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Abstract

Introduction Individuals with autism spectrum disorder (ASD) and their families may experience high rates of stigmatization,
including self-stigma, public stigma, stigma through association, and structural stigma.
Methods We conducted a scoping review of peer-reviewed publications to identify, describe, and summarize existing literature

related to stigma and ASD.

Results Twenty-five articles met our inclusion criteria, including 14 qualitative, 9 quantitative, and 1 mixed method studies and 1
meta-synthesis. Four emergent themes include social perceptions of ASD, social isolation, well-being and responses to stigma,

and stigma reduction.

Discussion Knowledge generated from this scoping review provides an overview of the influence that stigma may have on
individuals with ASD and their families. Further research directions are suggested to address structural stigma and community

inclusion.

Keywords Scoping review - Stigma - Public stigma - Children - Families - Caregivers - Autism spectrum disorders - ASD

Autism spectrum disorder (ASD) is a complex,
neurodevelopmental disorder characterized by deficits in so-
cial development and communication, as well as repetitive
and restricted behaviors (American Psychiatric Association
2013). As described by the diagnostic label, these character-
istics fall on a spectrum and can present in a variety of ways.
Often though, the individual living with ASD will present as
having a “normal” physical appearance, leaving contrasting
“abnormal” behaviors perplexing to onlookers. It can be dif-
ficult for some people to accept or understand that a child has
ASD because of their “normal” appearance (Moyson and
Roeyers 2011). People who do not know that a child has
ASD will tend to judge certain ASD related behaviors as being
problematic, yet are more lenient when they are told the child
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has ASD (Chambres et al. 2008; Huws and Jones 2010).
Individuals with ASD and their families experience judgment
from others based on these behaviors and preconceived neg-
ative stereotypes about “normality” and “abnormality.” This
stigmatization can present in different forms including self-
stigma, public stigma, stigma through association, and struc-
tural stigma.

In his seminal work, The Theory of Social Stigma, Erving
Goffman defined stigma as a social identity that is perceived
to negatively deviate from societal norms and values
(Goftfman 1963). His work was instrumental in providing an
initial conceptual framework for the analysis of stigmatizing
conditions. Goffman recognized that stigma is enacted within
social contexts and that perceptions of stigma can profoundly
impact the quality of life and wellbeing of not only the person
with disability, but also of close friends and family, known as
courtesy stigma (Goffman 1963). While Goffman’s work re-
mains one of the dominant theoretical foundations for exam-
ining and understanding stigma, more recent scholars have
expanded on the concept of stigma (Farrugia 2009). For ex-
ample, Pryor and Reeder depict four interrelated “types” of
stigma in their Four Manifestations of Stigma (Pryor and
Reeder 2011). These types of stigma include (1) public stig-
ma, which represents people’s social and psychological
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reactions to someone they perceive to have a stigmatized con-
dition. Public stigma may be related to innate beliefs and re-
actions, but is also informed by the presence of a diagnostic
label, perceived severity of a condition, and media portrayals
of that condition; (2) self-stigma, which reflects the social and
psychological impact of possessing a stigma; in other words,
of internalizing stigma; (3) stigma by association, which refers
to social and psychological reactions to someone associated
with a stigmatized person. For children, this may include par-
ents and other family members, other caregivers, peers, or
even professionals or programs that support people with the
stigmatized condition. Finally, (4) structural stigma is defined
as the legitimatization and perpetuation of a stigmatized status
by society’s institutions and ideological systems. This type of
stigma may include attitudes and practices of professionals or
leaders, as well as other organizations’ practices and policies.
Bos et al. (2013), use Pryor and Reeder’s (2011) articulation
of the manifestations of stigma to theorize on the interrelated-
ness of the different forms of stigma, explore how stigma is
rooted in social interactions, describe advancements in how
we measure stigma, and provide recommendations for re-
search related to stigma reduction.

