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Abstract

Barriers to healthcare experienced by Australian autistic adults have not been previously explored. We conducted a
cross-sectional investigation of barriers to healthcare and associated factors from a subtle realism perspective. Perceived
barriers to healthcare were obtained from the Barriers to Healthcare Checklist Short-Form (BHC). A total of 263 autistic
and 70 non-autistic individuals completed the BHC. On average, autistic adults reported more barriers to healthcare
(4.58) than non-autistic adults (0.76). Gender diversity, higher levels of generalised anxiety, greater global disability and
less satisfaction with social support contributed to the experience of barriers to healthcare in autistic participants in
regression modelling. Australian autistic adults face substantial barriers to healthcare. Understanding these barriers
provides an opportunity to develop approaches to improve access; such as co-designing a healthcare access roadmap for
autistic adults, with co-designed policies and practices which advocate for the needs of autistic adults.

Lay abstract

This study looked at how Australian autistic and non-autistic adults experience barriers to healthcare. We asked autistic
and non-autistic adults to complete the Barriers to Healthcare Checklist Short-Form (BHC). We analysed data from
263 autistic adults and 70 non-autistic adults. We found that autistic adults experienced more barriers to healthcare
than non-autistic adults. Gender diversity, feeling more anxious, having greater disability and feeling unsatisfied with
social support contributed to barriers to healthcare in autistic participants. We recommend interventions such as
developing and implementing a national action plan, similar to the National Roadmap for Improving the Health of People
with Intellectual Disability (2021) to reduce barriers and address unmet healthcare needs of Australian autistic adults.
We also recommend working with autistic adults to develop new policies and strategies, implementing environmental
adaptations to health care facilities, and increasing Autism education opportunities for health professionals to address
gaps in knowledge.
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Introduction compared with the non-autistic population (Brondino
et al., 2019). Co-occurring mental health conditions, such
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population. In a US-based study by Croen et al. (2015),
more than half the autistic adults in the sample were diag-
nosed with a psychiatric condition (N=1507, mean
age=29), with 29% reportedly diagnosed with anxiety.
These higher rates of co-occurring conditions may, in part,
be a direct result of the challenges to accessing healthcare
services that autistic people experience (Calleja et al.,
2019).

The right to healthcare is universal and comprises seek-
ing and receiving quality, non-discriminatory, affordable
health services and information. This right extends beyond
physical accessibility to encompass additional core con-
structs of availability, acceptability and quality (World
Health Organization [WHO], 2008). Despite this universal
right, health services are often designed to meet the needs
of non-autistic people, with the recent Australian Royal
Commission into Violence, Abuse, Neglect and Exploitation
of People with Disability (2020) finding that ‘there has
been, and continues to be, systemic neglect of people with
cognitive disability in the Australian health system’ (p. 27).
This has resulted in unmet health needs for the autistic pop-
ulation, as health professionals and services are under-
equipped to meet the complex and often unique needs of
autistic people (Walsh, Lydon, O’Dowd et al., 2020).

Addressing these unmet health needs is critical as the
prevalence of autism has been steadily increasing with
autistic adults likely underrepresented in prevalence data
(Evans, 2013). The unique needs of autistic people may
mean they access healthcare differently compared with
their non-autistic counterparts (Raymaker et al., 2017).
Equitable health service access will be critical for the
increasing number of autistic adults who will require it.

In Australia, the healthcare system has a mix of publicly
and privately funded healthcare services. Public funding,
known as Medicare, is complex and can lead to care co-
ordination problems (i.e. difficulties coordinating multiple
different health and allied health professionals to support
the person in a timely and unified manner) with conflicting
information given to beneficiaries (Dixit & Sambasivan,
2018). Although Medicare funding is provided by the fed-
eral government on the principle of ‘free universal health-
care’, not all costs are met, leaving healthcare consumers
to pay out-of-pocket expenses, known as the Medicare
gap. With finite fiscal and healthcare resources, access to
public healthcare is often delayed by long treatment wait-
ing lists — which can lead to poorer health outcomes for
groups living with disability, such as autistic adults (Dixit
& Sambasivan, 2018; Laba et al., 2015). Those who can
afford private healthcare or private health insurance may
access earlier treatment through private healthcare provid-
ers, while those unable to pay, wait. Out-of-pocket
expenses for both public and private healthcare services
create real financial barriers to accessing timely, appropri-
ate and quality healthcare which disproportionally affect
those with complex, concurrent or high-care medical

needs, such as autistic adults (Callander et al., 2019).
Navigating healthcare services in Australia is further com-
plicated by each state and territory operating their health-
care systems differently.

