and Tickle 2019; Pearson et al. 2020;
Rabba et al. 2019; Tait et al. 2016). As current early identifi-
cation efforts are happening in the context of limited publicly
funded services and long waitlists for therapy, innovative
treatment delivery models are likely required. Some parents
are highly motivated to take action to help their children dur-
ing this time, and parent-mediated therapies such as Social
ABCs (Brian et al. 2017) and Joint Attention Symbolic Play
and Engagement Regulation (JASPER; Shire et al. 2016) may
present effective options.

Parent perspectives in our review show alignment as well
as important differences when compared with the perspectives
of professionals and service providers in studies. Like parents,
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professionals are concerned about accessibility and have also
indicated a need to improve knowledge and training of pro-
fessionals referring individuals to ASD diagnostic services, to
create effective referral pathways, and to reduce wait times
(Rogers et al. 2016). Studies of professionals’ perceptions
indicate that one of the most helpful aspects of an ASD diag-
nosis is the practical supports that the diagnosis opens up in
terms of information, explanation, and supports (Jacobs et al.
2018). Our review indicates that while parents are seeking
supports, they perceive that the supports they receive are often
lacking, leaving them responsible for information-seeking and
navigation. Clinicians should be mindful of this gap between
their perceived utility of the ASD diagnosis and the percep-
tions of families, who shoulder much of the post-diagnostic
work of accessing information and services. The concern from
professionals about managing distress and appropriately tai-
loring information to the needs of parents (Rogers et al. 2016)
indicates that diagnosticians are acutely aware of the emotion-
al impact of delivering a diagnosis and they see the value of
adapting information to the family in front of them.

Our review revealed that for parents, receiving a diagnosis
of ASD for their child is an emotionally complex process.
While our review revealed a diverse range of challenging
emotions experienced, many parents also reflected on positive
aspects of diagnosis. Helping parents frame diagnosis around
these positive aspects, which include providing understanding
of their child’s behavior, relieving guilt and self-blame, and as
a means of accessing support, may help parents adjust to the
diagnosis. At the same time, denial appeared to be a common
barrier and parental reaction to diagnosis. Clinicians need to
validate that the experience of receiving a diagnosis can be
scary and they should try to meet parents where they are at in
their personal emotional process. Relational continuity be-
tween care providers and families allows reactions and per-
ceptions to be revisited and is likely to be particularly
beneficial.

In addition to the gaps in research already highlight-
ed, a major limitation of the current literature is the
inconsistency of tools used to measure parent satisfac-
tion, which tends to be a poorly defined term. Because
of this variability, meta-analysis of the existing quanti-
tative literature is not currently possible. Studies inter-
ested in measuring trends in parent satisfaction over
time or with adjustments to the process should give
consideration to using consistent scales and validated
tools, such as the Measures of Processes of Care
(King et al. 1995), a standardized measure of percep-
tions of family-centeredness of care.

There are some limitations associated with this re-
view. Although we had intended to include gray litera-
ture, due to the large number of articles we retrieved in
the scientific literature, we were unable to extend our
search to gray literature, excluding many thesis projects

in the area. This would be important to note and con-
sider if any further qualitative syntheses of the literature
are being performed. As well, we limited the included
studies to those disseminated in English, which may
have decreased the international content and therefore
limits generalizability of our results. Despite this limita-
tion, the review still captured many studies from around
the world, adding a global perspective to our synthesis.
Due to the heterogeneity of methodological approaches
in the literature at this time, a scoping review with
narrative summary was selected as the most appropriate
method but we anticipate that as the body of the liter-
ature continues to grow, other more precise methods of
analysis will be possible and more appropriate including
meta-synthesis and meta-analysis.

Conclusion

This scoping review revealed a growing body of litera-
ture looking at the experience of parents during ASD
diagnostic assessment. In recent years, there has been
a shift in the literature towards understanding the unique
experiences of different subgroups of parents and chil-
dren and a more global perspective in the literature,
although gaps remain in terms of understanding the full
breadth of factors that influence the diagnostic experi-
ence for all families. Researchers are encouraged to
study parent acceptability with the evolution of diagnos-
tic pathways. There are certain elements of the diagnos-
tic experience that have been studied in depth including
the path to assessment, the diagnostic assessment itself,
the delivery of the diagnosis, and provision of supports.
Despite variation in experience and satisfaction, studies
indicate that diagnosis is a uniquely stressful and emo-
tionally intense experience for parents.
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Appendix

