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Abstract

Background: Receiving an autism diagnosis in adulthood often leads to improved self-understanding and
deeper self-reflection, which can have major impacts on people’s well-being and sense of identity. However,
autism diagnosis also exposes individuals to societal stigma, which may become internalized over time. This
study aimed to explore relationships between psychological and service-related impacts of diagnosis and inter-
nalized stigma using mixed methods.

Methods: One hundred forty-three autistic adults completed an online survey involving impact of diagnosis
domains of Self-Understanding, Well-being, Clinician Support, and Service Access, internalized stigma, and
open-ended questions on beliefs about autism diagnosis.

Results: On average, participants reported mild levels of internalized stigma and positive impact of diagnosis in
all domains except Service Access. Older age at diagnosis was positively associated with Clinician Support
only. The path analysis model showed positive relationships between impact of diagnosis domains, with Self-
Understanding having a positive effect on Well-being via lowered internalized stigma. We developed four
themes of Continuity and Acceptance, Late Diagnosis as Regret and Freedom, Coming to Terms with Being
Autistic, and Stigma Resistance from qualitative data.

Conclusions: Self-understanding protects against the development of internalized autism stigma. Diagnos-
ticians and service providers play an important role in improving self-understanding and well-being in autistic
adults. More research is needed to understand the role of age at diagnosis and mechanisms behind positive
identity development after autism diagnosis.
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Community Brief
Why is this an important issue?

Receiving an autism diagnosis in adulthood can help people understand themselves better. This can help
them feel better too. Autistic adults’ experiences during diagnosis and their experience with support services
after diagnosis might also affect how they think and feel about themselves. There are many negative beliefs
about autism in society. Some autistic people might think more negatively about themselves because of these
beliefs.
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What was the purpose of this study?

This study tries to understand relationships between the impact of autism diagnosis and negative beliefs about
autism in autistic adults. We also wanted to know if age at diagnosis is related to these factors.

What did the researcher do?

One hundred forty-five autistic adults filled in an online survey. We asked questions about the impact of autism
diagnosis on four aspects: how they understand themselves, their well-being, experiences with the professional
who gave the diagnosis, and support services after diagnosis. We also asked questions about autistic adults’
negative beliefs about autism. We used the answers to these questions to test a model of how we think these
factors might affect each other: good experiences with the professional who gave the diagnosis help with self-
understanding and getting support services. Better self-understanding helps autistic adults think less negatively
about autism. Better self-understanding, less negative thinking about autism, and better support services all help
improve well-being after diagnosis.

We asked autistic adults some general questions about the effect of autism diagnosis on their lives. We asked
autistic adults whether they think being diagnosed at an older or younger age made a difference. We also
asked autistic adults about negative beliefs that some autistic people might have about their autism. We then
read these answers and made a list of the important and common ideas in people’s answers.

What were the results of the study?

In general, autism diagnosis improved autistic adults’ self-understanding and well-being. Most autistic adults
had good experiences with the diagnosing professional but did not have good support services after diagnosis.
On average, autistic adults had a small amount of negative beliefs about autism. People diagnosed at older ages
had better support from the health professional who diagnosed them. We did not find any other differences
between people diagnosed at different ages. We successfully tested our model of relationships between self-
understanding, well-being, experiences with the diagnosing professional, experience of support services, and
negative beliefs about autism.

Autistic adults said getting the diagnosis did not change who they are. It helped them understand and
accept themselves. Some late-diagnosed autistic adults wished they were diagnosed earlier. Others said
being diagnosed younger might make you think less of yourself because there was less autism acceptance in
society at that time. Both early-diagnosed and late-diagnosed autistic adults said growing older helped them
understand what it means to be autistic. Autistic adults also talked about autistic and non-autistic people’s
negative beliefs about autism. Some autistic adults said that negative beliefs are caused by society not being
accepting enough, not because autism itself is bad. This thinking helps autistic adults think more positively
about autism.

What do these findings add to what was already known?

This is the first study to measure and develop a model of the relationships between impacts of diagnosis and
negative beliefs about autism in autistic adults.

What are potential weaknesses in this study?

Most people who did our survey were diagnosed as teens and adults. It was hard to measure the effects of age at
autism diagnosis because we did not have enough participants diagnosed at young ages. The people who did our
survey were mostly female, White, spoke English only, and did not have intellectual disability. This means that
the people in our study are not a good representation of all autistic adults in Australia. The questions we used to
measure negative beliefs about autism were originally made for people with mental illness. There might be
negative beliefs specific to autism that we did not measure.

How will these findings help autistic adults now or in the future?

Our findings tell professionals who diagnose or support autistic adults that it is important to help autistic adults
understand what it means to be autistic in a positive way. This will help autistic adults form more positive
beliefs about autism and live happier lives.
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Introduction

FIRST-TIME AUTISM DIAGNOSIS in adulthood can be a life-
changing event that influences people’s sense of self.'?
Late-diagnosed autistic adults have often lived with significant
challenges before diagnosis,” including interpersonal difficul-
ties,* struggles with employment,” and elevated risks of mental
ill-health and suicidal ideation.®” Existing research in this
area, mainly qualitative, has highlighted several factors influ-
encing the post-diagnosis experiences of autistic adults.
However, few studies have attempted to quantify these con-
cepts and systematically examine their interrelationships.

Impact of autism diagnosis

In several studies, receiving an autism diagnosis helped
adults understand themselves better, leading to improved self-
acceptance and subjective well-being. Autistic adults reported
feeling immediate relief as the diagnosis helped explain their
experiences.>®° Understanding autism helped adults reduce
self-blame and develop greater self-acceptance.”' Improved
self-understanding also helped adults develop coping strate-
gies that increased their well-being and functioning.®'®
However, studies also reported cases where the autism diag-
nosis led adults to believe that their difficulties were insur-
mountable, which worsened their well-being.’ These findings
suggest that self-understanding may be an important contrib-
utor to well-being after adulthood autism diagnosis. Mea-
surement of self-understanding, well-being, and their
relationship to other factors would contribute to a more com-
prehensive understanding of post-diagnosis experiences.