There is currently a body of literature related to stigma and
stigmatization of children and individuals living with other
conditions including mental health disorders, epilepsy, atten-
tion deficit hyperactivity disorder (ADHD), and intellectual
disability. Individuals and their families living with these con-
ditions report feeling societal stigma, marginalization, and so-
cial exclusion from the community, extended family mem-
bers, and friends (Ali et al. 2012; Benson et al. 2016; Green
2003; Kaushik et al. 2016; Wiener et al. 2012). Children with
ASD are at a particularly high rate of experiencing stigma,
even when compared to other disability groups (Cappadocia
etal. 2012; Harandi and Fischbach 2016; Kinnear et al. 2016).
ASD is diagnosed based on pervasive impairment in social
interactions, social communication, and the presence of so-
cially atypical behaviors (American Psychiatric Association
2013). Some scholars have proposed that these pervasive so-
cial impairments without a visible disability make the experi-
ence of stigma different for ASD than other disabilities (Gray
1993). Currently, however, there is no review of the existing
literature around the stigmatization experienced by children
with ASD and their families or caregivers. Therefore, the pur-
pose of this scoping review is to (1) synthesize the existing
literature related to stigmatization of children with ASD and
their families and (2) identify gaps in the literature to inform
future directions in the field.

Method

A scoping review was conducted as outlined by Arksey and
O’Malley (2005). This type of review process allows us to

thoroughly examine, map, and identify gaps in the current
existing literature regarding the broad topic of stigma and
ASD, as opposed to empirically answering a well-defined
research question and assessing the quality of the literature,
like in a systematic review (Arksey and O’Malley 2005;
Levac et al. 2010).

Arksey and O’Malley’s (2005) five-stage methodological
framework was utilized: (1) identifying the research question,
(2) identifying relevant studies, (3) study selection, (4)
charting the data, and (5) collating, summarizing, and
reporting the results. In addition to this framework,
recommendations to clarify and enhance each stage as
suggested by Levac et al. (2010) were also taken into consid-
eration. Suggestions made by Levac et al. (2010) incorporated
into this study included collectively developing the data
charting form and determining which variables to extract to
answer the research question and breaking down step 5 of
Arksey and O’Malley’s framework (collating, summarizing,
and reporting) into three distinct steps of analysis (a descrip-
tive numerical summary analysis and a qualitative thematic
analysis, reporting of the results, and consideration of the
meaning of the findings).

Identifying the Research Question

The scoping review addresses the following question: what is
known from the existing literature about the stigma and stig-
matization associated with children and adolescents with au-
tism spectrum disorder and their families?

Identifying Relevant Studies

Inclusion and exclusion criteria were defined for the study.
Inclusion criteria were (1) a focus on stigma and/or stigmati-
zation; (2) a focus on children or youth with a diagnosis of
ASD (including previous terms used prior to the DSM-V, such
as Asperger’s) and/or their families or caregiver’s; (3) publi-
cations in English; and (4) peer-reviewed literature. Studies
that were related to (1) diagnoses other than ASD; (2) a focus
on adults with an ASD diagnosis; (3) families of adult-aged
children; and (4) stigma in the workplace related to adults,
were excluded.

Study Selection

Four electronic databases, ERIC, MEDLINE, Child
Development and Adolescent Studies, and CINAHL, were
searched using search terms “autism, autism spectrum disor-
ders, ASD, or Asperger’s” AND “stigma or stigmatization.”
No date parameters were set and an initial search took place in
January 2017 resulting in 107 peer-reviewed studies. All arti-
cles were screened by title and abstract, based on the clearly
defined inclusion and exclusion criteria. Forty articles
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potentially met the inclusion criteria based on abstract and title
and were read in full. Nineteen of these articles clearly met
inclusion criteria based on the full text. Four articles were
unclear, so a second researcher independently screened these
four articles based on the established inclusion and exclusion
criteria, and an agreement was made for the inclusion of all
four based on the full text. From this first search, 23 articles in
total met the inclusion criteria based on the full text and were
included in the study. A second search was conducted in
December 2017 with date parameters set to the year 2017,
which identified four potential new articles based on title
and abstract. Upon reading in full, two of these articles also
met inclusion criteria. Therefore, a total of 25 articles were
identified for inclusion in this review.

Charting the Data

The final 25 articles were read in full and data were extracted
in the following fields: author, year of publication, the location
of study, title, participant information, study objective, meth-
odology, outcomes and interpretation of methods, and main
findings related to stigma. (See Table 1.)

