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Abstract 

Despite increased rates of diagnosis of autism spectrum disorder (ASD) in recent years, literature 

examining when and how parents of newly-diagnosed youth disclose their diagnosis to them is 

scarce. Given the increasing number of newly-diagnosed individuals, an exploration of the 

effects of disclosure on children with ASD is warranted. We conducted a systematic review to 

identify articles describing the process of disclosing a diagnosis of ASD from the perspective of 

children, parents, or both. The current review identified five articles reporting qualitative data on 

the disclosure process. Across studies, most parents were found to have disclosed ASD 

diagnoses to their children by adolescence, with children and parents exhibiting a variety of 

reactions. Concerns frequently identified by children and parents included time taken to process 

the emotional impact of diagnoses, delay between parents receiving diagnoses from clinicians 

and delivery of those diagnoses to children, concern that the ASD label would result in 

stigmatization, and the sense that an individual�s past behaviors or symptoms were well-

https://crossmark.crossref.org/dialog/?doi=10.1080/23794925.2018.1435319&domain=pdf&date_stamp=2018-01-30
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explained by the new diagnosis. Identification of these potential problems may serve as an initial 

step to inform the development of best-practice guidelines for parental disclosure of ASD 

diagnoses to youth and further research on this understudied part of the diagnostic process. 
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Parental Disclosure of ASD Diagnosis to the Child: A Systematic Review 

Diagnosis of autism spectrum disorder (ASD) can now be reliably made by two years of 

age, with diagnoses most frequently made prior to the age of four (Mandell, 2005). Even for 

individuals who are diagnosed later in childhood or adolescence, clinicians frequently deliver 

these diagnoses to parents without children present (Brogan & Knussen, 2003). Parents of 

newly-diagnosed individuals are therefore placed in possession of critical information about the 

affected individual that they must determine when and how to disclose. An individual�s 

knowledge (or ignorance) of their diagnosis plays a profound role in their experiences 

throughout development and into adulthood; this awareness might affect understanding of one�s 

own symptoms, the ability to self-advocate, and the decision of whether to share information 

about one�s diagnosis with others (Humphrey & Lewis, 2008). Unfortunately, virtually no 

empirical studies have evaluated the process of parent disclosure of ASD diagnoses to children.  

 A parent�s decision of whether, when, and how to disclose an ASD diagnosis to their his 

or her child can be complicated by several factors. The parent�s own emotional reaction may 

play a role, as many parents report feeling overwhelmed after receiving their child�s initial 

diagnosis from a clinician (Carlsson, Miniscalco, Kadesjo, & Laakso, 2016). A large proportion 

of parents also report dissatisfaction with the diagnostic process, which can be difficult and 

protracted (Crane, Chester, Goddard, Henry, & Hill, 2015). These feelings may be compounded 

by a sense of guilt (Ward, 2014), relief at having secured a diagnosis (Midence & O�Neill, 1999), 

and fear of stigmatization from other parents and the child�s peers (Calzada, Pistrang, & Mandy, 

2012; Kinnear, Link, Ballan, & Fischbach, 2016). Parents of newly-diagnosed children may also 

fear the consequences of the myriad stressors faced by parents of children with ASD, including 

negative impacts on a parent�s social life, being treated badly by other parents who are unaware 

of their child�s condition, and negative consequences for non-impacted siblings of children with 
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ASD (Myers, Mackintosh, & Goin-Kochel, 2009; Turnbull & Ruef, 1997). Parents are also faced 

with the prospect of accepting that their child will never be �normal� (Mansel & Morris, 2004). 

Available literature regarding how individuals with ASD feel about their diagnosis, while limited 

in sample size and scope, also paints an unclear picture of whether those who know about their 

own diagnosis feel better about themselves because of it, reject it, or even use it as an excuse 

(Calzada et. al, 2012; Linton 2014). The neurodiversity perspective, counter to the medical 

model which implies that ASD is a pathological condition, holds that ASD is best characterized 

as a different manner of thinking and part of one�s identity. Awareness of neurodiversity has 

been associated with increased positive feelings about diagnoses and lack of interest in a �cure� 

(Kapp, Gillespie-Lynch, Sherman, & Hutman (2012). 