Successful experiences with health services are largely
facilitated by effective communication and clear under-
standing between the patient and practitioner (David &
Gerhard, 2017). Verbal and non-verbal communication
styles influence the way that an individual describes pre-
senting problems to the practitioner (Nicolaidis et al.,
2015). However, atypical verbal and non-verbal communi-
cation are defining characteristics of autism (Santhanam &
Hewitt, 2021). If practitioners are unaware of how to ade-
quately communicate with autistic adults seeking care,
they may be unable to provide an appropriate standard of
care.

Research on barriers to healthcare experienced by autis-
tic adults’ highlights common challenges with lack of phy-
sician knowledge and formal training (Bruder et al., 2012;
Mason et al., 2019). Healthcare providers report difficulty
establishing rapport and implementing appropriate com-
munication strategies with their autistic patients (Zerbo
et al., 2015). As Mason et al. (2019) explain, social com-
munication, practitioner assumptions and sensory process-
ing differences present significant barriers for autistic
adults when accessing health services. These common bar-
riers experienced by autistic adults illustrate the need for
further research into limitations and barriers to healthcare,
especially within an Australian context, where research is
particularly limited. Greater understanding of barriers to
healthcare for autistic people across the lifespan is critical
in ensuring that autistic people have successful experi-
ences when engaging with healthcare facilities and ser-
vices (Malik-Soni et al., 2021).

The aim of this study was to explore barriers to health-
care access for Australian autistic adults, compared with
non-autistic Australians, and identify associations with
barriers for autistic adults, to aid the development of tar-
geted adjustments. Our research questions included the
following: (1) what are the perceived barriers which limit
access to healthcare by Australian autistic adults according
to the Barriers to Healthcare Checklist Short-Form (BHC),
(2) how do the perceived barriers to accessing healthcare
as self-reported on the BHC differ between autistic and
non-autistic Australian adults, and (3) what factors influ-
ence perceived barriers to healthcare experienced by
Australian autistic adults?

Methods

Study design

The Australian Longitudinal Study of Autism in Adulthood
(ALSAA) was a questionnaire-based longitudinal study
completed at two timepoints and funded by the Cooperative
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Research Centre for Living with Autism (Autism CRC)
(Arnold, Foley et al., 2019). The survey was available in
three versions: self-report, informant-report and carer-
report, and could be completed on paper or online. Only
self-report responses at the second timepoint were used in
this cross-sectional study. Ethical approval was obtained
for this study from the Human Research Ethics Committee
at UNSW Sydney, Australia (No. HC15001). Only
researchers named on ethics approval had authorised
access to raw data.

Participants

Participants were autistic and non-autistic Australian
adults aged 25years or over who completed the ALSAA
self-report survey at the second timepoint. The sister study,
the Study of Australian School Leavers with Autism,
which recruited participants aged 15-25years, did not
include the BHC, and data were unable to be pooled, hence
younger adults were not included in this study. Through
voluntary sampling, Australian adults were invited to par-
take in the survey through advertisement on the Autism
CRC website, Universities, Technical and Further
Education (TAFE) facilities (i.e. vocational education
facilities), via autism specific organisations, aged care
facilities and through health professionals. Snowball sam-
pling (Sheu et al., 2009) was employed to increase recruit-
ment numbers in timepoint two. There was no difference
in recruitment efforts between autistic and non-autistic
adults and no matching between samples occurred. Autistic
and non-autistic people were eligible to enrol if they met
the age criteria. Participants needed to currently reside in
Australia and have sufficient English literacy skills to
complete the survey, determined through a screening call
or online expression of interest form. The autistic group
was comprised of individuals with either a formal or self-
diagnosis, who were included due to the underdiagnosis of
autism historically (Lai & Baron-Cohen, 2015).
Participants in the autistic group were removed if they did
not meet the Autism Quotient-Short Form (AQ-Short) cut-
off score, with no cut-off applied to the non-autistic group.
In this study, we restricted participants to those who self-
reported and were not missing any data in any of the pre-
dictor variables used in the regression model.

