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Abstract
This review aimed to assess the quality and content of recommendations for delivering an autism diagnosis, published 
internationally within clinical practice guidelines. Seventeen relevant guidelines were identified. When methodological 
information was provided, recommendations for feedback were predominantly formed through consensus. Recommenda-
tions consistently included who should attend feedback, the timing and mode of delivery, the clinician’s manner, and what 
should be discussed and/or included in an accompanying report. Specific recommendations were not consistent however, and 
a number of gaps were identified, such as the inclusion of educators and educational specific recommendations. Although 
individual variation is necessary for autism diagnosis disclosure, agreement on minimum standards of practice is warranted. 
Further investigation is required to establish best practice.
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Introduction

The American Psychiatric Association (2013) defines autism 
spectrum disorder (autism) as a neurodevelopmental dis-
order associated with persistent difficulties in social inter-
actions and communication, as well as rigid and repetitive 
patterns of thinking and behaviour. Behavioural characteris-
tics of autism can vary in nature and severity between indi-
viduals and within the same individual across their lifespan 
(American Psychiatric Association [APA], 2013; Williams 

et al., 2014). Intellectual and language abilities also differ 
between individuals (APA, 2013; Klopper, 2017; World 
Health Organisation [WHO], 2018) and attention, behaviour 
and mood difficulties frequently co-occur (Klopper, 2017; 
Simonoff et al., 2008). This range of features can impact the 
presentation of autism in an individual, adding complexity to 
assessment and diagnosis. In the absence of biological indi-
cators, autism is defined and diagnosed based on reported 
and observed behaviours and relies on the clinical judgement 
of experienced clinicians (Rogers et al., 2016; Ward et al., 
2016).

Clinical guidance documents play an important role 
in shaping best practice parameters for autism diagnostic 
assessments. Numerous autism assessment guidelines have 
been published by government jurisdictions and professional 
associations (Penner et al., 2018). However, recent reviews 
of the quality and content of these guidelines revealed incon-
sistencies pertaining to all aspects of the autism diagnostic 
assessment, including whether autism must be diagnosed 
by a multidisciplinary team (MDT), the composition of the 
MDT and the time frame for completion of the assessment 
(Hayes et al., 2018; Penner et al., 2018). Variations and 
ambiguity also exist around other recommendations relating 
to the key elements of the assessment, including the choice 
of diagnostic tools and the classification system to utilise. 
Appraisals also identified variability in the identification 
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and synthesis of empirical evidence supporting the recom-
mended diagnostic practices and little guidance in relation to 
their applicability to health services associated with autism 
(Hayes et al., 2018; Penner et al., 2018). Notably, reviews 
to date have not focused on the recommendations for the 
feedback of diagnostic assessment results to families and/or 
the individual themselves.

The feedback session acts as an interface between the 
assessment process and a period of understanding, support 
and intervention for families. The value of a meaningful 
feedback is highlighted in reports of parents’ experiences. 
The first communication of a child’s developmental disabil-
ity diagnosis can be an enduring memory for parents (Hasnat 
& Graves, 2000) and, all too often, a distressing and over-
whelming experience (Hennel, 2016; Mulligan et al., 2012). 
Parents have reported being able to distinguish between their 
personal reactions to the diagnosis itself, and their reactions 
to how the diagnosis was delivered (Fallowfield & Jenkins, 
2004). Only half of the families surveyed expressed satis-
faction with the way their child’s autism diagnosis was dis-
closed (Brogan & Knussen, 2003; Crane et al., 2016). Fami-
lies have described issues relating to the structure, style and 
content of their autism assessment feedback session (Abbott 
et al., 2013). Crane et al. (2016) indicated the information 
provided at feedback and the clinician’s manner can influ-
ence parents’ overall satisfaction with the entire diagnostic 
process. Potter (2017) reported fathers described frustration 
related to the “insufficient information” (p. 95) provided to 
them at feedback, as well as the lack of support offered to 
them afterwards.

An Australian study highlighted inconsistencies between 
the information parents perceived to be important to receive 
at feedback, what they reported receiving and what pae-
diatricians reported providing (Hennel et al., 2016). The 
majority of parents reported not receiving information 
about school support or ways of explaining the diagnosis 
to the child and only 33% of parents reported discussing 
a tailored therapy plan with the diagnosing paediatrician. 
Parents appreciated clinicians being supportive, understand-
ing and hopeful as well as honest, direct and accepting of 
family concerns during autism assessments and feedback 
(Abbott et al., 2013; Brogan & Knussen, 2003; Mulligan 
et al., 2012; Potter, 2017). Higher satisfaction with feedback 
was reported when families were given the opportunity to 
review the assessment, ask questions and leave with written 
information including reports, fact sheets or other resources 
about autism (Abbott et al., 2013; Brogan & Knussen, 2003; 
Hennel et al., 2016). Parents highly valued clinicians provid-
ing multiple appointments for feedback and offering follow 
up sessions (Carlsson et al., 2016; Mulligan et al., 2012).

Clinicians have emphasised the importance of deliver-
ing autism diagnoses from a strength perspective, provid-
ing honest but not overwhelming information, using plain 

language, checking for understanding throughout the ses-
sion, and answering parent questions (Crane et al., 2018; 
Nissenbaum et al., 2002; Rogers et al., 2016). Clinicians 
reported they can find it difficult to balance conversations 
with positive and accurate information, manage parents’ dis-
tress and expectations, and provide adequate support and 
referral recommendations following the diagnosis (Crane 
et al., 2018; Nissenbaum et al., 2002; Rogers et al., 2016).

To date, no review has focused specifically on recommen-
dations for autism assessment feedback within clinical prac-
tice guidelines. The aim of this study was to review currently 
available autism assessment clinical practice guidelines to 
compare and contrast recommendations for feedback. A crit-
ical appraisal of these specific recommendations is essential 
as these documents are used to inform practice. Lack of clar-
ity or detail can result in a lack of focus on this important 
component of the assessment process. The objectives of this 
review were to (1) assess the quality of recommendations for 
feedback within autism assessment clinical practice guide-
lines, (2) establish what is currently considered best practice 
for autism diagnostic assessment feedback, and (3) identify 
gaps or inconsistencies in recommendations that may require 
further investigation.