While disclosure of diagnosis remains almost completely unstudied as it pertains to ASD, 

literature on other chronic conditions has explored the topic extensively. Parental disclosure of 

human immunodeficiency virus (HIV) contracted either perinatally or early in life provides a 

particularly strong basis for comparison. HIV, like ASD, has historically been considered a 

lifelong diagnosis and individuals with HIV are often subjected to strong social stigma (Wiener, 

Mellins, Marhefka, & Battles, 2007) However, a number of benefits to disclosure have been 

documented, which might outweigh worries about the emotional trauma of initial disclosure and 

social stigma. Mixed evidence has also suggested that disclosure may play a role in adherence to 

antiretroviral treatment in children and adolescents with HIV (Hammami et al., 2004). At least 

one study has reported significantly lower depression and anxiety scores for children who were 

aware of their HIV diagnosis versus those who were not (Weiner et al., 2012).  

Though the stigma associated with both HIV and ASD diagnoses has diminished over 

time, in the case of ASD, this reduction in stigma has been accompanied by a concomitant 
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increase in the frequency with which autistic symptomatology is considered from a strengths-

based perspective (e.g., Kapp et al., 2012). Given the available literature suggesting positive 

effects of partial or full disclosure of HIV, along with even greater potential for ASD to be 

considered as a strength or simply a difference, evidence supporting its disclosure may be 

compelling. With regard to disclosure of other genetic conditions, including Down Syndrome, 

Fragile X, and 22q11.2 deletion syndrome, findings have indicated that children exhibit greater 

coping skills when they are aware of their diagnoses (Goodwin et al., 2015). Awareness of one�s 

diagnosis could confer additional benefit in the case of ASD in that children who have had their 

diagnosis disclosed to them may be able to participate more actively in psychosocial 

interventions.  

 Given the prevalence of ASD, a substantial number of parents must determine when and 

how to communicate necessary information about ASD to youth who have recently been 

diagnosed. Parents need guidelines for facilitating these conversations with their children about 

ASD, akin to those developed for disclosure of other types of diagnoses such as HIV (e.g., 

Wiener et al., 2007). Prior to their development, however, an exploration of the extant literature 

related to parent-child disclosure is necessary. The aim of the current review is to understand the 

process through which parents decide when and how to tell their child about an ASD diagnosis. 

Specifically, we wanted to explore the disclosure process from both parent and child 

perspectives. Insight into this process may provide guidance to clinicians on helping parents of 

newly diagnosed youth.  
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Method 

Inclusion Criteria 

 We limited our inclusion criteria to peer-reviewed articles, conference proceedings, and 

dissertations published in English. In cases where overlapping samples were used, we included 

the study with the earlier publication date. In order to be included, articles were required to have 

empirically examined (through use of qualitative or quantitative methods) parental disclosure of 

a diagnosis of any autism spectrum disorder (including Asperger�s syndrome and PDD-NOS) to 

a child. Articles examining only parental reactions to diagnoses (i.e., not reaction as it relates to 

disclosure) were excluded. The authors selected and included articles in a manner consistent with 

the preferred reporting items for systematic reviews and meta-analyses (PRISMA) checklist 

(Moher et al., 2009).  

Search Methods 

 We searched Medline and PsycINFO databases in August 2017 using the following 

terms: (autis* OR ��pervasive development* disorder*�� OR PDD* 

or PDD OR Asperger*) AND (disclosure OR �initial diagnosis�). The lead author independently 

screened titles and abstracts of all results and excluded clearly irrelevant articles. Full texts of the 

remaining possibilities were examined independently by the first and second authors to 

determine which possibilities met full inclusion criteria. Disagreements regarding inclusion 

based on full-text screening were resolved by the fourth author. To identify additional articles, a 

�snowball� search was conducted using Google Scholar (Greenhaigh and Peacock, 2005). The 

reference lists of all included articles and all articles citing those identified in the initial search 

were screened to identify additional articles. Following screening of titles and abstracts, 

remaining additional possibilities were screened for inclusion. To ensure our review was as 
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comprehensive as possible, we contacted the corresponding authors of all included studies to 

identify unpublished studies, manuscripts in preparation, and studies that were not identified 

through the database search. 

Data Extraction 

Basic characteristics of each article (i.e., year of publication, type of publication, and 

location of study) were recorded. In addition, we extracted reported demographics of study 

participants. Specifically, we coded the nature of the sample (i.e., parents, youth, or a 

combination), overall sample size, and gender ratio (where reported). Finally, we extracted 

reported ages of parents and children, as well as ages of original ASD diagnosis and disclosure 

of diagnosis, where available. 