Procedure

Data collection. ALSAA data used in the study was col-
lected between 2017 and March 2021. Domains of data
collected through the survey included demographics,
autism characteristics, health and well-being, mental and
emotional health, relationships and social networks, activi-
ties, participation and quality of life, service usage and car-
ing. Survey completion was self-paced to minimise burden.
The survey took approximately 2-3 h for participants to
complete (Arnold, Foley et al., 2019).

Outcome measure. The BHC-short (Raymaker et al., 2017)
provides insight into the experiences of autistic and non-
autistic adults accessing healthcare. Derived from the
long-form checklist, the short-form checklist includes 17
independent items exploring potential barriers to health-
care such as fear and anxiety about primary care visits,
challenges communicating with providers or healthcare
navigation. Items are scored by selecting ‘yes’ or ‘no’ to
indicate presence or absence of a barrier. Scoring ranges
from 0 to 17, with “yes’ scoring one and ‘no’ scoring 0 and
greater scores indicating more barriers experienced when
accessing healthcare. Good convergent validity was dem-
onstrated during the tools development, with expected pat-
terns of results between autistic adults, people with
disability and a matched sample without disability. Col-
lapsed short form items showed predominately high levels
of correlation (range 0.2—0.8, p<<0.001) in the expected
direction with their long form counterparts.

Demographics. Demographic information including age
(in years), gender (male, female, other) and geographical
location were included within the analysis to control for
variables known to impact access to healthcare (Serban,
2019). Using the Australian Statistical Geography Stand-
ard, a postcode-based remoteness code was used to score
participants remoteness into three classes: Major Cities of
Australia; Inner Regional Australia and Outer Regional
Australia; and Remote Australia and Very Remote Aus-
tralia (Australian Bureau of Statistics, 2021).

Autism characteristics

The AQ-Short. The AQ-Short (Hoekstra et al., 2010) is a
28-item self-report measure evaluating the severity of
symptoms associated with autism — which may play an
important role in accessing healthcare (Raymaker et al.,
2017; Walsh, Lydon, Hehir, O’Connor, 2020; Walsh,
Lydon, O’Dowd, O’Connor, 2020). Cronbach’s o values
of AQ-Short total indicate acceptable-to-good internal
consistency (o between 0.77 and 0.86). AQ-Short corre-
lates very highly with the long-form version (r between
0.93 and 0.95) (Baron-Cohen et al., 2001). Scoring is
based on four-point Likert-type scale, with options ranging
from definitely agree to definitely disagree. The AQ-Short
is scored out of 200, with a higher score indicating greater
autism symptom severity. A score greater than 65 has a
sensitivity of 0.97 and a specificity of 0.82 for the identifi-
cation of autism (Hoekstra et al., 2010).

Health and well-being

Patient Health Questionnaire-15 (PHQ-15). The PHQ-15
assesses 15 somatic symptoms that account for over 90%
of all physical complaints from outpatients (Han et al.,
2011). Co-occurring conditions arising from such somatic
symptoms can strongly influence healthcare utilisation and



Autism 00(0)

therefore access (Vohra et al., 2017). Cronbach’s a values
of 0.87 indicate good internal consistency, and good test—
retest reliability of 0.67 over a 2-week time period has
been demonstrated (Han et al., 2011). Items are scored by
selecting ‘not bothered at all’, “bothered a little’ or ‘both-
ered a lot’. The score of the PHQ-15 ranges from 0 to 30
with higher scores representing more severe levels of
somatization.