Method

Given the purpose of our review is to identify and map 
available evidence, a scoping review methodology was 
considered most appropriate as per the guidelines outlined 
by Munn et al. (2018). The Joanna Briggs Institute (JBI) 
methodology and Preferred Reporting Items for Systematic 
Reviews extension for Scoping Reviews (PRISMA-ScR) 
protocol were followed (Peters et al., 2020; Tricco, 2018). A 
priori protocol was developed before the review was under-
taken (available on request).

Literature Search

The JBI three step search strategy was employed for this 
review (Peters et al., 2020).

Step one: In March 2020 an initial limited search for 
autism assessment guidelines in two databases (PubMed and 
Global Health) was conducted. The titles, abstracts, tables of 
contents and index words were analysed to construct search 
terms and the assistance of a research librarian was sought 
to expand and refine these terms.

Step two: In April 2020 comprehensive and systematic 
searches were conducted of multiple academic and guide-
line databases including Pubmed, BMJ Best Practice, 
Guidelines International Network and Guideline Central, as 
well as government websites of all European countries and 
North American states. We used various combinations of the 
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constructed search terms ‘autis*, asd, asc, Asperger*, perva-
sive develop*, pdd’ with ‘assessment, diagnosis, diagnostic, 
feedback, disclosure, evaluation’ and ‘guide*, parameter, 
standard, manual, protocol, policy’.

Step Three: The reference lists of guidelines included at 
the full text review were examined to identify any guidelines 
not yet included. See Online Resource 1 for the full details 
of the search strategy.

Guideline Selection

Duplicate documents were removed. Inclusion and exclu-
sion criteria for guidelines are presented in Table 1. The 
first author screened all documents by title, abstract and/or 
table of contents. The first and third authors conducted full 
text reviews of the remaining documents, using the online 
platform Covidence (Veritas Health Innovation, 2015). 
Any disagreements were resolved by a panel of clinician 
researchers with relevant clinical and research expertise (the 
second, fourth and fifth authors), who reached verbal con-
sensus about the inclusion of such documents.

Quality Appraisal

The quality of each guideline was assessed by two authors 
using the Appraisal of Guideline Research and Evaluation 
Second Edition (AGREE-II) tool (Brouwers, 2010) as rec-
ommended by Siering et al. (2013). Authors used the guide-
line document and any available supplementary documents 
for their assessments. No information regarding the Psycho-
logical Society of Ireland guideline development process 
was available.

The AGREE-II tool consists of 23 items organised into 
six domains: scope and purpose (items 1–3), stakeholder 
involvement (items 4–6), rigor of development (items 7–14), 
clarity of presentation (items 15–17), applicability (items 
18–21), and editorial independence (items 22–23), followed 
by two global rating items. Each item asks appraisers to 

rate how strongly they agree with a statement (for exam-
ple, item one: “the overall objective(s) of the guideline is 
(are) specifically described”) on a seven-point Likert scale, 
from strongly disagree to strongly agree. When a difference 
greater than two points between author’s scores for an indi-
vidual item occurred, both authors were given the opportu-
nity to view the other’s comments about score justification 
and adjust their score. IBM SPSS Statistics version 26 was 
used to calculate the intra-class correlation coefficients to 
assess the level of agreement between authors.

As this was a review of assessment guidelines (not man-
agement), all AGREE-II items were considered in the con-
text of assessment only. Interpretations of the AGREE-II 
items relating to management of a disorder were agreed 
upon before the commencement of appraisals. For exam-
ple, authors agreed to rate item 16 (“the different options 
for management of the condition or health issue were clearly 
presented”) based on the way guidelines directed clinicians 
to information about management and whether recommen-
dations regarding sharing this information with families at 
feedback were included. Any recommendations relating to 
the screening and/or management of autism included within 
some guidelines were not considered during this review.

Domain scores were calculated by summing individual 
item scores allocated by both reviewers within each domain, 
and then scaling the total as a percentage of the maximum 
possible score (Brouwers et  al., 2010). Finally, guide-
lines were categorised as “strongly recommend”, “recom-
mend with alterations” or “do not recommend” according 
to domain percentage scores, similar to other published 
appraisals of clinical practice guidelines (Amer, 2019; Ben-
nett et al., 2018; Sekercioglu, 2017; Yan et al., 2013).

Data Extraction and Content Analysis

Data extraction tables were established a priori and updated 
throughout the data extraction process (Peters et al., 2020). 
Descriptive summaries of the guidelines were recorded. In 

Table 1   Inclusion and exclusion 
criteria Inclusion criteria

 Guidance documents that provided recommendations for clinicians (including paediatricians, general 
practitioners, psychologists, psychiatrists, and speech pathologists) regarding the assessment and diag-
nosis of autism in children under the age of 18 years

 Guidelines published by government organisations, agencies commissioned by state or national govern-
ments and reputable national professional associations

Exclusion criteria
 Documents that solely related to screening, treatment, prognosis or support services for autism
 Guidelines for assessing autism in adult populations only
 Guidelines not published in English
 Guidance documents preceded by more recent editions published by the same organisation
 Summaries of other guidelines
 Guidelines for autism assessments for school funding/support (not medical diagnosis)



1824	 Journal of Autism and Developmental Disorders (2022) 52:1821–1840

1 3

addition, qualitative content analysis was conducted regard-
ing recommendations provided for the assessment feedback 
session. Specifically, content related to two major themes 
were extracted: how a feedback session should be conducted 
and what information should be provided. Recommenda-
tions were analysed to identify similarities and inconsisten-
cies between guidelines, gaps within guidelines, and areas 
that require further consideration and guidance (Levac et al., 
2010).