The majority of articles meeting inclusion criteria utilized thematic analysis to draw 

conclusions about the disclosure process. Authors screened each article to identify common 

themes as defined by the qualitative analyses in each study; five themes were identified, and each 

article was coded for the presence of each theme. Coding was completed by the first and second 

author independently. Initial interrater agreement for theme coding was .70; following 

clarification of theme definitions and resolution of disagreements by consensus, final agreement 

reached 1.0. Processing referred to descriptions of the emotional impact of the youth learning 

about their diagnosis and coming to terms with it. Delay was coded in cases where parents had 

received a diagnosis, but consciously chose to postpone disclosure. Authors coded the 

Explanation category when youth reflected on prior thoughts, feelings, and experiences and 

reported that things �made sense� in the context of their new diagnosis. Stigma referred to cases 

in which there was a reported reluctance to disclose a diagnosis for fear that the individual would 

be treated differently due to an ASD label. Finally, Child Self-disclosure was coded for articles 

describing youth considering informing others (e.g., peers, teachers) after being told about their 
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diagnosis by their parents. Titles for themes were derived from the descriptions of themes in each 

study, with theme titles and definitions modified so as to link similar ideas under the same theme 

name. For example, �providing explanation� as reported in one study (Huws & Jones, 2008) and 

�made sense� as reported in another (Cadogan, 2015), were deemed sufficiently comparable so 

as to be called Explanation when considered together.  

Results 

The original database search yielded 343 hits, with 275 records remaining after duplicates 

were removed. One author examined titles and abstracts of all records and the full text of 22 

possibilities to determine whether they met inclusion criteria. Citation and reference searches 

produced an additional 386 records. Full text was examined in 9 cases. Of the 31 full-text articles 

examined, six initially met inclusion criteria, as confirmed by a second author with 100% 

agreement. One result meeting inclusion criteria was subsequently eliminated because the 

study�s sample overlapped with a more comprehensive included article (Cadogan, 2015). The 

final sample therefore included five articles: three peer-reviewed publications, one master�s 

thesis, and one doctoral dissertation. Those articles failing to meet inclusion criteria most 

frequently described parents� experience of, and reaction to, ASD diagnoses without regard to 

disclosure to the child, described disclosure to an individual other than the child, or evaluated 

disclosure as a treatment for parent stress. The PRISMA flow diagram (Fig. 1) illustrates reasons 

for exclusion. All five included studies were qualitative in nature. Two studies (40%) utilized 

Interpretive Phenomenological Analysis (IPA). IPA is a qualitative methodology developed in 

the 1990s to allow for the exploration of a specific topic through reflective first-person accounts 

that also aims to acknowledge the necessity of the researcher playing an interpretative role 
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(Larkin & Thompson, 2012). The three remaining studies reported using other comparable 

thematic analysis techniques.  

Participant Characteristics 

 A total of 34 individuals with ASD (23 males) were included in the five studies. Across 

all studies, recipients of diagnoses ranged in age from 4 to 34. The majority of studies (60%) 

described individuals in adolescence and early adulthood (i.e., 13-21). Two studies reported on 

the age at which individuals had been diagnosed, and the age at which the diagnosis had been 

disclosed. Age at diagnosis ranged from 2 to 26, with age at disclosure ranging from 3 to 26. 

None of the included studies provided comprehensive information regarding cognitive ability of 

participants. One study (Huws and Jones, 2008) specified that participants were all students at a 

college for individuals with ASD and must have been able to provide verbal and written consent. 

Another study (Cadogan, 2015) included a quote from a parent reporting that their child 

��supposedly [has] an IQ of seventy five�� (p. 46). Three studies specified that participants 

had Asperger�s or �high-functioning� autism. Similarly, none of the included studies reported 

comprehensively on the gender of individuals with ASD. None of the studies reported on 

developmental difficulties in siblings or symptoms of ASD in parents. For the three studies 

including parental report of the disclosure process, 32 parents were included. One study reported 

on parent ages, which ranged from 33 to 52. One study (Finnegan, Tremble, & Egan, 2014) 

indicated that two of the seven included parents (29%) had not disclosed their child�s diagnosis; 

all other studies consisted of families in which the ASD diagnosis had already been disclosed. 

One study (Rossello, 2017) stipulated that youth must have been told about their diagnosis at 

least one year prior to participating. Characteristics of included studies are reported in Table 1. 