Medical Outcomes Study Short-Form Health Survey Version 2
(SF-12). The SF-12 Version 2 is a health-related quality-
of-life survey, which measures the impact of health on eve-
ryday life. Autistic adults are more likely to experience
co-occurring conditions which may impact health-related
quality of life than their non-autistic counterparts (Croen
et al., 2015). The SF-12 presented 0.=0.83 and a good
degree of reliability (Silveira et al., 2013). Items are a mix
of ‘yes’ or ‘no’ and three- or five-point Likert-type scale
questions. The SF-12 delivers several normed summary
scores, with the two main scores being the Physical Com-
ponent Scale (PCS) and the Mental Component Scale
(MCS). For this study, we employed the PCS scored using
New Zealand normative data (Frieling et al., 2013) as
recent Australian normative data were unavailable. The
SF-12 has been validated in a sample of autistic adults
(Khanna et al., 2014).

Mental and emotional health

Patient Health Questionnaire—9 (PHQ-9). The PHQ-9
(Kroenke et al., 2001) is a nine-item, self-report measure,
screening for the presence and severity of depressive symp-
toms. Due to the higher prevalence of depression among
autistic people (Bergman et al., 2020), the PHQ-9 was
included in this analysis to identify whether the severity,
rather than just the presence of depression, impacts access
to healthcare (Croen et al., 2015). Cameron et al. (2008)
examined the effectiveness of the PHQ-9 measuring
depression in primary care, o at baseline was 0.83 and 0.92
at end of treatment. PHQ-9 indicated convergent and dis-
criminant validity and responsiveness to change (effect size
0.99). The PHQ-9 has also been validated in an autistic
sample (Arnold, Uljarevic et al., 2019). Items are scored by
selecting ‘not at all’, ‘several days’, ‘more than half of the
days’ and ‘nearly every day’. PHQ-9 is scored out of 27,
with higher scores indicating greater depression severity.

DSM-5 Dimensional Anxiety Scales: Generalised Anxiety Disor-
der—Adult (DSM-5 GAD-A). The Diagnostic and Statistical
Manual of Mental Disorders (5th ed.; DSM-5) GAD-A
(Beesdo-Baum, Klotsche et al., 2012) is a nine-item self-
report survey — which assesses anxiety symptomology in
adults. The GAD-A has shown good internal consistency
(a0=0.83), questionable test—retest reliability (r=0.64 over
2weeks) and convergent and divergent validity (Pierson

etal.,2017). Items are scored by selecting ‘not at all’, ‘sev-
eral days’, ‘more than half of the days’ and ‘nearly every
day’. The measure is scored out of 21, with greater scores
indicating greater levels of anxiety.

Relationships and social networks

UCIA Loneliness Scale—8 (ULS-8). The ULS-8 is an eight-
item scale assessing loneliness. Research highlights the
negative impact of loneliness on healthcare utilisation
among adults (Gerst-Emerson & Jayawardhana, 2015).
The ULS-8 has been validated, widely used and analysed
including usage in autism research (Ee et al., 2019). It
shows good internal reliability (a=0.84) (Wu & Yao,
2008). Items are scored by selecting ‘never’, ‘rarely’,
‘sometimes’ or ‘always’. Total score ranges from 8§ to 32
points, with higher scores suggesting a higher degree of
loneliness.

Social Support Questionnaire (SSQ). Our study used a six-
item extract from the SSQ, which was determined to be
applicable for an autistic cohort through consultation with
the ALSAA Research Advisory Network (RAN). The SSQ
is a measure of perceived social support and satisfaction
with said support. Healthcare access may be influenced by
social supports, in turn impacting one’s ability to seek and
access medical services. The total scale indicates good
internal reliability (a=0.89) and short-form versions have
shown correlation with the long-form SSQ (Monteiro,
2011). Satisfaction with social support is scored on a six-
point Likert-type scale ranging from ‘very dissatisfied’ to
‘very satisfied’. Lower score indicates less satisfaction
with social support.

Activities, participation and quality of life

World Health Organisation Disability Assessment Schedule
(WHODAS II). The WHODAS 1I (Luciano et al., 2010)
questionnaire assesses overall functioning and disability
and provides a global disability score. We used the 12-item
version in this study. The measurement of disability is
important for identifying and addressing functioning needs
across different populations, including autistic adults (Park
et al., 2019). Survey data indicate high internal consist-
ency with a ranging from 0.90 to 0.97, moderate-to-good
test—retest reliability and good concurrent validity in a
variety of contexts (Sousa et al., 2010). Items are scored by
selecting ‘none’, ‘mild’, ‘moderate’, ‘severe’ or ‘extreme’.
Higher scores indicate a greater level of disability.