Service-related impact of diagnosis. Interactions with
professionals during diagnosis and subsequent support can
also influence the psychological impact of autism diagno-
sis. Studies highlighted that diagnosing clinicians’ provision
of information on post-diagnosis support and strength-based
framings of autism during diagnosis contribute to positive
diagnosis experiences.'""'* Studies typically reported a short-
age of autism services for people diagnosed in adulthood,®'!
although adults who were able to access support reported
improved self-understanding and well-being.”'*'* More
comprehensive examination of the quality of professional care
during diagnosis and access to post-diagnosis support would
be valuable, as they may have significant effects on autistic
adults’ self-understanding and well-being.

Theories and measurement. Theories of impact of
diagnosis have traditionally focused on physical illnesses,
characterizing the event as either a biographical disrup-
tion to everyday life, relationships and the future,'® or the
biographical continuity of ongoing ill-health.'®!” While
researchers have described the reinforcement of other iden-
tities'® and the eventual formation of positive disability
identity after diagnosis,'® these characterizations are not
fully congruent with narratives of autistic adults who expe-
rienced relief and elation from the diagnosis itself. Tan'®
proposed the term ‘‘biographical illumination’ in a study
of autistic self-advocates to illustrate how adulthood autism
diagnosis led participants to embrace autism as intrinsic to
their identities, reduce self-blame, and develop kinship with
other autistic individuals.

The idea of positive autistic identity is in line with the
neurodiversity paradigm, which views autism positively as a
natural human variation and minority group identity.?*' Past
research showing negative reactions after adulthood autism
diagnosis’ suggests that this positive characterization is not
universally applicable. Nevertheless, the concept of bio-
graphical illumination is a novel illustration of diagnosis as
a source of personal growth rather than a burden.

To date, few quantitative tools have been developed to
measure the subjective impact of diagnosis. Courtney and
Makinen®* devised the 10-item Impact of Diagnosis Scale
(IODS) to measure the experience of being diagnosed with
borderline personality disorder in a small sample of 21 ado-
lescents, with a modest internal consistency of Cronbach’s
alpha=0.66. To adapt the IODS for an autistic population,
Arnold et al.' used a participatory approach to develop a
preliminary revision (Impact of Diagnosis Scale—Revised
[IODS-R]) involving three domains of Service Access, Being
Understood, and Self-Understanding and Acceptance. An
expanded revision involving psychological and service-
related impact domains is currently being developed (Arnold
et al., unpublished data, 2022). The ability to measure these
aspects of impact of diagnosis would allow examination
of their relationship with other concepts.

Autism diagnosis and internalized stigma

A possible negative impact of autism diagnosis is expo-
sure to stigma, defined as negative stereotypes, prejudiced
beliefs, and discriminatory behavior toward a minority
group.? For example, some may believe that autistic indi-
viduals cannot form interpersonal relationships or lead
independent lives.*** Studies have found a negative rela-
tionship between exposure to stigma and well-being in
autistic people,”® who may hide their diagnosis*’ or camou-
flage their autistic traits to avoid discrimination.?®

Stigma becomes internalized when individuals endorse
negative societal beliefs about their own group, leading to
deteriorated self-esteem and self-efficacy.”® Corrigan and
Watson® theorized that internalized stigma consists of three
components: self-stereotype (awareness of negative beliefs),
self-prejudice (endorsement of negative beliefs and subse-
quent emotional reactions), and self-discrimination (self-
destructive behavioral responses). Only a few studies have
measured internalized stigma in autistic individuals, all of
them using adaptations of scales originally developed for
other populations.’*~? Botha and Frost™ found that societal
and internalized stigma predicted poorer mental health in
autistic adults, suggesting that internalized stigma may con-
tribute to lowered well-being. However, further research is
needed to understand how changes in self-understanding
and experience of services following adulthood autism diag-
nosis may influence the internalization of autism stigma
and subsequent effects on well-being.

Internalized stigma and self-understanding. Emerging
research into mental illness stigma suggested that improving
knowledge may help prevent and reduce internalized stigma.
Studies of people with schizophrenia®® and integrated care
patients® showed a negative relationship between mental
health literacy and internalized stigma of mental illness.
A systematic review also found that psychoeducation



Downloaded by 69.145.188.185 from www.liebertpub.com at 01/27/23. For personal use only.

4

interventions were effective for reducing internalized stigma
in people with a range of mental illnesses.*® These findings
suggest that improved self-understanding may protect against
internalization of stigmatizing beliefs, although their gener-
alizability to autistic people requires further study.

Internalized stigma and age at diagnosis. As autism is a
developmental condition often visible from early childhood,
earlier diagnosed individuals may have more opportunities to
internalize negative beliefs from sources, such as caregiver
affiliate stigma.’*® In an ethnographic study of five autistic
adolescents, a participant diagnosed in childhood described
that early intervention made her more aware of her own
difficulties and intensified her sense of alienation.>® A recent
quantitative study also found that autistic people who learned
of the diagnosis at older ages had more positive emotions
about autism.*® Thus, it may be worthwhile to explore the
effects of age at diagnosis on impact of diagnosis and inter-
nalized stigma in autistic adults.

The present study

Past research highlighted several factors that may influence
subjective well-being after autism diagnosis, including self-
understanding,'® quality of professional care during
diagnosis,'* post-diagnosis service access,'* and internalized
stigma.®® Studies also suggested that age at autism diagnosis
may influence individuals’ beliefs about autism diagnosis and
internalization of stigma.* Developing a statistical model of
relationships between these concepts will help unify past
findings, allowing for evaluation and comparison of mea-
sures to improve post-diagnosis outcomes. Additional qualita-
tive exploration of autistic adults’ perspectives would help add
depth to the model and improve relevance to lived experience.