Results

A total of 955 documents were retrieved from the compre-
hensive searches and 878 remained after duplicates were 
removed. Sixty-six guidelines were eligible for full text 
analysis. Inclusion/exclusion differences occurred for three 
guidelines, which were all resolved by the reviewing panel 
of clinician researchers. After consensus was reached, four-
teen guidelines met inclusion criteria. A further three guide-
lines were included after reviewing the reference lists of 
the 14 included guidelines. A PRISMA diagram presents 
the selection process (Fig. 1). Details of the included 17 
guidelines are presented in Table 2. Of the 17 guidelines 
included in the study, five (Academy of Medicine Singapore, 
2010; Barthélémy et al., 2019; Filipek et al., 2000; Johnson 
& Myers, 2007; Volkmar et al., 2014) did not include rec-
ommendations for the disclosure of diagnosis or feedback 
session with the family or child themselves. 

Quality Assessment

There was strong agreement between appraisers 
(ICC = 0.927, p < 0.001) for AGREE II ratings. Scaled 
domain scores and recommendations for each guideline are 
presented in Table 3. Based on the scaled domain scores of 
the overall guideline, six of the autism assessment guidelines 
were strongly recommended. Eight of the guidelines were 
recommended with alterations and three were not recom-
mended for use.

Levels of Evidence

Table 4 presents details of the feedback chapters/sections 
of the twelve guidelines included for content analysis. 
Although the HAS (2018) guideline provided a grading 
system for the evidence quality of recommendations at 
the beginning of the document, it did not provide grade 
classifications for the recommendations for feedback. As 
seen in Table 4, different grades were used to describe the 
evidence quality supporting recommendations in various 
guidelines. In practice, however, there were few differ-
ences between the quality of evidence utilised across all 

guidelines that provided information about their devel-
opment. The five guidelines that described development 
methods conducted small reviews of limited literature, 
often including reviewing existing guidelines and commu-
nity consultation reports. All reported recommendations 
were based on the consensus opinion of the guideline 
development group. The CRC (2018) guideline reported 
utilising a method of reaching consensus amongst experts 
outside the development group. The NZ (2016), NICE 
(2017) and SIGN (2016) guidelines reported the guideline 
development group reached consensus though discussion, 
but did not report a formal process.

Content Analysis

Recommendations Regarding How to Conduct Feedback

There were consistencies as well as gaps across recommen-
dations regarding how to conduct feedback as described 
further in Table 5.

Consistent Recommendations

Who Should be Present at Feedback?

Nine guidelines made recommendations that caregivers be 
present at feedback. Three of these recommended both par-
ents attend feedback where possible (PSI, 2010; CPS, 2019; 
HAS, 2018).

Timing of Feedback

Six guidelines recommended feedback should occur without 
delay, shortly after the diagnostic evaluation (NICE, 2017; 
CPS, 2019; UC, 2013; MDMH, 2010; NAS, 2003; CDDS, 
2002). Eight guidelines also recommended organising a fol-
low up session between the clinician/s and the family after 
feedback (NICE, 2017; SIGN, 2016; NY, 2016; HAS, 2018; 
UC, 2013; MDMH, 2010; NAS, 2003; PSI, 2010).

Manner of the Clinician

Recommendations from eleven guidelines included: clini-
cians be honest and accurate, use clear straightforward lan-
guage and correct terminology, and information be under-
standable and accessible to a layperson (PSI, 2010; HAS, 
2018; NY, 2017; SIGN, 2016; MDMH, 2010; UC, 2013; 
CRC, 2018). Clinicians were advised to be compassionate, 
supportive, understanding, respectful and non-judgemental 
and to use recognised good practice for disclosing a diag-
nosis (NICE, 2017; CRC, 2018; HAS, 2018; NZ, 2016; 
UC, 2013; CPS, 2019; CDDS, 2002; MDMH, 2010). Nine 
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guidelines recommended encouraging/providing opportu-
nity for caregivers to ask questions at feedback (CRC, 2018; 
SIGN, 2016; NZ, 2016; NY, 2017; HAS, 2018; CPS, 2019; 
UC, 2013; CDDS, 2002; PSI, 2010).

The Written Report

Half of the guidelines suggested copies of the report should 
be provided to the family and others, including the refer-
ring clinician (CPS, 2019; NAS, 2003; MDMH, 2010; CRC, 

Fig. 1   Guideline selection process
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2018), the child’s general practitioner or paediatrician (NAS, 
2003; NICE, 2017; UC, 2013), and other relevant profes-
sionals or local health care providers (CPS, 2019; NAS, 
2003; NICE, 2017; NY, 2017; CRC, 2018), with the family’s 
consent. The CRC (2018), UC (2013) and MDMH (2010) 
guidelines also recommended sharing the report with service 
providers or funding agencies when appropriate.

Gaps or Inconsistencies in Recommendations

Who Should be Present at Feedback?

The CRC (2018) and MDMH (2010) guidelines recom-
mended one clinician conduct feedback, while the PSI 
(2010) and NAS (2003) guidelines recommended two. The 
HAS (2018) and NAS (2003) guidelines specified the/a 

clinician should be the medical professional, while the PSI 
(2010) guideline stipulated one should be a psychologist. 
The CDDS (2002) guideline suggested the communication 
style of the clinicians should be considered and to avoid a 
large number of clinicians being present at feedback as this 
may overwhelm families, however did not quantify a “large 
number” (p. 71).

The CPS (2019), NICE (2017) and CRC (2018) guide-
lines recommended discussing findings with the child or 
young person if appropriate. One guideline recommended 
simply having the child present in the room or building dur-
ing feedback (PSI, 2010). The SIGN (2016) and UC (2013) 
guidelines suggested the child should not be present dur-
ing feedback, and the SIGN (2016) guideline recommended 
when feasible/appropriate to arrange childcare for the family. 
The UC (2013) guideline suggested conducting a second 

Table 2   Guidelines included for content analysis

A more detailed version of this table can be found in Online Resource 2

Title Year Publisher

People with Autism Spectrum Disorder: Identification, Understand-
ing, Intervention

2019 Autism Europe (AE; Barthélémy et al., 2019)

Standards of Diagnostic Assessment for Autism Spectrum Disorder 2019 Canadian Paediatric Society (CPS; Brian, Zwaigenbaum & Ip, 
2019)

A National Guideline for the Assessment and Diagnosis of Autism 
Spectrum Disorders in Australia