Data analysis. We conducted a cross-sectional analysis
which allowed us to answer our research questions, though
limited the interpretation of factors to associations rather
than causes. We approached the data from a subtle realism
perspective, in that self-reported perceived barriers will
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still prevent people from accessing services, even if that
barrier objectively does not exist. Descriptive statistics
were used to describe the sample and barriers to health-
care. The mean number of barriers to healthcare reported
by autistic adults was compared to the mean number
reported by non-autistic adults using independent samples
t-tests. Possible predictors of barriers to healthcare from
our data were identified through literature, logic or clinical
expertise a priori.

A correlation matrix was used to examine associations
between continuous variables to assess possible collinear-
ity prior to regression modelling. Linear regression con-
trolling for significant variables determined the final
model of factors influencing barriers to healthcare in
Australian autistic adults, with significance set at 05. All
data were analysed using statistical analysis software
STATA version 15. We did not adjust for multiple compari-
sons in order to reduce potential type 2 errors, all statistical
comparisons that were conducted were planned and we
avoided conducting excess comparisons beyond the
research questions (Rothman, 1990).

Community involvement. An inclusive approach to research
was adopted for this project. The non-autistic researchers
consulted via email with the ALSAA RAN. The ALSAA
RAN comprised of nine members, eight autistic adults and
one carer at the time of consultation. The ALSAA RAN
provided feedback from an autistic perspective on the
research question, aims and interpretation of data, prior to
commencement, once data were released and before man-
uscript writing. Four written responses from RAN mem-
bers were received for the first review request, pertaining
to research questions and aims. A further four responses
were received for the second request regarding interpreta-
tion of findings.

Results

Of 519 total self-report responses, 74 participants did not
have complete responses to the BHC, with another 106
missing data on other variables, and were excluded from
further analyses. Five additional autistic adults (one self-
identifying, four formally diagnosed) were removed who
scored <65 of the AQ-Short (Bal & Taylor, 2019), leaving
n=263 autistic and n=70 non-autistic adults (N=333). Of
the autistic adults, n=38 (14%) were self-identifying,
with all others reporting a formal diagnosis. Regarding
missing data, for autistic and non-autistic ALSAA partici-
pants, there were no differences in age, gender, AQ-Short
score or geographical remoteness between those who did
or did not complete the BHC or all variables in this study.
Although not specifically a matched sample, mean age
between autistic  (43.38years) and non-autistic
(43.11 years) participants was similar (see Table 1). The
majority of total participants identified as female gender

(n=205, 61.56%). Males represented 32.13% of the total
sample (n=107) and gender-diverse (non-binary,
transgender, intersex) accounted for 6.31% (n=21). Close
to three-quarters of the sample (73.27%) resided in major
cities of Australia.

All participants in the study are represented by a total
score between 0 and 17 on the BHC. Table 2 compares
scores for each item of the BHC between autistic and non-
autistic adults. Over three-quarters of autistic participants
(n=210, 79%) reported at least one or more barriers, with
almost one in five (n=70, 19%) reporting eight or more
barriers within the BHC. Over three-quarters of non-autis-
tic participants reported zero barriers (=73, 6.04%). The
mean score of barriers to healthcare experienced by the
autistic adults was 4.58 and significantly higher than the
0.76 mean barriers experienced by non-autistic adults (M
difference: 3.83, #,,,=8.92, p=<0.001, 95% CI=2.98-
4.67). Some of the main barriers which were heavily
endorsed by autistic people and rarely endorsed by non-
autistic people include handling the waiting room, follow-
ing-up on care and identifying or reporting pain and
physical symptoms to healthcare providers.

Scores for the BHC and each of the predictor variables
for autistic and non-autistic participants (see Table 3) high-
light key differences in all categories, with autistic partici-
pants scoring higher on average in each measure.