We developed a hypothesized model based on the existing
literature. Improved self-understanding would Erotect against
internalized stigma by increasing knowledge.**® Reduced in-
ternalized stigma would then contribute to better subjective well-
being after diagnosis.*® Self-understanding would also directly
contribute to improved well-being through self-acceptance and
learned coping strategies.®'* As the diagnosing clinician is a key
provider of information and support pathways,'' more positive
clinician support would predict better self-understanding and
service access. Better service access would in turn improve well-
being as the adult’s support needs are addressed.”'*

The present study has the following aims: (1) to explore
relationships between internalized stigma, impact of diag-
nosis, and individual characteristics including age at diag-
nosis in autistic adults; (2) to test our hypothesized model
of interrelationships between internalized stigma and the
impact of diagnosis domains of Self-Understanding, Well-
being, Clinician Support, and Service Access in autistic
adults; and (3) to explore autistic adults’ perspectives on
these concepts and triangulate with quantitative findings.

Methods

This study is part of a larger project on pathways, predic-
tors, and impact of autism diagnosis in adulthood. The project
was approved by the University of New South Wales Human
Research Ethics Committee, project number HC190582.
This study used the data-validation variant of triangula-
tion mixed methods design, using qualitative analysis of
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open-ended survey responses to supplement quantitative
findings.*' We present quantitative and qualitative findings
separately in the Results section before comparing and inte-
grating them in the Discussion section.

Participants

For this study, participants (N = 143) were required to be 18
years or older, have received an autism spectrum diagnosis at
any age (including Asperger’s Syndrome and Pervasive De-
velopmental Disorder—Not Otherwise Specified), and have
completed the relevant survey sections on demographics, im-
pact of diagnosis, and internalized stigma (see the Measures
section). We have provided more details of recruitment
methods and procedure of the larger project in a previous
publication.*” In brief, we recruited a voluntary sample
through advertisements placed with existing research studies,
autism and disability organizations, service providers, and
social media, who then completed an online survey on expe-
riences of autism diagnosis. Participants provided consent via
aquestion at the start of the survey. Researchers conducted five
prize draws where a $100 AUD gift card was awarded to a
randomly selected participant each time. Individuals without a
formal autism diagnosis participated in the larger project but
were not included in this study.

Measures

Demographics. Participants answered demographic
questions on date of birth, gender, autism diagnosis, ethno-
cultural background, intellectual disability, psychiatric his-
tory, occupation, and geographic location. Age of autism
diagnosis was calculated from reported year of diagnosis and
birth year. Data on socioeconomic status and educational
attainment were not recorded.

Autistic traits. We measured autistic traits usin§ the
28-item Autism Spectrum Quotient—Short (AQ-28), 3 an
abridged version of the original scale.** The AQ-28 is a self-
report autism screening tool intended for verbal adults
without intellectual disability. Each item is rated on a 4-point
Likert scale from 1 (strongly disagree) to 4 (strongly agree).
Total score is calculated from the sum of all items, with
higher scores indicating greater levels of autistic traits. While
our hypotheses do not specifically involve autistic traits, we
have included the AQ-28 to support the validity of self-
reported autism diagnosis and to explore potential associa-
tions with the variables of interest. We did not exclude
participants based on AQ scores as it does not necessarily
indicate their level of autistic traits at time of diagnosis.
However, only two participants scored below the screening
cutoff of >65, suggesting that most of our sample exhibits
significant autism characteristics.

Internalized stigma. We measured internalized autism
stigma using the Internalized Stigma of Mental Illness Scale—
Brief Version (ISMI-9),** a unidimensional 9-item abridged
version of the original 29-item scale.*® Both the full ISMI and
the abridged ISMI-10 have previously been used to compare
autistic adults and adults with mental illnesses.>'*? However,
we chose the ISMI-9 over other versions because its items
rely less on specific mental illness stereotypes such as ten-
dency toward violence. The ISMI-9 was composed of two
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items selected from each of the Alienation, Stereotype
Endorsement, Social Withdrawal, and Stigma Resistance
domains, and one item from the Discrimination Experience
domain of the original ISMI.

Each item is rated on a Likert scale from 1 (strongly dis-
agree) to 4 (strongly agree), with the mean of all answered
items as the final score. Higher scores indicate greater levels
of internalized stigma, with recommended cutoffs of >2.0 for
mild stigma, >2.5 for moderate stigma, and >3.0 for severe
stigma.*> We obtained permission from authors of the ISMI-9
to alter the wording of items for use in an autistic sample,
where we replaced the word ‘‘mental illness’ with the par-
ticipant’s specific autism diagnosis. We edited the item
I can have a good, fulfilling life, despite my mental illness”
to “I can have a good, fulfilling life with my [diagnosis]”’
following consultation with autistic advisors to reflect the
idea that autism diagnosis may be perceived positively.

Impact of diagnosis. The IODS-R (Arnold et al.,
unpublished data, 2022) is an adaptation of the original
IODS for adolescents with borderline personality disorder®>
and the preliminary revision for use in an autistic popula-
tion." The IODS-R was developed with a participatory
approach, where autistic community members submitted
potential new items and ranked items in order of priority. The
IODS-R measured the subjective impact of autism diagno-
sis in adults across four domains of Self-Understanding
(knowledge and evaluation of self after diagnosis), Well-
being (positive emotions and improved coping), Clinician
Support (care from diagnosing clinician), and Service Access
(support from professional services).

There are 22 items in total, including 2 screening items on
whether the participant remembers being diagnosed and
5 items for each domain. We excluded participants (n=2)
who answered ‘‘disagree’ or ‘‘strongly disagree’’ to both
screening items. Each item is scored on a Likert scale from
1 (strongly disagree) to 7 (strongly agree) with the option to
mark “‘not applicable” (NA). To assist with participants’
understanding, equivalent percentages (e.g., 1 =0%, 2=16%,
... 7=100%) were presented alongside numbers 1-7 on the
scale. Domain (Self-Understanding, Well-being, Clinician
Support, Service Access) and full-scale totals are calculated
as the mean score of all non-screening and non-NA items,
with higher scores indicating more positive impact.