2018 Cooperative Research Centre for Living with Autism (CRC; White-
house et al., 2018)

Autism Spectrum Disorder—Warning signs, Detection, Diagnosis 
and Assessment in Children and adolescents

2018 Haute Autoritè De Santè (HAS; 2018)

Autism Spectrum Disorder under 19 s: Recognition, referral and 
diagnosis

2017 National Institute for Health and Care Excellence (NICE; 2017)

Clinical Practice Guideline on Assessment and Intervention 
Services for Young Children (Age 0–3) with Autism Spectrum 
Disorder

2017 New York State Department of Health and Bureau of Early Inter-
vention (NY; 2017)

New Zealand Autism Spectrum Disorder Guideline 2016 Ministries of Health and Education (2016), New Zealand (NZ)
Assessment, Diagnosis, and Interventions for Autism Spectrum 

Disorders
2016 Scottish Intercollegiate Guidelines Network (SIGN; 2016)

Practice Parameter for the Assessment and Treatment of Children 
and Adolescents with Autism Spectrum Disorder

2014 American Academy of Child and Adolescent Psychiatry (AACAP; 
Volkmar et al., 2014)

Connecticut Guidelines for a Clinical Diagnosis of Autism Spec-
trum Disorder

2013 University of Connecticut School of Medicine and Dentistry (UC; 
2013)

Autism Spectrum Disorders in Pre-School Children: AMD-MOH 
Clinical Practice Guidelines

2010 Academy of Medicine Singapore (AMS-MOH; 2010)

Best Practice Guidelines for the Assessment and Diagnosis of 
Autistic Spectrum Disorders for Children and Adolescents (birth 
to 18 years)

2010 The Psychological Society of Ireland (Autism Spectrum Disorders 
Special Interest Group [PSI], 2010)

Autism Spectrum Disorders: Missouri Best Practice Guidelines for 
Screening, Diagnosis, and Assessment

2010 Thompson Foundation for Autism and the Division of Developmen-
tal Disabilities, Missouri Department of Mental Health (MDMH; 
2010)

Identification and Evaluation of Children with Autism Spectrum 
Disorders

2007 American Academy of Pediatrics (AAP; Johnson & Myers, 2007)

National Autism Plan for Children 2003 The National Autistic Society for National Initiative for Autism: 
Screening and Assessment (NAS; 2003)

Autism Spectrum Disorders: Best Practice for Screening, Diagnosis 
and Assessment

2002 California Department of Developmental Services (CDDS; 2002)

Practice Parameter: Screening and Diagnosis of Autism 2000 American Academy of Neurology (AAN; Filipek et al., 2000)
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feedback session for adolescents to attend. The NZ (2016) 
guideline suggested the wishes, privacy and support needs of 
older teenagers should be considered when involving family 
in the feedback session.

Only three guidelines recommended providing additional 
feedback to the child’s professional supports or educators 

with parents’ consent and when considered appropriate 
(CDDS, 2002; NZ 2016; NICE, 2017). The CDDS (2002) 
guideline suggested inviting supports such as educational 
personnel to the feedback session. The NICE (2017) guide-
line encouraged providing additional feedback to schools 

Table 3   Quality analysis: summary of AGREE II domain scores, guideline ranking and overall recommendation

Bold values represent the overall guideline assessment score
Guidelines are displayed in descending order of their total average domain score. Strongly recommend = at least four of six domain scores were 
greater than 60%. Recommend with alterations = at least four of six domain scores were between 30 and 60%, or at least two domain scores were 
more than 60%. Do not recommend = if four or more domain scores were less than 30%

Guideline 
(year)

Domain 1: 
scope and 
purpose

Domain 2: 
stakeholder 
involvement

Domain 3: 
rigor of devel-
opment

Domain 4: 
clarity of 
presentation

Domain 5: 
applicabil-
ity

Domain 6: 
editorial inde-
pendence

Overall guide-
line assess-
ment

Recommenda-
tion

CRC (2018) 94 100 98 94 92 100 100 Strongly rec-
ommend

NICE (2017) 100 100 98 97 85 92 100 Strongly rec-
ommend

SIGN (2016) 94 86 85 94 73 100 92 Strongly rec-
ommend

NZ (2016) 97 97 92 97 50 71 75 Strongly rec-
ommend

NY (2017) 86 86 76 83 23 79 75 Strongly rec-
ommend

HAS (2018) 97 92 57 81 35 67 75 Strongly rec-
ommend

CPS (2019) 47 50 18 67 15 100 42 Recommend 
with altera-
tions

UC (2013) 72 78 28 67 23 25 42 Recommend 
with altera-
tions

MDMH 
(2010)

67 89 20 64 40 8 42 Recommend 
with altera-
tions

NAS (2003) 61 67 22 53 38 25 42 Recommend 
with altera-
tions

AAN (2000) 56 39 46 47 13 54 42 Recommend 
with altera-
tions

AMS-MOH 
(2010)

58 53 30 75 21 8 33 Recommend 
with altera-
tions

AAP (2007) 33 31 13 64 42 33 33 Recommend 
with altera-
tions

AACAP 
(2014)

33 33 35 75 2 25 42 Recommend 
with altera-
tions

AE (2019) 28 36 11 28 13 83 17 Do not recom-
mend

CDDS (2002) 53 50 10 61 21 0 33 Do not recom-
mend

PSI (2010) 69 33 10 53 2 4 41 Do not recom-
mend
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and educators in order to contribute to the child’s “individual 
education plan and needs-based management plan” (p. 21).

Timing of feedback

Only the NICE (2017) guideline recommended a set time 
frame for the follow up session, suggesting it occur within 
six weeks of the end of the assessment.

Mode of Delivery

Only two guidelines (CPS, 2019; CRC, 2018) provided rec-
ommendations regarding telehealth as an alternative method 

for providing feedback. The CRC (2018) guideline stated 
when telehealth is used it is critical another local profes-
sional is physically with the client during the meeting to 
provide support (p. 47).