 

Themes of Disclosure 
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 Processing the emotional impact of an ASD diagnosis was the only theme reported in 

four of five included studies. Diagnosed individuals� reported emotional reactions evident at the 

time of diagnosis varied widely, but included anger, fear, denial, and relief. These responses 

were evident regardless of the setting or manner in which disclosure occurred, as well as the age 

and, presumably, the level of functioning of the individual. The explanation theme was evident 

across four of five (80%) studies. Participants describing this reaction reported that following 

delivery of an ASD diagnosis, many of their experiences and symptoms �made sense� when 

considered retrospectively. For example, one participant reported that ��finding out that 

problems I was dealing with were real problems and they actually had names and labels and that 

they have diagnosis and treatments for that sort of thing. And that was a really secure thing for 

me� (Mogensen & Mason, 2015, p. 259). Other youth reported that services they received made 

more sense after finding out about their diagnosis. The theme of explanation was evident across 

both youth and parent report, with parents reporting that traits of their children were well 

explained by autistic symptoms they had not known about previously. Delay between parents� 

receipt of a diagnosis and their disclosing it to their children was present in all five studies. Huws 

& Jones (2008) reported that in four of nine cases, youth were aware that an intentional delay in 

delivery of their diagnosis had occurred. Reactions to this knowledge included �shock and 

disappointment� (Huws & Jones, 2008, p. 102). In one study, youth were explicitly asked 

whether they wished they had known about their diagnosis sooner; responses were mixed. While 

several endorsed that they would have liked to have known, one respondent indicated that they 

were not sure they would have understood the diagnosis if it had been delivered sooner. Parents 

in one study reported that concern that their child would not understand their diagnosis as a 

reason disclosure had not yet occurred (Finnegan et al., 2014). In another study, parents reported 
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that even though they had disclosed their child�s diagnosis, they remained unsure of the extent to 

which their child understood what it meant (Cadogan, 2015).  

 Stigma or perceived different treatment as a result of the ASD label was reported in four 

of five included studies. Child reactions included anger and resentment, as well as cases in which 

individuals were reluctant to identify themselves with a label. Parents reported that they believed 

an ASD label might change or lower others� expectations for their child. More specifically, one 

study identified �using ASD as an excuse� as its own sub-theme, present in five child interviews 

(Cadogan, 2015). The ASD label was described as a positive outcome in a limited number of 

cases insofar as it provided a sense of explanation. Directly related to the stigma theme were the 

three studies coded for child self-disclosure. These studies described an individual�s 

consideration of disclosing their diagnosis to peers, with the majority reporting that self-

disclosure increased others� acceptance and understanding. A smaller number (three individuals 

across two studies) reported feeling reluctant to inform peers of their diagnosis.  

Discussion  

Among the primary findings of the current review is the paucity of literature focused on 

the disclosure of ASD diagnoses from parents to children. In the course of our search, we 

identified a substantial number of studies focusing on other components of the diagnostic process 

(i.e., parental reactions to diagnoses), but which did not meet inclusion criteria as defined for this 

review. Although these studies make valuable contributions to our understanding of the delivery 

of ASD diagnoses to parents, they neglect to examine the individual presumably most impacted 

by the diagnosis: the child with ASD. Themes evident in the results of this review suggest that 

disclosure of a diagnosis affects newly diagnosed individuals in a number of ways, each of which 

should be considered carefully in the disclosure process.  
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Reluctance on the part of parents to disclose diagnoses was also evident across multiple 

identified themes. In all but one study, parents chose to withhold their child�s diagnosis, delaying 

disclosure to the child after the completion of the assessment process. Consistent with extant 

literature on this topic, a majority of studies reported that parents were concerned that their child 

would not understand the diagnosis, that the child would be stigmatized as a product of having 

an ASD diagnosis, or that their child might use the diagnosis as an excuse. Given the role these 

factors played in delay of disclosure among the current sample of parents, they may well be 

implicated in delay or non-disclosure in the broader ASD community.  