Collating, Summarizing, and Reporting the Results

Information from the 25 articles were collated and analyzed
thematically to map areas of interest related to stigma and
ASD. Initial analysis of the data resulted in five themes: (1)
judgment, (2) diagnostic label, (3) social isolation, (4) social
well-being, and (5) fear of discrimination. These themes were
organized using Scapple, an online mind-mapping applica-
tion. Data charts were read and compared to the studies main
findings to better formulate these themes and the information
was further charted. Data were then thoroughly examined
again by two reviewers; a process that revised our findings
into four themes and two subthemes that better represent the
data. (See Table 1.) The four final themes are (1) social per-
ceptions of ASD, which includes two subthemes (i) invisibil-
ity and judgment and (ii) diagnostic labels; (2) social isolation;
(3) well-being and response to stigma; and (4) stigma
reduction.

Results
Overview of Results

The 25 articles included in the study were published between
the years 1996 and 2017. Figure 1 shows the detailed flow of
our study selection and results. Articles that were excluded
focused on adult populations with ASD and workplace stig-
ma, or individuals with diagnoses other than ASD.

@ Springer

The final studies selected used a variety of methods includ-
ing qualitative (n = 14; 56%), quantitative (n = 9; 36%), mixed
methods (n=1; 4%), and one meta-synthesis (n=1; 4%).
Majority of the studies were conducted in the USA (n=9)
and Australia (n =9), with two studies each from the UK
(n=2) and Israel (n=2) and one study each from Serbia
(n=1), Pakistan (n=1), and Canada (n = 1). Participants in-
cluded those with lived experience of ASD, including parent’s
or caregivers of children with ASD (n =17 articles) and ado-
lescent’s with ASD (n =2 articles) and those without identi-
fied lived experience with ASD, including post-secondary
students (n =3 articles), high school students (n =2 articles),
and adults in the general public (n =1 articles).

Thematic Analysis

Four major themes were identified, including (1) social per-
ceptions of ASD (with two subthemes: invisibility and judg-
ment, and diagnostic labels), (2) social isolation, (3) well-
being and responses to stigma, and (4) stigma reduction.

Social Perceptions of ASD

The first theme relates to how others see people with ASD and
perceive the diagnosis and how people with ASD and their
families perceive that others see them and the diagnosis of
ASD. Two distinct subthemes emerged that both directly re-
late to the primary theme.

Invisibility and Judgment Social perceptions and
preconceived notions of individuals with ASD and those with
whom they are associated are apparent in society, specifically
around what it means to behave “normally.” Parents report
how it can be “difficult for people in the public to ‘see’
Autism, (and how) all the public sees is a child acting out”
(Neely-Barnes et al. 2011). Gray notes that “it is [a] combina-
tion of pervasive disability and apparent physical normality
that gives the stigma experienced by families with autistic
children its unique quality” (Gray 1993, p. 114). The invisi-
bility of ASD in conjunction with challenging behaviors leads
others to make assumptions about their child misbehaving and
in turn make judgments about their parenting abilities (Broady
et al. 2017; Farrugia 2009; Gray 2002a; Munroe et al. 2016;
Neely-Barnes et al. 2011). From vignettes depicting a mother
of a child with ASD and a mother of a child with asthma, the
mother of the child with ASD was evaluated as being less
valuable, illuminating the presence of associative stigma
(Thibodeau and Finley 2017). Parents share how they are
constantly judged and misunderstood by others in various
settings (Broady et al. 2017) and that the resulting judgment
can be embarrassing and contributes greatly to perceptions of
stigma (Gray 2002a) Minhas et al. 2015). One mum reports
negative judgment from her child’s school, “school is judging
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Higher levels of affiliate stigma for parents of

individuals with
ASD, ID, PD

family caregivers of individuals with

ASD, ID, or PD?

Werner and

children with ASD compared with ID or

PD

Parents expressed feeling social isolation and

Shulman

(2015); Israel
Woodgate et al.

Hermeneutic phenomenology

Open-ended, in-depth

21 parents

n=

Living in a world of our own: the

stigmatization

qualitative interviews

from 16 families
of children with

ASD

experience of parents who have a

child with autism

(2008); Canada

me, like I am some sort of crackpot...I have been through hell
at this school with them pointing their finger”; three parents
share how people in the general public, who, based on observ-
ing them and their child, comment, “control your (child)” or
“that child just needs a good smack on the bum” and finally,
from their own finally members, “my family judges me all the
time...commenting on how ‘some people shouldn’t be
parents’”(Broady et al. 2017, p. 228).