Table 4 shows pairwise correlations for predictor vari-
ables included in the final analysis. The majority of varia-
bles showed moderate-to-strong correlations. These
findings suggest that increased autism symptoms,
increased somatic symptoms, increased depression, poorer
physical health, increased anxiety, increased loneliness,
greater disability and decreased satisfaction with social
support contribute to more barriers to healthcare access.

Entering all predictors into a regression model (see
Table 5) found autistic adults who identified as gender-
diverse, reported higher levels of anxiety (GAD-A),
greater levels of disability (WHODAS II) or less satisfac-
tion with social support (SSQ satisfaction score) were
likely to experience more barriers to accessing healthcare
as reported by the BHC. The final model had a high amount
of variance explained (adj. R*=0.46).

Discussion

This study adds substantially to the body of knowledge
about barriers to healthcare using the BHC. Key findings
suggest Australian autistic adults experience more barriers
to healthcare than their non-autistic counterparts, and
although we did not investigate underlying mechanisms,
gender diversity, anxiety, social support and level of disa-
bility were associated with increased perceived barriers for
autistic adults. Our findings demonstrate a positive asso-
ciation between higher levels of disability in autistic adults
as scored on WHODAS-II (Sousa et al., 2010) and the
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Table I. Participant demographics (N=333).

Variable Autistic (n=263) Non-autistic (n=70)

Age (SD) 43.38 (11.80) 43.11 (13.32)

Gender (%)

Male 91 (34.60) 16 (22.86)
Female I51 (57.41) 54 (77.14)
Gender-diverse? 21 (7.98) 0 (0)

Ethnicity (%)

Caucasian 184 (69.96) 39 (55.71)
Asian 4 (1.52) 5(7.13)
Other 7 (2.65) 1 (1.43)
Missing 58 (22.05) 25 (35.71)

Remoteness (%)

Major cities 185 (70.34) 59 (84.29)
Inner regional 57 (21.67) 10 (14.29)
Outer regional 16 (6.08) 1 (1.43)
Remote 3(1.14) 0 (0)
Very remote 2 (0.76) 0 (0)

Marital status (%)

Single 78 (29.66) 13 (18.57)
Married 82 (31.18) 39 (55.71)
De facto 31 (11.79) 8 (11.43)
Never married 10 (3.80) 1 (1.43)
Widowed | (0.38) 2 (2.86)
Divorced now single 28 (10.65) 1 (1.43)
Separated 13 (4.94) 3 (4.29)
Divorced now remarried/de facto 7 (2.66) 0 (0)
Other 13 (4.94) 3 (4.29)

Living status (%)

Living alone 66 (25.10) 9 (12.86)
Living as couple 126 (47.91) 49 (70.00)
Living with parents 28 (10.65) 3 (4.29)
Living with other relatives Il (4.18) 1 (1.43)
Living with others 25 (9.51) 6 (8.57)
Other 7 (2.66) 2 (2.86)

Mental health (%) Current Anytime Current Anytime
Depression 126 (47.91) 212 (80.61) 15(21.43) 31 (44.29)
Anxiety 152 (57.79) 208 (79.08) 15(21.43) 30 (42.86)
Social anxiety 82 (31.18) 107 (40.69) 4 (5.71) 9 (12.85)
Agoraphobia 14 (5.32) 26 (9.88) 4 (5.71) 6 (7.14)
Posttraumatic stress disorder 53 (20.15) 76 (30.04) 3 (4.29) 10 (14.29)
Obsessive compulsive disorder 23 (8.75) 34 (12.93) 0(0) 0 (0)
Eating disorder 10 (3.80) 30 (11.40) 0 (0) 3 (4.29)
Bipolar disorder 8 (3.04) 26 (9.88) 3 (4.29) 3 (4.29)
Schizophrenia 4 (1.52) 8 (3.04) 0 (0) 0 (0)
Substance abuse or dependence 8 (3.04) 25 (9.50) 0 (0) 2 (2.86)
Attention deficit/hyperactivity disorder (ADHD) 45 (17.11) 59 (22.33) 2 (2.86) 3 (4.92)
Personality disorder 3(1.13) 27 (10.27) 1 (1.43) I (1.43)
Tic disorders (e.g. Tourette’s syndrome) 2 (0.76) 4 (1.52) 0(0) 0 (0)
Any other mental health disorder 17 (6.44) 22 (8.33) 0 (0) 0 (0)