As the IODS-R is yet to be published, a prepublication
version (Supplementary Material) was used.

Open-ended questions. Participants also completed
open-ended questions on their own and others’ beliefs about
autism diagnosis, whether age at diagnosis affected their
understandings, and any additional comments for qualitative
analysis. Online survey data collection has been successfully
used in qualitative research to reduce participant burden and
broaden the sample without sacrificing depth.*’

Procedure

Data for this study were collected in the online survey
for the larger project. Particigants completed the survey via
Qualtrics. See Huang et al.** for further survey procedure
details.

The ISMI-9 and IODS-R were only displayed to partici-
pants with a formal autism spectrum diagnosis. At the start
of the section, participants typed in the autism spectrum
diagnosis they received. Questionnaire items then automati-
cally displayed the entered diagnosis where applicable. For
example, ‘‘Stereotypes about _____ apply to me’’ automati-
cally became ‘‘Stereotypes about Asperger’s Syndrome
apply to me”’ if ‘“‘Asperger’s Syndrome’” was entered as a
diagnosis.

Data analysis

Quantitative analysis. We used Stata 17 for all quanti-
tative data analysis. We used descriptive statistics to sum-
marize participant characteristics and variables of interest
(internalized stigma and four impact of diagnosis domains).
We also conducted exploratory analysis of relationships
between participant characteristics and scores on the five
variables of interest, using #-tests for binary categorical par-
ticipant characteristics variables and correlational analysis
for continuous variables. Scale and domain internal con-
sistency were calculated using Cronbach’s alpha. Where
applicable, we have indicated the number of participants with
missing data separately for each variable. Pairwise deletion
was used in correlational analyses of variables with missing
data. We excluded missing responses to individual items
in the ISMI and IODS-R when calculating scale and domain
mean scores for each participant. We used an alpha level of
0.05 for all analyses. We opted not to adjust for multiple
comparisons to avoid unnecessarily reducing statistical
power when many of our analyses are exploratory.*®*°

We used path analysis with maximum likelihood estima-
tion to test our hypothesized model of relationships between
internalized stigma and the four IODS-R domains. Visual
inspection of P-P, Q-Q, and residual-versus-fitted plots
revealed non-normality and heteroscedasticity in several of
the paths. Both the Huber—White (robust to non-normality
and heteroscedasticity)50’5 ! and the Satorra—Bentler (robust
to non-normality)>* standard error adjustments showed
minimal differences in our data. We chose the Satorra—
Bentler adjustment to allow calculation of adjusted estimates
of model fit indices.

We used the Satorra—Bentler scaled chi-square test statistic
to compare the proposed model against the saturated model
under non-normality.’> We also used the following fit sta-
tistics with cutoff points recommended by Hu and Bentler™:
the root mean squared error of approximation (RMSEA)
<0.06, comparative fit index (CFI) >0.95, Tucker-Lewis
index (TLI) >0.95, and standardized root mean squared
residual (SRMR) <0.08. The RMSEA, CFI, and TLI were
computed from the Satorra—Bentler scaled chi-square test
statistic to account for non-normality.

Qualitative analysis. We used reflexive thematic analy-
sis,>*>> a method where the researcher deeply engages with
the data and generates themes from shared patterns of
meaning, to analyze qualitative data. We chose this flexible
method as it provides both a primarily realist paradigm for
triangulation with quantitative findings and an opportunity
to actively engage with participants’ subjective beliefs. The
approach to coding and theme development was mostly
inductive but guided by theoretical concepts related to the
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research question. We used NVivo 12 to manage and code
open-ended responses.

Y .H. first coded for recurrent ideas during immersion into
the data and then developed themes based on shared mean-
ings, reviewing the data throughout to refine each theme.
Y.H. also kept a journal of reflections, decisions, and justi-
fications throughout analysis. While reflexive thematic
analysis is an inherently subjective method that does not
require objectivity in the form of inter-rater reliability, Y.H.
discussed the resultant codes and themes with all co-authors
to improve cohesion and relevance to research aims.

Community involvement

We consulted several autistic advisors and advisors with
intellectual disability during survey development to improve
the relevance and accessibility of materials.** Additionally,
four autistic research advisors provided feedback on our
interpretation of results, which included comments on
improving sensitivity to autistic experiences and suggestions
for practical implications and priorities for future research.
Advisors were offered compensation of $35 AUD per hour.

Results

Table 1 shows demographic characteristics of 143 partici-
pants. Participants’ age at time of survey ranged from 20 to 72
years (M=41.21, standard deviation [SD]=12.31). Age of
autism diagnosis ranged from 2 to 70 years (M=37.40,
SD=13.83). Only 5.6% (n=38) of participants were diagnosed
before age 18. On average, participants received their autism
diagnosis 4.13 years before the survey (SD=5.63, range 0-23).
The AQ-28 showed good internal consistency («x=0.79), with
a mean score of 89.71 (SD=9.27, n=7 missing).

Internalized stigma

Internal consistency of the ISMI-9 in our sample (o¢=0.69)
was lower than the original study by Hammer and Toland*’
(2=0.86) and slightly below the recommended 0.7-0.8.>°
On average, participants reported mild internalized stigma
regarding their autism diagnosis (M =2.46, SD =0.46, range
1.22-4.00). Scores showed 18.2% (n=26) of participants had
no internalized stigma, 41.3% (n=59) mild stigma, 30.1%
(n=43) moderate stigma, and 10.5% (n=15) severe stigma.
The item with the highest endorsement was ‘I feel out of

place in the world because of ” (M=3.03, SD=0.83),
while the item with the lowest endorsement was ‘I can’t
contribute anything to society because of ” (M=1.56,
SD=0.79).

Independent samples #-tests found internalized stigma to
be higher in participants with intellectual disability [#(141)=
2.46, p=0.02], lifetime anxiety [#(132)=2.04, p=0.04, n=9
missing], post-traumatic stress disorder (PTSD) [#(135)=
2.61, p=0.01, n=6 missing], and participants not in paid
employment [#(141)=2.09, p=0.04]. No significant rela-
tionships were found with other demographic variables
including gender.