Diagnostic Label The preconceived social perceptions of how
a “normal” looking child should behave are further compli-
cated with the pervasive assumptions made around the specif-
ic label of ASD or Asperger’s. Parents of children with ASD
and adolescents living with ASD report public social stigma-
tization specifically related to the diagnostic label of ASD or
Asperger’s (Jones et al. 2015; Mogensen and Mason 2015;
Russell and Norwich 2012) and higher levels of affiliate stig-
ma than caregiver’s of children with an intellectual disability
or physical disability (Werner and Shulman 2015).

Parents express how it is easy to refrain from sharing a
diagnosis because of the negative preconceived perceptions
that are associated with the ASD label and fear of their child
experiencing discrimination (Russell and Norwich 2012).
Adolescents living with ASD share mixed feelings about car-
rying an ASD label. In relation to sharing their diagnosis,
some teens reported reluctance to share because of the nega-
tive stereotypes the public carries, which are directly related to
negative experiences including being stigmatized and treated
differently than non-diagnosed teens (Mogensen and Mason
2015). However, for some teens, a diagnosis improved under-
standing of themselves and helped them find belonging (Jones
et al. 2015), with one teen reporting how he liked sharing his
diagnosis because he was proud of being different and unique
(Mogensen and Mason 2015).

Social Isolation Social isolation was reported from two differ-
ent perspectives: parent reports of their own experiences and
parent reports of their child’s experiences.

Parent reports of their experiences exposed two different
causes of social isolation: social isolation due to rejection from
others and social isolation due to their own avoidance of social
situations. Parents’ felt rejected from various sources, includ-
ing schools, other parents, and family members (Broady et al.
2017). Parents refrained from putting their children in main-
stream education and avoided sending their children to public
environments or out for social celebrations because of the way
they may be treated (Minhas et al. 2015). Parents’ believed
that the public held negative beliefs about their children, in-
cluding that they would not be a good friend and that their
children were socially isolated because other children thought
they were weird (Kinnear et al. 2016).

One parent made clear that the school is stigmatizing their
son, “the resource person said I should not expect other kids to
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buddy with him...they are saying, ‘why would another kid
want to play with your kid’”(Woodgate et al. 2008).
Additionally, parents felt isolated from extended family mem-
bers who lacked an understanding of their child’s behaviors
(Gray 1993; Kinnear et al. 2016; Munroe et al. 2016).

Caregiver’s described changing their social practices
(Blanche et al. 2015) or avoiding certain social situations
(Gill and Liamputtong 2011) as a strategy to avoid stigmati-
zation. One mother shared, “you tend to limit your activities as
well, either consciously or subconsciously, because it’s just
hard to really, to go out and to be judged” (Munroe et al.
2016). However, this created feelings of guilt for some of
the mothers because they worried they were limiting their
child’s life experiences (Munroe et al. 2016).

Well-Being and Responses to Stigma The combination of so-
cial stigma experienced by individuals with ASD, the affiliat-
ed stigma experienced by families, and the resulting social
isolation can greatly influence their well-being. Werer and
Shulman (2013) highlighted that greater levels of stigma were
associated with lower social well-being for caregivers of chil-
dren with ASD, which was notably lower than for caregivers
of individuals with an intellectual disability or physical dis-
ability. Parents’ report feeling helpless (Daniels et al. 2017),
and how the stigma associated with having a child with ASD
has a negative impact on them (Daniels et al. 2017) and their
families (Corcoran et al. 2015). Peer rejection and negative
stereotypes, along with the potential consequences of stigma

including isolation, exclusion, and loss of employment, were
related to the parents’ ratings of how difficult stigma has been
in their lives and how challenging it can be to raise a child with
ASD (Kinnear et al. 2016). However, Gray (1993, 2002b)
showed that responses to stigma and how it affects well-
being can change over time. In 1993, Gray interviewed par-
ents and asked them about their experiences of raising a child
with ASD (Gray 1993). Ten years later, he performed a
follow-up study with the same families and found that stigma
did not affect them to the extent it had initially. Parents report-
ed that over time, they had developed better coping strategies
Gray 2002b. Parent reports in more recent studies also show
that the ability to cope with stigma changes over time, and
knowing that society was not going to change meant that they
needed to adapt to the stigma and “stare it in the face” instead
of allowing it to anger them (Gill and Liamputtong 2011, p.
718).