SD: standard deviation.
2Gender-diverse =non-binary, transgender, intersex.

numbers of barriers reported on the BHC. Further positive ~ Klotsche et al., 2012), less satisfaction with social support
associations were found between greater severity of anxi- as measured by the SSQ and the number of barriers
ety as measured by the DSM-5 GAD-A (Beesdo-Baum,  reported on the BHC by autistic adults. Our findings
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Table 2. Barriers to Healthcare Checklist Short-Form item-level responses between autistic and non-autistic participants, number

of people who answered yes (N=333).

Item Autistic (1=263)  Non-autistic (n=70)
n (%) n (%)

Fear, anxiety, embarrassment or frustration keeps me from getting primary car 103 (39.16) 10 (14.29)

| have trouble following up on care 104 (39.54) 4 (5.71)

| have difficulty understanding how to translate medical information into concrete steps 50 (19.02) 0 (0)

that | can take to improve my health

| don’t understand the healthcare system 44 (16.73) 0 (0)

It is too difficult to make appointments 76 (28.90) 9 (12.86)

| have problems filling out paperwork 36 (13.69) 0(0)

My behaviours are misinterpreted by my provider or staff 79 (30.04) I (1.43)

My providers or the staff do not take my communications seriously 72 (27.38) 2 (2.86)

| cannot find a healthcare provider who will accommodate my needs 65 (24.71) 4 (5.71)

My providers or the staff do not include me in discussions about my health 24 (9.13) 0 (0)

Communication with my healthcare provider or the staff is too difficult 66 (25.10) 3 (4.29)

When | experience pain and/or other physical symptoms, | have difficulties identifying 107 (40.68) 4 (5.71)

them and reporting them to my healthcare provider

Sensory discomforts get in the way of my healthcare 86 (32.70) I (1.43)

Concerns about cost or insurance coverage keep me from getting primary care 118 (44.87) 10 (14.29)

| do not have a way to get to my doctor’s office 8 (3.04) I (1.43)

| have inadequate social, family or caregiver support 57 (21.67) 4 (5.71)

| find it hard to handle the waiting room 111 (42.21) I (1.43)

Table 3. Characteristics of possible predictor measures for autistic and non-autistic participants (N=333).

ltem Autistic (n=263) Non-autistic (n=70)
M (SD) M (SD)

AQ-Short (Autism Severity) 88.95 (9.84) 56.04 (12.11)

PHQ-I5 (Somatic Symptom Severity) 10.12 (5.11) 5.31 (3.05)

PHQ-9 (Depression) 11.38(7.2) 5.13 (5.46)

SF-12 PCS (Physical Health) 44.85 (12.37) 50.24 (8.09)

GAD-A (Anxiety) 13.81 (8.02) 5.5 (5.52)

ULS-8 (Loneliness) 229 (5.16) 16.41 (5.77)

WHODAS-II (Disability Score) 26.19 (8.74) 15.44 (4.7)

SSQ (Social Support Satisfaction) 16.95 (9.12) 11.36 (6.89)

SD: standard deviation; PHQ: Patient Health Questionnaire; PCS: Physical Component Scale; GAD-A: Generalised Anxiety Disorder—Adult; ULS:

UCLA Loneliness Scale; WHODAS-II: World Health Organisation Disability Assessment Schedule Il; SSQ: Social Support Questionnaire.

suggest autistic adults who identify as gender-diverse
experience greater barriers to healthcare. To our knowl-
edge, this is the first study to identify gender diversity
associated with barriers to accessing healthcare in an autis-
tic cohort. These findings align with previous research,
conducted in other parts of the world, highlighting barriers
to healthcare for autistic adults such as ineffective com-
munication and high rates of co-occurring health condi-
tions (Hirvikoski et al., 2016; Matson, 2016; Nicolaidis
et al., 2013, 2014, 2015; Raymaker et al., 2017). These
barriers existing in the modern Australian health system
have been identified in international samples and are likely
exacerbated in some countries.