Impact of diagnosis

Internal consistency measures for the prepublication
version of IODS-R were high, with «=0.81 for Self-
Understanding, «=0.82 for Well-being, «=0.88 for
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TABLE 1. PARTICIPANT CHARACTERISTICS (N=143)

Characteristic n %
Gender

Male 36 252

Female 91 63.6

Another term 13 9.1

Missing 3 21
Intellectual disability 1 7.7
Type of autism diagnosis

Autism or autism spectrum 81 56.6

disorder/condition

Asperger’s syndrome 50 35.0

“High-functioning’’ autism 9 63

Missing 3 21
Ethnicity®

Caucasian 125 874

Non-Caucasian 14 9.8

Missing 7 49
Language spoken at home®

English 135 944

Other 12 84

Missing 6 42
Geographical remoteness™”

Major city 104 72.7

Regional 52 364

Remote 3 21
Any additional lifetime psychiatric diagnosis® 129  90.2
Depression

Yes 117 81.8

No 20 14.0

Missing 6 42
Anxiety disorders®

Yes 114 79.7

No 20 14.0

Missing 9 63
ADHD

Yes 59 413

No 77 539

Missing 7 49
Post-traumatic stress disorder

Yes 40 28.0

No 97 67.8

Missing 6 42
Other diagnoses

Yes 61 427

No 76 532

Missing 6 42

No additional diagnosis 8 56
Day activities®

Paid work 88 61.5

Study 33 231

Volunteer work 19 133

No structured activities® 23 16.1

Other 26 18.2

“Categories are not mutually exclusive.

"By postcode according to the Australian Statistical Geography
Standard (Australian Bureau of Statistics, 2018),82 with inner/outer
divisions collapsed for regional and remote categories.

“Includes anxiety, panic disorder, social anxiety, and agoraphobia.

Defined as not in employment, education/training, disability-
specific day programs, volunteering, or retirement.

ADHD, attention-deficit/hyperactivity disorder.
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Clinician Support, «=0.83 for Service Access, and o=0.90
overall. Participants on average reported positive impact of
autism diagnosis on Self-Understanding (M=5.81, SD=
1.13), positive Clinician Support (M =5.61, SD=1.42),
mildly positive impact on Well-being (M =4.67, SD=1.43),
and mildly negative impact on Service Access (M=3.47,
SD=1.71). The mean overall impact of diagnosis score was
mildly positive (M =4.89, SD=1.09).

IODS-R Self-Understanding was lower in participants
with intellectual disability [#(141)=2.02, p=0.046] and in
participants who spoke a language other than English
[#(135)=2.24, p=0.03]. Well-being scores were lower in
participants who spoke a language other than English
[#(135)=2.21, p=0.03] and in participants living in regional
or remote areas [#(141)=2.14, p=0.03]. Clinician Support
scores were lower in participants with intellectual disabil-
ity [#(141)=2.49, p=0.01] and in participants with mental
illnesses other than depression, anxiety, attention-deficit/
hyperactivity disorder, or PTSD [#(135)=2.06, p=0.04].
Service Access scores were not significantly related to any
demographic variable.

Correlations between age at diagnosis, internalized
stigma, impact of diagnosis, and other
diagnosis-related variables

Table 2 shows correlations between age at diagnosis, years
since diagnosis, AQ-28, ISMI-9, and IODS-R domain and
overall scores. Older diagnosis age was weakly associated
with better clinician support during diagnosis but not any
other measures. Greater number of years since diagnosis was
moderately associated with older diagnosis age, and weakly
associated with less positive impact of diagnosis on Self-
Understanding, Well-being, and overall impact of diagno-
sis. Higher AQ-28 score was associated with more positive
impact of diagnosis on Self-Understanding, Well-being, and
overall impact of diagnosis. Higher internalized stigma was
moderately associated with less positive impact of diagno-
sis on Self-Understanding, Well-being, Service Access,
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and overall impact of diagnosis. IODS-R domains showed
moderate-to-high intercorrelations, with the highest correla-
tion between Self-Understanding and Well-being.

Path model of impact of diagnosis
and internalized stigma

Figure 1 shows the path diagram of the proposed model
with standardized regression coefficients. Due to the lack of
association between age at diagnosis and most variables
of interest, the model made no distinction between adults
diagnosed at different ages. As hypothesized, more positive
impact of diagnosis on Self-Understanding was associated
with lower internalized stigma and more positive impact on
Well-being, while internalized stigma was negatively as-
sociated with well-being. Better Clinician Support was
associated with more positive impact on both Self-
Understanding and Service Access. Impact on Service
Access was positively associated with impact on Well-
being. All hypothesized relationships were statistically
significant.

Model level goodness-of-fit statistics were satisfactory
overall. The model versus saturated chi-square test was
nonsignificant [¢*(4)=7.24, p=0.12], suggesting that our
model was a good fit. Most other model fit indices were
within recommended cutoffs (RMSEA =0.08, CFI=0.98,
TLI=0.96, SRMR=0.07), except RMSEA, which was
slightly above the recommended <0.06 (see Figure 1 for
a diagram of this model).

Qualitative themes

We developed four themes of Continuity and Acceptance,
Late Diagnosis as Regret and Freedom, Coming to Terms
with Being Autistic, and Stigma Resistance from open-ended
responses. These themes relate to participants’ beliefs about
their diagnosis, reflections upon their age of diagnosis, and
negotiation of societal and internalized stigma.