Stigma Reduction A lack of ASD knowledge and education
feeds negative perceptions (Broady et al. 2017) and leads to
greater levels of public (Farrugia 2009; Gill and Liamputtong
2011; Neely-Barnes et al. 2011) and affiliated stigma
(Milacic-Vidojevic et al. 2014). Parents of children with
ASD (Woodgate et al. 2008) and adolescents living with
ASD (Jones et al. 2015) report that educating others about
ASD could help mitigate enacted discrimination. A subset of
the literature has begun to investigate the outcomes of stigma
reduction programs for both adolescent and young adult
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populations (Gillespie-Lynch et al. 2015; Obeid et al. 2015;
Ranson and Byrne 2014; Staniland and Byrne 2013).

Staniland and Byrne (2013) developed an anti-stigma pro-
gram to promote acceptance of peers with ASD in adolescent
boys. Results from their study showed improvements in
knowledge and attitudes, but did not show any change in
behavioral intentions of non-autistic peers towards their peers
with ASD. Ranson and Byrne (2014) updated the protocol and
implemented the program in a group of adolescent girls.
Similarly, knowledge and attitudes were improved, but in this
group, the researchers also saw improvements in behavioral
intention.

Working with US college-aged students, Gillespie-Lynch
et al. (2015) reported lower stigma ratings on the Social
Distance Scale, where students are asked how willing they
are to engage with a certain type of person at varying levels
of intimacy. In a replication study executed by Obeid et al.
(2015), researchers found that, after a similar autism training
program, students in both Lebanon and the USA reported
similar improvements on the same measures. Both studies also
reported increased knowledge and understanding of ASD
(Gillespie-Lynch et al. 2015; Obeid et al. 2015).

Discussion

This scoping review examined the existing literature related to
the stigmatization experienced by children and adolescents
with ASD and their families or caregivers. Overall, the find-
ings from this study situate closely with Pryor and Reeder’s
(2011) Four Manifestations of Stigma, centralized around
public stigma. From the results of this study, we can see the
impact that the invisible nature of ASD and the diagnostic
label of ASD have on public perceptions and public stigma,
the social behaviors and self-stigma that result from this judg-
ment, the negative effects of stigma on well-being, and posi-
tive developments around education and awareness that can
help those who stigmatize and those targeted by stigma. This
study helps reinforce the multidimensional nature of stigma
and our understanding that stigma can be experienced in dif-
ferent ways, affecting different facets of daily life. We discuss
the implications of these results in relation to sensitivity and
education and highlight gaps in the literature with suggestions
for future research directions.

Potential Implications

Our findings highlight the impact that stigma has on the
lives of individuals living with ASD and their parents or
caregivers. Increased understanding of the perceptions and
implications of the stigma experienced by people living
with ASD has implications in professional practice, for
building educational initiatives and in supporting policy

@ Springer

development. Professionals who display sensitivity, open-
ness, and have inclusive practices may be better equipped
for supporting families and children who are navigating
services and able to build stronger relationships to best
support their well-being.

The results from our review show that both caregivers and
those living with ASD report difficulty in navigating spaces
with others who lack knowledge of the disorder. This lack of
knowledge includes a misunderstanding of the different be-
haviors children and adolescents with ASD may display. This
has generally been reported to lead parents or caregivers of
children with ASD to feel judgment and exclusion.
Furthermore, people living with ASD report feeling stigma-
tized about their capabilities, which can lead to increased so-
cial isolation and decreased well-being. For these reasons, a
fear of sharing a diagnosis or disclosing the label of ASD or
Asperger’s because of the way it may be perceived is
understandable.