Special Considerations for Feedback

Only three guidelines specifically recommended the feed-
back session be conducted in the caregiver’s first language 
and interpreter services be utilised (CPS, 2019; UC, 2013; 
CRC, 2018). The UC (2013) guideline specified an inde-
pendent third-party interpreter should be used. Guidelines 
published by the CRC (2018), SIGN (2016), NAS (2003) 

Table 4   details of feedback recommendations and evidence reported in each guideline

a The CRC (2018) guideline modified the National Health and Medical Research Council approach to grading recommendations “Due to a pau-
city of high-level evidence identified through the systematic literature review, this modified approach allowed supporting evidence from com-
munity consultation activities and international guidelines to be reviewed alongside the research evidence from peer-reviewed journals” (White-
house et al., 2018)

Guideline Feedback section title (page numbers) Level of evidence used to form feedback recommendations

CRC (2018) Sharing Findings (pp. 47–48) Grade 1a—“Body of evidence is consistent across numerous 
evidence sources, and there is excellent support from experts 
for recommendation(s)” (Whitehouse et al., 2018)

NICE (2017) Communicating Diagnosis to the Family (pp. 120–130) “Nine studies were included in the review. The evidence iden-
tified was qualitative, based on small scale studies, all from 
the UK. It reported the views of parents only and the quality 
was very low”

SIGN (2016) Provision of Information (pp. 42–43) “Recommended best practice based on the clinical experience 
of the guideline development group.”

“A limited amount of evidence was identified”
NZ (2016) Formulation, disclosure of diagnosis and post-diagnosis sup-

port (p. 54–55)
Grade B—“The recommendation is supported by FAIR evi-

dence (based on studies that are mostly valid, but there are 
some concerns about the volume, consistency, applicability 
and/or clinical relevance of the evidence that may cause 
some uncertainty, but are not likely to be overturned by 
other evidence).” (p. 7)

Grade C—“The recommendation is supported by EXPERT 
OPINION only (from external opinion, published or unpub-
lished, eg, consensus guidelines).”

Good Practice Points – “Where no evidence is available, best 
practice recommendations are made based on the experi-
ence of the Guideline Development teams or feedback from 
consultation within New Zealand. “ (p. 7)

NY (2017) Engaging Families as Partners in Diagnostic Assessment and 
Evaluation (pp. 47–50)

Based on the opinion of panel members about current best 
practices

HAS (2018) Announcement of the Medical Diagnosis and Information for 
Families (pp. 23–24)

Not provided

CPS (2019) Communicating ASD Diagnostic Assessment Findings (pp. 
448–449)

Not provided

UC (2013) Evaluation Results (pp. 46–51) Not provided
MDMH (2010) Formulating Conclusions and Presenting Information (pp. 

75–76)
Not provided

NAS (2003) Outcome of the ASD Assessment Process (pp. 38–40) Not provided
CDDS (2002) Formulation, Presentation and Documentation of Findings 

(pp. 71–75)
Not provided

PSI (2010) Feedback to Parents (pp. 19–21) Not provided
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and CDDS (2002) recommended written material be trans-
lated for families from non-English speaking backgrounds. 
The CRC (2018) guideline recommended families receive 
cultural support from a community member or appropri-
ate professional if it is requested or perceived as potentially 
beneficial.

Four guidelines addressed concerns regarding the deliv-
ery of feedback to carers with differing abilities. These 
guidelines emphasised that information should be conveyed 
in a manner appropriate for the carer’s verbal and written 
proficiency (CRC, 2018), educational background, coping 
styles (CDDS, 2002) and overall ability level (SIGN, 2016). 
The HAS (2018) guideline explicitly stated additional atten-
tion is required when the “parents themselves are disabled” 
(p. 24).

Manner of the Clinician

Only one guideline suggested (a) considering answering 
questions from the child or their brothers/sisters at a follow 
up session (HAS, 2018); (b) that clinicians first endeavour 
to gauge caregivers’ level of understanding about autism 
before adding additional information (SIGN, 2016) and (c) 
using visual aids or strategies to enhance understanding and 
support explanations at feedback CRC (2018). A minority 
recommended using reflective listening practices and check-
ing in with families throughout the session (CRC, 2018, NY, 
2017, UC, 2013).

The Written Report

Three guidelines recommended different time points for the 
report to be provided, including at the feedback session (UC, 
2013), or within 3 months (CRC, 2018) or 17 weeks (NAS, 
2003) of the first assessment. The NAS (2003) guideline 
suggested families contribute to the report and identify any 
factual errors at the feedback session.

Recommendations Regarding What Information 
to Share

Table 6 provides a visual representation of the guideline rec-
ommendations regarding information that should be shared 
at feedback or in the accompanying report. Only recommen-
dations provided in the “feedback” or report sections of the 
guideline are included in these results.

Consistent Recommendations

The Diagnostic Process

Seven guidelines suggested providing families with informa-
tion about the assessments conducted (CRC, 2018; SIGN, 

2016; CPS, 2019; UC, 2013; MDMH, 2010; CDDS, 2002; 
PSI, 2010). Four of these seven provided specific recommen-
dations, suggesting offering information about the profes-
sionals who conducted the assessments (CPS, 2019; SIGN, 
2016; CRC, 2018), the names of the assessment tools (PSI, 
2010; CRC, 2018) and descriptions of what the tools meas-
ure (CRC, 2018).

Autism

Eleven of the guidelines recommended discussing general 
information about autism (NICE, 2017; SIGN, 2016; NZ; 
2016, HAS, 2018; UC, 2013; PSI, 2010) and/or provid-
ing families with resources to access this information (NY, 
2017; CPS, 2019; UC, 2013; MDMH, 2010; NAS, 2003; 
CDDS, 2002; PSI, 2010).

The Child’s Presentation

Nine guidelines made simple general recommendations to 
share information about test results or functioning levels 
with families (CRC, 2018; NICE, 2017; SIGN, 2016; NY, 
2017; HAS, 2018; CPS, 2019; UC, 2013; MDMH, 2010; 
CDDS, 2002). Seven guidelines recommended emphasis-
ing the child’s individual strengths and weaknesses at feed-
back (CRC, 2017; NZ, 2016; NY, 2017; HAS, 2018; UC, 
2013; MDMH, 2010; CDDS, 2002). The MDMH (2010) 
guideline indicated that areas of typical development can 
be highlighted as strengths, and the CRC (2018) guideline 
suggested strengths could be activity or character related. 
Three of these seven guidelines proposed discussing the 
child’s potential level of functioning with adequate supports 
or how intervention might help capitalise on their strengths 
(HAS, 2018; NY, 2017; CRC, 2018). Guidelines also rec-
ommended discussing the child’s “highest priority support 
needs” (CRC, 2018) including learning, communication or 
social challenges (NY, 2017) and maladaptive behaviours 
(MDMH, 2010).