In contrast to the concerns cited by parents, other themes evident in the results illustrate 

the positive effects of disclosure. Foremost among these were reports by youth that disclosure 

provided an explanation for feelings, behaviors, or situations that may have been confusing 

before they had been aware of their diagnosis. In addition to allowing youth to consider their 

experiences in the context of ASD symptomatology, the disclosure also often allowed them to 

better understand their participation in intervention services or being treated differently than 

peers in school settings. Another benefit of disclosing was evident in that youth who were aware 

of their diagnosis were able to take ownership of their diagnosis and consider whether they 

wanted to share that information with others (e.g., peers, teachers). From a self-advocacy 

perspective, allowing youth to consider the pros and cons of disclosure to others for themselves 

would seem preferable to having children and adolescents experience symptoms of ASD without 

having a name for it.   

Despite our attempts to conduct a comprehensive search, the current review identified 

only a small number of studies, not all of which were peer-reviewed publications, and which 

reported on the experiences of a relatively small number of individuals. Identifying concrete 
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recommendations for parents might therefore require adaptation of literature on disclosure of 

other chronic medical conditions. One study systematically reviewed factors associated with 

disclosure of HIV status, with no clear consensus emerging regarding the risks or benefits of full 

disclosure of HIV (Weiner et al., 2007). The authors offered a number of recommendations for 

parents planning to share their child�s diagnosis with them, including consideration of a child�s 

ability to comprehend the diagnosis, recognition of the parent�s ability to cope with the stress of 

disclosing the diagnosis, rehearsing the disclosure conversation, identifying a clear support 

network, and emphasizing that initial disclosure conversation is a starting point for ongoing open 

communication regarding a diagnosis (Wiener et al., 2007). In addition to adaptation of 

empirically-based disclosure resources for other chronic medical conditions, some resources 

have also been developed specifically for ASD. Though its use and effects have not been 

evaluated, the Interactive Autism Network (IAN) developed a web project outlining issues parent 

might consider related to disclosure (Foden & Anderson, 2014). 

Despite the differences in course, treatment, and outcome between HIV and ASD, a 

number of commonalities are immediately evident between the reported disclosure 

recommendations for HIV and the themes identified in the current study. Consideration of the 

individual�s ability to understand the diagnosis bears particular relevance to ASD, given the 

extent to which ASD might influence an individual�s developmental readiness to process a 

diagnosis. Parallels are also present in that a parent or caregiver might be aware of a diagnosis 

before it could realistically be disclosed (i.e., during infancy or early childhood), thus 

necessitating delay of disclosure or partial disclosure. In later developmental stages, however, an 

individual�s knowledge of their diagnosis becomes more crucial. With regard to HIV, 

understanding of the implications of a diagnosis (including possibility of transmission, should 
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one become sexually active) is critical (Blasini et al., 2004). For individuals with ASD, 

awareness of one�s diagnosis likely facilitates self-advocacy and taking an active role in 

treatment. 

Ultimately, a more systematic approach must be taken to consider the myriad factors 

implicated in determining whether, when, and how parents should disclose ASD diagnoses to 

their children. Unfortunately, the current literature as reviewed here provides insufficient 

evidence to provide concrete, empirically supported recommendations. However, the themes 

identified here as well as apt comparisons from other conditions provide a starting point for 

further exploration of the effects of disclosure on individuals receiving diagnoses. Our findings 

also highlight the need for the most critical stakeholders in the disclosure process (i.e., affected 

individuals) to play an increased role in research to determine best practices in the future.   
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Table 1. Characteristics of Included Studies  

Study Article 

Type 

N Sample Methodological 

approach 

Child 

age 

Age of 

disclosure 

Primary 

themes 

Cadogan 

(2015) 

Thesis 15  Parents Thematic analysis 4-34 4-34 Explanation, 

Processing, 

Stigma, 

Delay, Child 

self-disclosure 

Finnegan, 

Trimble, 

& Egan 

(2014) 

Peer-

reviewed 

7 Parents Interpretive 

Phenomenological 

Analysis 

8-16 NR Stigma, Delay 

Huws & 

Jones 

(2008) 

Peer-

reviewed 

9 Youth Interpretive 

Phenomenological 

Analysis 

16-

21 

NR Explanation, 

Processing, 

Stigma, 

Delay, Child 

Self-

Disclosure 

Mogensen 

& Mason 

(2015) 

Peer-

reviewed 

5 Youth Collaborative 

Participatory 

Approach 

13-

19 

NR Explanation, 

Processing, 

Stigma, 

Delay, Child 

Self-

Disclosure 

Rossello 

(2017) 

Dissertation 12 Youth 

and 

Parents

Unspecified 13-

17 

NR Explanation, 

Processing, 

Delay 
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Figure 1. PRISMA flow diagram 
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