TABLE 2. CORRELATION MATRIX OF DIAGNOSIS-RELATED VARIABLES, INTERNALIZED STIGMA OF MENTAL ILLNESS
SCALE-BRIEF VERSION, AND IMPACT OF DIAGNOSIS SCALE-REVISED DOMAIN AND TOTAL SCORES (N=145)

Years AQ-28 IODS-R IODS-R  IODS-R
Age at since (n=6 Self- IODS-R Clinician  Service
diagnosis diagnosis  missing) ISMI-9  Understanding Well-being ~ Support  Access
Years since —0.46%%*
diagnosis
AQ-28 (n=6 0.08 —-0.06
missing)
ISMI-9 0.01 0.04 0.06
IODS-R Self- 0.03 —0.18* 0.38***  —(.35%**
Understanding
IODS-R Well-being —0.08 -0.11 0.19* —0.42% %% 0.80%**
IODS-R Clinician 0.20* —0.32%*%*  0.10 -0.09 0.31%#%* 0.31%#*
Support
IODS-R Service -0.11 0.00 -0.04 —0.20* 0.31%%%* 0.48%#%* 0.48%*#%*
Access
IODS-R full 0.00 —0.19* 0.18* —0.34 %% 0.75%#%* 0.83%#%* 0.69%%*  (.78%**

#p<0.05, *¥p<0.01, ***p<0.001.

AQ-28, 28-item Autism Spectrum Quotient—Short; IODS-R, Impact of Diagnosis Scale—Revised; ISMI-9, Internalized Stigma of Mental

Illness Scale—Brief Version.
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Continuity and acceptance. For late-diagnosed partici-
pants, receiving the diagnosis offered relief and certainty by
giving an official explanation to past and current experi-
ences. For some, it led to further discovery through learning
and self-reflection. Although the diagnosis confirmed par-
ticipants’ perceived differences from the majority, it also
absolved the participant of shame from not meeting societal
expectations:

“I’ve spent my whole life striving to be normal so finding
out it’s a neurological difference meant this hope died in an
instant. But then there was relief knowing that for the first time
I'have evidence on paper that I'm not making itallup ... I now
have an authoritative explanation to people who say I just need
to try harder” (Participant diagnosed age 27).

While many participants described the diagnosis as a
revelational event, they also explained that the diagnosis
did not change who they always were. Instead, changes in
understanding, beliefs, and expectations helped them get
closer to their true selves: ““A benefit of late diagnosis was
that I had sought to understand myself ... why I was different
and didn’t fit in, so my self-awareness was not primarily a
result of diagnosis but rather confirmed by it (Participant
diagnosed age 62). Thus, the new interpretations brought
forth by diagnosis did not disrupt but instead affirmed their
ongoing experiences and identities.

Late diagnosis as regret and freedom. Participants
diagnosed in adulthood often expressed disappointment over
not having been diagnosed earlier. Growing up undiagnosed,
these participants struggled with mainstream expectations
that became internalized over time: ‘I frequently felt that if
I just tried harder, I would be normal’’ (Participant diagnosed
age 45). Not having an explanation for these struggles led
to feelings of shame and inadequacy. While the diagnosis
relieved participants from these expectations, the decades of
effort had taken a toll on their well-being: *‘I can still feel the
stress in my body from up to 37 years of pushing myself to
do things I ‘should’ have been able to do” (Participant
diagnosed age 37).

A common sentiment among late-diagnosed participants
was grief over the wasted potential for a better life. Partici-
pants believed that earlier diagnosis and support would have
helped them understand themselves and find strategies to
overcome challenges. The relief at receiving the diagnosis
was accompanied by a sense of despair as some participants
felt powerless to re-learn and alter their life course at their age:

HUANG ET AL.

FIG. 1. Model of internalized

- - stigma and impact of autism diag-
Internalized stigma

nosis with standardized regression

coefficients.
*p<0.05; *¥*p<0.01; ***p<0.001.

“I wish I had been diagnosed at a younger age, as I feel too
old, tired and burnt out to learn new tricks to make things work
for me. I do believe that there was a point in my diagnosis,
though ... as it has given me a framework to start to work on
small changes and some self-acceptance” (Participant diag-
nosed age 44).

However, late-diagnosed participants described benefits of
growing up without predefined labels. These participants
were thankful they avoided the intense autism stigma in past
decades, which allowed them to develop a more positive view
of autism based on their experiences. Some also believed that
growing up with a stigmatized diagnosis would have given
them more pressure to conform to societal standards. In line
with these concerns, an early-diagnosed participant described
negative experiences of growing up with an autism diagnosis:

“I think people looked at me different. My mother still
treats me different and says ‘oh that’s just her problems’ so
I think it honestly has affected the way I grew up, and I think
I have lost my childhood because of that. Now I keep it a secret
cause I'm scared others will react the same’ (Participant
diagnosed age 2).

Some late-diagnosed participants expressed that knowing
they have a disability from a young age would have led to
lowered self-expectations and reduced motivation to chal-
lenge themselves. One participant described how the lack of
diagnosis allowed him to strive for his goals unhampered
by self-doubt:

“I got a degree, had a twenty-year career in IT, worked in
London, New York and Tokyo, performed in amateur theatre ...
If I'd been diagnosed earlier, I may have avoided these things,
thinking that I would not be able to cope with them and wouldn’t
be the person I am today’’ (Participant diagnosed age 45).

Coming to terms with being autistic. The maturity and
life experience that come with adulthood helped participants
make sense of their diagnoses. Late-diagnosed partici-
pants expressed that reflecting upon their existing self-
understanding and past events helped them contextualize and
accept the diagnosis. In a similar vein, an early-diagnosed
participant explained that the diagnosis did not make sense
until he had more life experience:

“When I was young, I didn’t really think about my diag-
nosis. It was not until I was older ... I started to become more
aware of my difficulties and what they were leading me to
miss out on ... I think this means that I didn’t really have a
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single big ‘ah-ha’ moment, as I hear some people who are
diagnosed late can have. I always had an idea that I was dif-
ferent, but when I was little, it didn’t cause things that upset
me, so I didn’t think about it”” (Participant diagnosed age 9).