Recommendations and Referrals

Half of the guidelines recommended clinicians provide fam-
ilies with specific referrals to local professional supports 
(CPS, 2019; NAS, 2003; NY, 2017; MDMH, 2010; UC, 
2013; CRC, 2018). The CDDS (2002) guideline suggested 
discussing the efficacy and empirical support of the different 
intervention approaches available. Three guidelines advised 
that formal supports should be specifically tailored to the 
child and their unique needs (CPS, 2019; CRC, 2018; HAS, 
2017). The SIGN (2016) guideline provided the greatest 
detail on social support recommendations, emphasising the 
importance of social and family networks. Both the SIGN 
(2016) and MDMH (2010) guidelines advised discussing 
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with families that carer advocacy can play a crucial role 
in intervention outcomes. Three guidelines suggested cli-
nicians recommend parent advocacy groups (CPS, 2019; 
NICE, 2017; UC, 2013).

The NICE (2017) and UC (2013) guidelines suggested 
recommending organisations that can provide support and 
advice on welfare benefits and entitlements, while others rec-
ommended the diagnosing clinician provide this information 
directly at feedback (CRC 2018; NZ 2016). Three guidelines 
suggested this information should also be given to families as 
resources during the session (CPS, 2019; CDDS, 2002; NAS, 
2003). Seven guidelines recommended sharing information 
about further assessments that may be required (SIGN, 2016; 
UC; 2013, MDMH, 2010; NAS, 2003) or suggested time-
frames for reassessments (CRC, 2018; CDDS, 2019).

Gaps or Inconsistencies in Recommendations

The Diagnostic Process

Only the CPS (2019) guideline recommended discussing 
with families the reason for the child’s referral. The UC 
(2013) recommended including this information in the 
report.

Autism

One guideline recommended offering families basic infor-
mation on current knowledge about the causation of autism 
(SIGN, 2016), while another endorsed reassuring carers that 
their child’s autism diagnosis is not their fault (UC, 2013). 
The NICE (2017) and HAS (2018) guidelines recommended 
discussing with families the risk of autism occurring in sib-
lings or future children. The HAS (2018) and NAS (2003) 
guidelines also recommended families should be referred for 
genetic predisposition testing and counselling if they have 
or are planning on having more children.

The Child’s Presentation

Of the 10 guidelines that utilised DSM-5 (APA, 2013) crite-
ria, only the CRC (2018) and NY (2016) guidelines specifi-
cally recommended sharing information about the diagnosis 
severity with families at feedback. The CDDS guideline pub-
lished in 2002 (i.e., before the introduction of the DSM-5), 
also recommended explaining to parents “where the child 
fits on the autism spectrum” (p. 72) and including the rec-
ommended severity rating applied to the diagnosis in the 
report. Only four guidelines recommended sharing informa-
tion about intellectual functioning and highlighting the inter-
play between autism and intelligence. Only two guidelines 
recommended discussing adaptive functioning (MDMH, 

2010; PSI, 2010), and none of the guidelines specifically 
recommended highlighting communication ability, as a for-
mal assessment or general observation.

The UC (2013), CDDS (2002) and PSI (2010) guidelines 
cautioned against providing definitive long-term predictions 
about the child and suggested topics such as independent 
living and employment are not appropriate to discuss at 
feedback unless the child is of “transition age or older (e.g., 
age 13 and older)” (CDDS, 2002, p. 49). Other guidelines 
advised clinicians be prepared to answer questions about 
prognosis (PSI, 2010; MDMH, 2010). The NZ (2016) guide-
line suggested clinicians consider that phenotypic expres-
sions of autism vary with age and that prognosis is equally 
influenced by a child’s general intelligence.

Four guidelines recommended discussing difficulties or 
needs of the family and three of these emphasised review-
ing carers’ stress levels, quality of life and any other issues 
they may be experiencing at feedback (HAS, 2018; MDMH, 
2010; UC, 2013).

Recommendations and Referrals

The MDMH (2010) guideline was the only guideline that 
recommended providing immediate advice for pressing 
concerns and behavioural challenges. Some guidelines rec-
ommended referring families to special education services 
(NAS, 2003; UC, 2013) or organisations that can provide 
information on educational support (NICE, 2017). The HAS 
(2018) guideline stipulated feedback of an autism diagnosis 
must be associated with the development of a personalised 
plan for educational intervention and suitable accommoda-
tions in the school environment for the child.

Only three guidelines recommended discussing with car-
ers if, when and how they should disclose the diagnosis to 
their child. Two of these specified this was an important/
essential element of feedback with families (HAS, 2018; 
SIGN, 2016). The HAS (2018) guideline also recommended 
discussing how/when to explain the diagnosis with siblings, 
extended family members and friends. They recommended 
providing “tools (such as informational brochures) to guide 
parents in their process of announcing the diagnosis” (p. 24) 
to others. The UC (2013) guideline suggested emphasising 
the importance of communication and collaboration across 
all those who will be involved with helping and supporting 
the child and their family.

Discussion

Seventeen guidelines were included in this review, but five 
did not contain recommendations for feedback. The recom-
mendations for feedback published within twelve guide-
lines, from eight different countries were analysed. Previous 
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reviews of autism assessment guidelines have highlighted 
similarities and inconsistencies between recommendations 
regarding various elements of the autism assessment pro-
cess (Hayes et al., 2018; Penner et al., 2018). This scoping 
review adds to the existing knowledge by drawing attention 
to the recommendations regarding an essential element of 
the assessment process, the feedback of results and disclo-
sure of diagnosis to caregivers.