People living with ASD and their support networks re-
port high levels of social isolation and judgment based on
stigma. The potential benefits of stigma reduction strate-
gies on decreasing these negative outcomes reinforce the
importance of developing educational tools and specific
interventions targeted at all individuals. Regardless of the
setting (e.g., professional settings, community contexts,
schools, targeting the general public), these strategies
should focus on improving the acceptance and inclusion
of children with ASD and their families. Importantly, this
type of education would help raise awareness of stigma and
social isolation experienced by people with invisible dis-
orders, such as ASD. Similarly, youth with epilepsy main-
tain the invisibility of their disorder by not disclosing to
others because they have experienced social exclusion and
judgment based on stigma (Benson et al. 2016; Lewis and
Parsons 2008). Youth with epilepsy expressed the need for
educational strategies to improve understanding and
accepting attitudes (Lewis and Parsons 2008). In addition
to educational initiatives, it is paramount to improve inclu-
sive practices and supports in our communities. These
types of structural reforms are not easy to implement, but
must be identified as a priority to move towards a culture
of equal access, understanding, and acceptance of people
with ASD.

Limitations and Future Directions

Stigma research related to ASD is a growing field. While
many steps have been taken to increase the scope of re-
search in the field, it is important to recognize the gaps in
the literature and highlight areas for further research.
Many of the studies in this scoping review were from
the viewpoint of the parent (n=17), which gives valuable
insight to the lived experience of caregivers and parents,
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whereas only two studies have examined experiences of
stigma from the perspective of adolescent’s, and the voice
of younger children are completely missing from the pic-
ture. Including the voice of children as participants in
research can be difficult. Directly involving children
who may have limited verbal communication skills can
add further challenges. However, it is possible. An emerg-
ing body of literature outlines the importance of hearing
children’s voices and delves into the methodological cre-
ativity required to engage participants and more specifi-
cally children with ASD (Danker et al. 2017; Gray and
Winter 2011).

A small subset of the stigma literature (n =4) is related to
the development and assessment of educational programs that
are intended to reduce stigma. These studies have opened a
door to better understanding how increasing knowledge of
ASD can influence more inclusive practices and behaviors
that can decrease stigma. Outcomes of evaluations of educa-
tional programs targeting stigma reduction are encouraging,
but there is a lack of cultural diversity within the educational
initiatives and within their target populations. In line with
considering targeted stakeholder groups, many (n = 6) of the
studies in this scoping review represented non-Western cul-
tures, taking into consideration that stigma contains a cultural
context so addressing the roots of stigma and providing
education and sensitivity training must be individualized in
relation to each culture. A better understanding of how these
promising interventions may generalize across cultures is
warranted. For these programs to be effective, Bos et al.
(2013) highlight the need for stigma reduction programs that
identify specific manifestations for change—in other words,
they should be directed towards a certain component of the
stigma framework (self, affiliated, public, or structural stig-
ma). Bos et al. (2013) also advise on the importance of
targeting the level of intervention, whether it is intrapersonal,
interpersonal, at the community level, or at the institutional
level, and that this should be clearly identified at the initiation
of the program.

It should also be noted that the majority of stigma literature
in ASD is related to public stigma, self-stigma, and stigma by
association. Structural stigma, the fourth category described
by Pryor and Reeder (2011), has not been addressed. Because
this form of stigma incorporates attitudes and practices of
professionals and organizations, it is imperative to gain a
clearer understanding of how structural stigma implicates in-
dividuals living with ASD. In addition to outcomes related to
well-being, it is important to understand how it shapes oppor-
tunities for inclusion. Do structural policies play a role in the
participation and inclusion of children and adolescents with
ASD? Do the attitudes of individuals in organizational roles
have implications in policy related to inclusion? By interven-
ing at the structural level, would we see dynamic changes in
public stigma and self-stigma?

Conclusion

Participation and inclusion are paramount to an individuals’
sense of self within a community. Stigmatizing behaviors
deeply affect children and adolescents with ASD and diminish
an individual’s capacity to feel like a part of their community.
Education around what stigma is, how it is experienced, and
how the general public contribute and perpetuate stigma is an
important first step in developing awareness and knowledge
around developmental disabilities including ASD. It is clear
that there remains a need for stigma reduction. Professionals
supporting people living with ASD and their caregivers need
to advocate for these changes both structurally in professional
organizations as well as privately with the general public.
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