While most participants accepted the diagnosis, their
views on what it means to be autistic varied. Some partici-
pants expressed that being different from the majority is not a
bad thing as autism also gave them unique strengths. Others
framed autism in terms of negative experiences such as
missing out on social connections or professional success.
Some participants reconciled their positive view of autism
with its negative impact by attributing these difficulties to the
wider society. As one participant explained, it is not autism
itself but living in an unsuitable environment that causes
these negative experiences:

“My difficulties were not caused my multiple inadequacies
... but rather my Asperger’s was the unifying aspect to my
difference and difficulties I have with living in an unaccom-
modating Typical world” (Participant diagnosed age 62).

In light of the merging of previous autism subtypes in
DSM-5, participants grappled with the meaning of the diag-
nostic term given to them. While participants considered the
Asperger’s syndrome label less stigmatizing due to its con-
notations of high intelligence, the very same assumptions
also resulted in their support needs not being taken seriously.
Many participants viewed the newer autism spectrum disor-
der (ASD) term positively as it includes all autistic people
regardless of abilities, but some wished that there were more
specific descriptors for their characteristics. The disorder part
of ASD also received criticism from participants who viewed
autism positively. One participant describes how she navi-
gated the change in diagnostic terminology:

““Asperger’s is a controversial diagnosis—but I liked the
‘smart’ and ‘gifted’ associations of Asperger’s rather than
autism when I was diagnosed. I'm much happier now
accepting an ASD diagnosis and understanding it’s a spec-
trum, and however smart I am, I’'m part of the spectrum”
(Participant diagnosed age 44).

Stigma resistance. Participants described various stig-
matizing views that they or other autistic people may have
about their own diagnosis, such as believing that they are
inferior to non-autistic people, cannot enjoy close relation-
ships, or cannot participate fully in the community. These
statements often involved negative predictions of the future:
“They ... might believe their lives are doomed as they will
forever be the odd one out™ (Participant diagnosed age 25).
Participants also reported the negative impact of stereotypes
on others’ treatment of them and their self-esteem. One
participant described the consequences of being stereotyped
as unemotional:

“The most harmful thing we can do is treat people with
ASD as having no emotion, in turn teaching society to shun or
even be afraid of talking to us in turn isolating us further.
People with ASD might believe that they’re inferior, espe-
cially when Neurotypical people disagree or feel frustrated
with us ... As someone with Autism, I can always sense that
I am doing the wrong thing” (Participant diagnosed age 8).

In line with external attribution of negative experiences,
participants expressed that internalized stigma is not a natu-
ral consequence of autism but a result of society’s intolerance
of differences. One participant said: ‘It is very easy to
internalise that our differences are ‘less than’ when the neu-
romajority [sic] impose negative beliefs’” (Participant diag-
nosed age 67).

Discussion

This study was the first to explore relationships between
perceived impact of diagnosis and internalized stigma in
an autistic population. We identified positive relationships
between IODS-R Self-Understanding and Well-being dom-
ains, mediated by reduced internalized stigma. Clinician
Support and Service Access were also positively related with
Self-Understanding and Well-being, with implications for
professionals working with autistic adults. Qualitative find-
ings helped illustrate how autistic adults navigated both
societal and internalized stigma while developing their
personal understandings of autism. These results have
implications for understanding how psychological and
service-related impact of diagnosis may interact with the
development of internalized stigma in autistic adults.

Internalized stigma partially mediated the relationship
between Self-Understanding and Well-being after autism
diagnosis. As internalized stigma involves endorsement of
negative societal beliefs, greater understanding of autism in
relation to one’s own strengths and difficulties may help
adults resist harmful stereotypes and develop more balanced
views of themselves. This is consistent with mental health
research demonstrating the effectiveness of 6psychoeduca—
tion interventions against internalized stigma.>® The negative
relationship between internalized stigma and well-being is
consistent with past research in people with mental illness.>’
These findings suggest that it would be helpful for diagnos-
ing clinicians to educate newly diagnosed adults and their
families on common autism stereotypes and misconceptions
to enhance stigma resistance. Additionally, psychoeducation
programs that incorporate strength-based approaches to fos-
ter positive identity development may be an important aspect
of post-diagnosis support.

Positive relationships between Clinician Support, Service
Access, and the psychological impact of diagnosis domains
of Self-Understanding and Well-being highlight the impor-
tant roles of the diagnosing clinician and service providers
in improving adults’ post-diagnosis experiences. Low-to-
moderate scores on Service Access indicate inadequate
access to suitable post-diagnosis support, consistent with
previous studies of autistic adults.®'" Our preliminary find-
ings on the association between impact of diagnosis domains
and demographic characteristics suggest possible inequalities
in autism knowledge and quality of services, which require
further confirmation.

The correlation between Clinician Support and Service
Access suggests that the diagnosing clinician may be a key
facilitator of support services, with highly skilled and knowl-
edgeable clinicians providing greater guidance on accessing
support. Our findings emphasize the need for a range of
services addressing autistic adults’ needs and clearer path-
ways between diagnosis and support to improve adults’ self-
understanding and well-being after diagnosis.
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Age at diagnosis was not correlated with internalized
stigma or overall impact of diagnosis. While it is possible that
age at diagnosis has no underlying relationship with these
constructs, sample characteristics may have influenced our
findings. As few participants in our sample were diagnosed at
very young ages, we may be unable to detect differences
specific to diagnosis in early childhood. Past research has also
suggested that adults diagnosed at different ages may differ in
demographic and clinical characteristics such as gender and
intellectual disability.”®>° Thus, it is possible that these
characteristics may have third-variable effects that prevented
detection of underlying relationships. Additionally, our
qualitative findings on how age-related maturity and life
experiences contributed to participants’ self-understanding
suggest the need for further exploration of the relationship
between age and impact of diagnosis constructs.