The first objective of this review was to assess the quality 
of autism assessment guidelines that provide recommenda-
tions for feedback. Only five guidelines provided informa-
tion regarding the methodology and evidence quality used 
to form these recommendations. The majority of the recom-
mendations for feedback were based on the opinions of the 
development groups, with most of these guidelines reported 
finding limited to no evidence, or evidence of “very low” 
(NICE, 2017, p. 120) to “fair” (NZ, 2016, p. 7) quality to 
support them. The quality of the information produced by 
an expert panel is dependent on the information inputs and 
methods used to reach the consensus (Jorm, 2015). When 
experts are informed by professional experience, as well as 
high quality information such as the results of systematic 
reviews or randomised controlled trials, the quality of the 
consensus results increases (Jorm, 2015). Likewise, a formal 
method of reaching consensus, such as the Delphi method, is 
more likely to produce a true reflection of the opinions of the 
entire group (Hohmann et al., 2018; Jorm, 2015). Few guide-
lines within this review reported using consensus agreement 
of expert opinions, and only one utilised a formal, but dif-
ferent, method. Similarly, many relied heavily on the profes-
sional background of the guideline development groups to 
inform recommendations for feedback. Formal consensus 
methods can produce higher quality evidence and are well 
suited to producing health guidelines (de Meyrick, 2003; 
Jorm, 2015), however the methods used to form recommen-
dations for feedback within these guidelines were of a low 
standard, and therefore should be interpreted with caution.

The second objective of this investigation was to deter-
mine what is currently considered best practice for feed-
back of autism assessment results and diagnosis. Our review 
revealed there were few recommendations for feedback pro-
vided, and many lacked sufficient detail to establish what an 
overall best practice autism feedback session would involve. 
The majority of guidelines generally recommended one or 
multiple clinicians conduct feedback with the caregiver/s 
without delay. They recommended clinicians consider their 
communication style and provide families with a written 
report. Guidelines encouraged clinicians to provide informa-
tion regarding the diagnostic process, autism as a condition, 
the child’s presentation and recommendations and referrals 
for support. Inconsistencies were observed in the specific 
details of recommendations, and the gaps across guidelines 

suggest there is no current universal standard practice for 
autism diagnostic assessment feedback.

The final objective of this review was to identify gaps 
or inconsistencies in feedback recommendations that may 
require further investigation. While contradictions in rec-
ommendations between guidelines were rare, recommenda-
tions considered important in some guidelines (for example, 
offering a follow up session post feedback) were omitted 
from other guidelines. The reasons for some guidelines omit-
ting certain feedback recommendations is unclear. Possible 
explanations include the development group not deeming 
specific feedback recommendations to be important, correct 
or feasible, or the specific feedback recommendations were 
simply overlooked. Such omissions may have significant 
clinical implications, with important elements of feedback 
overlooked by clinicians who refer to a single guideline 
to inform their practice. Indeed, Clinicians may not con-
sider the potential benefits of offering follow up sessions to 
families, despite other reputable guidelines (NICE, 2017) 
and research evidence (Crane et al., 2016; Mulligan et al., 
2012) suggesting this clinical practice may be beneficial for 
families.

Only two guidelines provided recommendations for con-
ducting feedback via telehealth in the event that an in-person 
meeting cannot occur. In recent times the number of cli-
nicians offering telehealth services has risen significantly, 
largely due to the impacts of the COVID-19 pandemic 
(Duckett, 2020; Wosik, 2020). With funding models such 
as Medicare in Australia adjusting to cover remote or online 
consultations, clinicians may need to seek advice and guid-
ance on how to conduct feedback sessions via telehealth and 
identify any important differences compared to traditional 
practice (Duckett, 2020). Autism assessment guidelines do 
not currently provide sufficient detail or evidence synthesis 
to guide clinicians on this practice.

Many carers report feeling stressed, isolated and 
depressed in the immediate period after receiving an autism 
diagnosis for their child (Casey et al., 2012; Crane et al., 
2018; Taylor & Warren, 2012). Only two guidelines rec-
ommended clinicians encourage parents to invite a support 
person with them to feedback. Additionally, none of the 
guidelines addressed how to handle situations of separated 
carers who cannot attend feedback together, or situations 
of blended families. Research has suggested that having a 
support person present at autism assessment feedback can 
improve an unaccompanied parent’s satisfaction with the 
session (Hennel et al., 2016), and generic models of “break-
ing bad news” often suggest the patient, or carer bring a 
support person with them when assessment results are being 
communicated (Harrison & Walling, 2010; Liddicoat, 2018).

Few guidelines recommended considering tailored 
educational supports or accommodations for the child or 
involving educators in the feedback process, despite parents 
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listing school supports as an important factor in their deci-
sion to seek assessment (Bent et al., 2015; Ruiz Calzada 
et al., 2012). An Australian study highlighted that despite 
parent’s desire to receive information about school supports 
during feedback, the majority did not receive it (Hennel 
et al., 2016). Teachers are often responsible for implement-
ing many of the recommendations provided by diagnos-
ing clinicians (Barrett, 2019) and value the opportunity to 
share knowledge with clinicians (Pelco et al., 2009). For an 
assessment and diagnosis to be beneficial for a child, it is 
critical parents and teachers receive and understand tailored 
information about a child’s unique strengths and weaknesses 
and how to best support the individual (Andersson et al., 
2014). Emphasising this within clinical practice guidelines 
may help increase this practice and have potential implica-
tions on teacher’s adoption of clinician’s recommendations 
(Barrett, 2019).

The DSM-5 (APA, 2013) stipulates an autism diagno-
sis should specify if there is accompanying intellectual or 
language impairment. Only one of the eight guidelines that 
utilised DSM-5 criteria, however, specifically addressed 
discussing intellectual ability at feedback. None mentioned 
discussing language assessments or general language ability. 
Similarly, none of the guidelines published after 2013 spe-
cifically mentioned discussing adaptive functioning, despite 
“clinically significant impairment in social, occupational or 
other areas of current functioning” being a requirement for 
autism diagnosis according to DSM-5 criteria (APA, 2013). 
These factors influence a child’s functioning in the present 
and potential for functioning in the future (Kanne et al., 
2011; Kraper et al., 2017). Therapeutic and educational 
training for individuals with autism is increasingly focusing 
on improving adaptive behaviours and participation as per 
the International Classification of Functioning framework 
(World Health Organization, 2007), making it important to 
discuss a child’s adaptive functioning at feedback. Addi-
tionally, without explaining how these areas of functioning 
and ability impact all children, including those with autism, 
families may find it difficult to completely understand their 
child’s presentation.