Table 5 Articles by themes studied

Year Author Journey Assessment
process

Delivery of
feedback

Provision of
support

Parental views and emotional
reactions to diagnosis

Satisfaction

2020 An et al. X
2020 Gentles et al. X
2020 Jacobs et al. X X
2020 Pearson et al. X X
2020 Rasmussen et al. X X
2020 Smith-Young et al. X X X
2020 Upoma et al. X X
2020 Yi et al. X X X X X
2019 Ahlers et al. X X
2019 Bejarano-Martín et al. X X X X
2019 Boshoff et al. X X X X
2019 Bravo-Benitez et al. X
2019 Cramm et al. X
2019 de Verdier et al. X X X X
2019 Eggleston et al. X X X X X
2019 Ferguson and Vigil X X X
2019 Hofer et al. X X
2019 Hurt et al. X X X
2019 Jashar et al. X X X
2019 Legg and Tickle X X X X X
2019 Lloyd et al. X X
2019 Mahapatra et al. X
2019 Nilses et al. X
2019 Rabba et al. X X
2019 Reddy et al. X X
2019 Reed and Osborne X
2019 Reed et al. X X
2019 Rivard et al. X
2019 Sakai et al. X X X X
2019 Schelly et al. X
2019 Sritharan and Koola X
2019 Stahmer et al. X X X
2019 Win and Nyunt X
2019 Zarafshan et al. X X X X
2019 Zeleke et al. X
2018 Boshoff et al. X
2018 Chao et al. X X
2018 Clasquin-Johnson, and

Clasquin-Johnson
X X X

2018 Crane et al. X X X X X
2018 Dababnah et al. X
2018 Lappe et al. X X
2018 Lopez et al. X X
2018 Lovelace et al. X
2018 Martinez et al. X
2018 Pearson and Meadan X
2018 R et al. X
2018 Raymond-Barker et al. X X X X X
2018 Zeleke et al. X X
2017 Barnard-Brak et al. X
2017 Daniels et al. X X
2017 Ha et al. X
2017 Hannon and Hannon X
2017 Henderson X X
2017 Huhtanen X
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Table 5 (continued)

Year Author Journey Assessment
process

Delivery of
feedback

Provision of
support

Parental views and emotional
reactions to diagnosis

Satisfaction

2017 Khanlou et al. X
2017 Navot et al. X X
2017 Oswald et al. X
2017 Potter X X X
2017 Rabbitte et al. X X X
2017 Ribeiro et al. X
2017 Wong et al. X X X X X
2017 Zuckerman et al. X X
2016 Carlsson et al. X X X X X
2016 Crane et al. X X X X X X
2016 DePape and Lindsay X X
2016 Elder et al. X
2016 Fernańdez-Alcántara et al. X X
2016 Hennel et al. X X
2016 Tait et al. X X X X
2015 Dababnah and Bulson X X X X
2015 Hidalgo et al. X X X
2015 Miller-Gairy and Mofya
2015 Moteni and Maggiolini X X
2014 Andersson et al. X X X
2014 Chiu et al. X X
2014 Finnegan et al. X X X
2014 Ho et al. X X X X
2014 Mitchell and Holdt X X X
2014 Wiley et al. X
2014 Zuckerman et al. X
2013 Abbott et al. X X X
2013 Chamak and Bonnaiu X X X X X
2013 Connely and Gersch X X
2013 Reese et al. X X
2013 Selimogu et al. X X X X
2013 Sudhinaraset and Kuo X X
2012 Brookman-Frazee et al. X
2012 Calzada et al. X
2012 Moh and Magiati X X X X
2012 Mulligan et al. X X X
2012 Reed and Osborne X X X X X
2012 Russell and Norwich X
2012 Samadi et al. X X
2012 Sansosti et al. X X X X X
2011 Chamak et al. X X X X X X
2011 de Alba and Bodfish X X X
2011 Mockett et al. X X X
2010 Braiden et al. X X X X
2010 Jegatheesan et al. X X X X
2010 Keenan et al. X X X
2009 Bloch and Weinstein X X
2009 Hackett et al. X X
2008 Osborne and Reed X X X X
2007 Bloch and Gardner X X
2007 Rhoades et al. X X X
2007 Silkos and Kerns X X X
2006 Chell X X
2006 Goin-Kochel et al. X X X
2006 Harrington et al. X X
2006 Renty and Roeyers X X X X
2005 Hutton and Caron X X
2004 Daley X
2004 Mansell and Morris X X X X X
2003 Brogan and Knussen X X
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