Better Clinician Support at diagnosis was associated with
older age at diagnosis and absence of intellectual disability.
As older age at diagnosis was correlated with more recent
diagnosis, it is possible that improvements in autism under-
standing and doctor—patient communication in recent years®’
have led to more positive interactions. Another explanation is
differences in clinicians’ communication with clients of
different age groups and abilities. Research suggested that
children and adolescents were less involved in health care
communication and decision-making than they desired.®'

As autism diagnosis in young children may be communi-
cated to parents only,%” it may have led to poorer diagnostic
experiences for participants diagnosed at younger ages.
Similarly, research into people with intellectual disability
reported inadequate explanations from clinicians and a ten-
dency to mainly communicate with carers.®> Our findings
emphasize the need for effective communication and sup-
port from clinicians during autism diagnosis. It is especially
important for clinicians to develop skills to engage with
autistic people with specific communication needs includ-
ing children and people with intellectual disability.

Qualitative findings showed that participants viewed
autism diagnosis as a continuation of their pre-existing selves
and an explanation for past and present experiences. The
experience of autism diagnosis, although often viewed more
positively than physical health diagnoses, is closer aligned
with the biographic continuity of long-term conditions'’ than
the biographic disruption of sudden life-changing illness.'
While the effects of diagnosis on self-understanding were in
line with Tan’s concept of biographical illumination,'® the
explanatory power of diagnosis did not always lead to
development of a positive autistic identity. Instead, some
participants reported self-stereotyping and self-prejudice
following diagnosis. As a neurodevelopmental condition
with great individual variation, existing theories of health
and illness often do not fully encompass the varied experi-
ences of autistic people.

In the qualitative data, some participants maintained pos-
itive self-image by attributing negative autism-related expe-
riences to societal factors. Our findings lend credence to
Crocker and Major’s theory that attributing negative feed-
back to societal prejudice helps protect stigmatized individ-
uals from low self-esteem and enables them to resist societal
stigma.®* Research in the general population also found
that external attribution of negative outcomes helps maintain
high self-esteem.®>°® Considering the numerous inequalities
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experienced by autistic adults®”®® and not discounting the

need for social change, this attribution style is likely to be
valuable for helping autistic people resist stigma and main-
tain a positive autistic identity in the face of these challenges.
Further quantitative research may help to clarify the mech-
anism in which attributional style influences self-esteem and
internalization of stigma in autistic people, with possible
clinical applications for autistic people undergoing negative
experiences.

The Late diagnosis as regret and freedom theme appeared
contradictory in that participants viewed early diagnosis as
both enabling and limiting opportunities in adulthood. This
contrasts with previous studies where autistic adults viewed
early diagnosis favorably.”*® While early support is benefi-
cial to development,’® support that is stigmatizing, restric-
tive, or excessive may result in negative outcomes such as
internalized stigma and overreliance.”""”* Studies found
that parents of children with disabilities were more likel7y
to overprotect’> and have lower academic expectations.”*
Another study showed that autistic adolescents perceived
themselves as more capable than their caregivers and teach-
ers’ ratings.”> Our findings and past research emphasize
that interventions and supports need to recognize strengths
and promote independence in autistic people to maximize the
positive impact of diagnosis.

Limitations and Future Directions

Our convenience sample has several limitations regarding
representativeness. The high proportion of women is unusual
considering the past literature on higher autism prevalence in
males.”® One contributing factor is the high average age of
autism diagnosis in our participants, as past studies suggested
that females tend to be diagnosed later than males.’®°
Research in non-autistic populations also suggested that
women may be more willing to participate in survey-based
research.””’® Female-dominated samples are common in
autism studies using social media recruitment and online
survey tools,”® suggesting that gender differences in internet
behavior may play a role.

The low prevalence of intellectual disability in our samé)le
may be due to association with younger age at diagnosis®>°
and barriers to completing the survey. There may also be
reporting inaccuracies as participants may be unaware of the
definition of intellectual disability or their disability status.
Limited diversity in ethnicity and language spoken at home
may be due to a combination of barriers to autism diagno-
sis, recruitment strategy limitations, and English language
requirements for completing the survey. Future researchers
should expand recruitment strategies and improve accessi-
bility of survey instruments to ensure coverage of under-
represented groups.

As a tool developed for people with mental illness, the
ISMI-9 has limitations when used in an autistic sample.
External attribution of negative experiences means a person
may endorse items such as “‘I feel out of place in the world
because of > without having a negative view of their
diagnosis. The ISMI-9 also cannot measure negative beliefs
specific to autism or developmental disabilities. Validation of
general internalized stigma measures in autistic samples and
development of autism-specific tools would benefit further
research in this area. Comparison with scales measuring
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related constructs such as experience of societal stigma®® and
positive autistic identity®' would help establish convergent
and discriminant validity.

Some items in the prepublication version of the IODS-R
may have problems with content validity. Despite its high
internal consistency, the Self-Understanding domain con-
tained items related to other psychological constructs. For
example, Item 9 ““‘gave me less self-confidence’ relates to
self-esteem. While the domains of Self-Understanding and
Well-being are theoretically related, their high correlation
suggests that the domains may not be sufficiently distinct.
Replication using the final version of the IODS-R when
available would help clarify our findings.

As a cross-sectional study, we were unable to capture
changes in people’s emotions and beliefs about the diagnosis
over time. Longitudinal research examining multiple time
points after diagnosis would help address this gap. Future
researchers exploring impact of diagnosis may benefit from
collaboration with diagnostic service providers so that data
can be collected immediately after diagnosis. Due to the
length and format of our survey, we were only able to include
a few open-ended questions for qualitative data collec-
tion. Further research using in-depth interviews would help
expand and enrich our findings.

Conclusions

This study is an exploratory investigation of relationships
between internalized stigma and impact of diagnosis in au-
tistic adults. The findings identified potential mechanisms
underlying internalized stigma, psychological impact of di-
agnosis, and experience of services, which helped extend past
research in mental health to an autistic population and iden-
tify potential areas for further study. Qualitative findings also
helped illustrate the pervasive impact of societal stigma and
individuals’ resistance against internalization. These findings
highlighted the important role of diagnosing clinicians and
service providers in fostering positive self-understanding and
stigma resistance via psychoeducation and support. We hope
our research will lead to deeper understanding of internalized
stigma and related processes in autism, and development of
supports that empower autistic people without limiting their
opportunities.
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