In general, there were a lack of specific recommenda-
tions regarding what to discuss at feedback within guide-
lines. Often vague or broad statements such as “discuss 
results”, “communicate assessment findings” or “recom-
mend supports” were provided. This may reflect the lack 
of empirical evidence to guide what is considered best 
practice and the heterogeneous nature of autism (Penner 
et al., 2018). Guideline development groups may have 
found it difficult to provide details around which topics 
are most important to discuss at feedback, as this may vary 
depending on the child. Parents have reported wanting 
more information from the diagnosing clinician (Hennel 
et al., 2016; Potter, 2017) and have found it challenging to 

identify evidence based information when forced to con-
duct their own research online (Adler et al., 2015). Greater 
detail is required in these guidelines to ensure clinicians 
are aware of all the information needs of families at the 
time of diagnosis.

The reviewed guidelines often emphasised the need for 
feedback to be individualised to the child’s presentation. 
Many recommended that clinicians adopt a strengths-based 
approach to feedback and discuss with carers the child’s 
unique set of personal assets and challenges. They also 
advised that support recommendations be tailored to the 
child. Considering a child’s strengths as well as their weak-
nesses across all areas of functioning could lead to more 
informed interventions and a more balanced understand-
ing of the child. Providing a tailored feedback session, and 
addressing all functioning rather than just autism symptoma-
tology, could also potentially lead to more individualised 
intervention and support (Ure et al., 2018).

This review was not without limitations. First, only guide-
lines published in English were included. Whilst English 
speaking countries were considered likely to have similar 
approaches to health care and therefore produce compara-
ble guidelines, high quality guidelines and recommenda-
tions for feedback published in other languages are likely to 
have been missed. Second, although a research librarian was 
consulted to construct search terms and minimise the pos-
sibility of missing guidelines, and multiple authors screened 
and appraised guidelines, and consulted on data extraction 
tables, only the first author extracted data for the review, 
which may have resulted in unintentional biases. A third 
limitation of this study was the adaptation of the AGREE-II 
tool to consider all questions in the context of assessment. 
This adaptation means scores for domains three, four and 
the overall measure may not be directly comparable to the 
AGREE-II scores (Brouwers et al., 2010) generated in other 
studies. There is also no validated cut-off score or pattern 
of domain scores established for the AGREE-II to differen-
tiate between high and poor quality guidelines (Brouwers 
et al., 2010). As per the recommendation of the instrument 
developers, we interpreted scores using categorisation of 
domains similar to another recently published study (Amer 
et al., 2019). Other reviews may establish different param-
eters for cut-off scores, limiting the ability to make direct 
comparisons.

There are strengths and weaknesses to reviewing only 
one section of guidelines. To our knowledge, this is the 
first study to examine autism guidelines with a focus on the 
feedback of assessment results. By focusing on a single ele-
ment of the assessment process we were able to investigate 
all aspects of feedback in great detail but it is possible that 
information relevant to the themes explored in this review 
published in other sections of guidelines may have been 
missed. Additionally, it is unclear if some recommendations 
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were not explicitly detailed in certain guidelines because 
they were implied best practice, such as recommendations 
regarding clinician’s manner. We were only able to analyse 
recommendations that had been explicitly documented.

This review highlights a need for further attention to be 
given to feedback processes and the way autism diagnoses 
are communicated. The majority of recommendations for 
feedback published within the reviewed guidelines were 
based primarily on the opinions of the individual guide-
line’s development group and were achieved using infor-
mal methods of reaching consensus. A number of gaps 
and inconsistencies were observed between guidelines and 
recommendations often lacked detail. It is highly probable 
that there are currently great practice variations across clini-
cians from all settings, due to the lack of clear and detailed 
guidance regarding feedback, and that many families may 
currently be receiving less than optimal feedback. Before 
assessing current practice and making recommendations for 
improvement, it is imperative we establish what best prac-
tice involves. In a similar manner to other research into the 
disclosure of diagnoses of dementia (Lecouturier, 2008) and 
Down syndrome (Sheets et al., 2011), establishing specific 
guidelines for feedback of an autism diagnosis, using for-
mal methods of reaching group consensus between expert 
clinicians and informed by high quality empirical evidence, 
could be the first step in greatly improving clinicians and 
family’s experiences.

Future research should endeavour to explore the impact 
of improving various elements of feedback and enhancing 
experiences and outcomes for families receiving an autism 
diagnosis. For example an empirical study could assess the 
effects of including educators at feedback, or providing 
them with their own follow up sessions. A specific focus 
on the identified gaps in guideline recommendations could 
be beneficial, as could investigations into practices in other 
countries not explored in this review. Detailed guideline 
recommendations could initially be used to train and assess 
clinicians working within local settings, and if successful 
outcomes resulted, this information could be used to inform 
international guidelines and training programs across the 
worldwide autism community. It is hoped that bringing 
more attention to research into autism feedback, will lead 
to increased attention to this part of the assessment and 
that this review and future research will encourage clini-
cians to reflect on their own practices and consider areas for 
improvement.

In conclusion, most guidelines for the assessment and 
diagnosis of autism in children include recommendations 
for feedback of results and diagnosis to families and those 
involved with supporting and caring for the child. The 
types and content of recommendations vary considerably 
between guidelines, although overall they consistently make 
recommendations regarding who should attend, the timing 

and mode of delivery, how the clinician should conduct 
themselves and what should be discussed and included in 
the report. The variations are likely due to the fact that the 
majority of recommendations for feedback were created 
based on the expert opinions of the respective guideline 
development groups and the limited empirical research that 
exists within this area. There is evidently a need for fur-
ther research and higher quality guidelines focusing on this 
important element of the autism assessment process, which 
could have potential implications for improved practice.
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