The significant relationship identified between anxiety
and healthcare barriers in our autistic adult sample has
also been a focus of research efforts in recent history in
non-autistic populations. Generalised anxiety disorder
(GAD) has been associated with reassurance-seeking
health behaviours or avoidance of care (Beesdo-Baum,
Jenjahn et al., 2012). Research into this relationship by
Horenstein and Heimberg (2020) suggests people with
GAD predominantly demonstrate reassurance-seeking
behaviours; however, less research has been conducted on
avoidance behaviours. Although individuals with GAD
typically require a higher level of care from primary
healthcare institutions, they experience greater barriers
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Table 4. Pairwise correlations autistic sample (n=263).

©) *) ®) (6) @) ®) ©)

Variables (n 2)

(I BHC 1.00

(2) AQ-Short (Autism Symptoms) 27%%1.00
(3) PHQ-15 (Somatic Symptom Severity) AqREE 4k
(4) PHQ-9 (Depression) AerRE QRRE
(5) SF-12 PCS (Physical Health) —27F =02
(6) GAD-A (Anxiety) AgrEE 3Rk
(7) ULS-8 (Loneliness) 36k Q9kkx
(8) WHODAS |l (Disability Score) SOk 30k
(9) SSQ (Satisfaction with Social Support) Lol Koo

1.00

A4FE - 1.00

—A45FEE — 3% 1.00

A7FRE T4 10 1.00

2%k AGRE - 07 35%F 1,00

SHHEE - gk — Gk Bgik - 35%RE 1,00

200 gk — | 5k 26%RF SRRk 4%k ] 00

BHC: Barriers to Healthcare Checklist; PHQ: Patient Health Questionnaire; PCS: Physical Component Scale; GAD-A: Generalised Anxiety
Disorder—Adult; ULS: UCLA Loneliness Scale; WHODAS-II: World Health Organisation Disability Assessment Schedule IlI; SSQ: Social Support

Questionnaire;
#Hkh < 0.01; **p < 0.05.

Table 5. Regression model predicting barriers to healthcare total score (n=263).

BHC Coef. SE t-value [95% ClI] p
Age -0.02 0.02 -1.42 -0.06 0.01 0.158
Gender
Male - - - - -
Female 0.17 0.43 0.40 -0.68 1.02 0.691
Gender-diverse? 22 0.8l 2.72 0.60 3.80 0.007**
Remoteness
Major cities - - - - -
Inner regional -0.58 0.49 -1.19 -1.55 0.38 0.236
Other 0.27 0.75 0.36 -1.21 1.75 0.721
AQ (Autism Severity) 0.03 0.02 1.19 -0.02 0.07 0.236
PHQ-15 (Somatic Symptom Severity) 0.06 0.05 1.27 -0.03 0.16 0.204
PHQ-9 (Depression) -0.00 0.04 -0.10 -0.09 0.08 0.92
SF-12 PCS (Physical Health) 0.02 0.02 0.78 -0.03 0.06 0.43
GAD (Anxiety) 0.09 0.04 2.12 0.01 0.17 0.03%*
ULS-8 (Loneliness) 0.03 0.05 0.54 -0.07 0.13 0.59
WHODAS-II (Disability Score) 0.18 0.04 491 0.11 0.25 <0.00 |+
SSQ (Satisfaction with Social Support) 0.07 0.03 2.60 0.02 0.12 0.0 1**
Constant -5.95 247 =241 -10.81 -1.08 0.02**
R? 46
F-test 16.12 Prob>F <.00 [ ¥

BHC: Barriers to Healthcare Checklist; AQ: Autism Quotient; PHQ: Patient Health Questionnaire; PCS: Physical Component Scale; GAD:
Generalised Anxiety Disorder; ULS: UCLA Loneliness Scale; WHODAS-II: World Health Organisation Disability Assessment Schedule II; SSQ:

Social Support Questionnaire;
2Gender-diverse =non-binary, transgender, intersex
**p < 0.05; ¥**p < 0.001.

when accessing these services and report significant chal-
lenges in patient—physician-related factors and societal
barriers such as stigma (Davidson et al., 2010). The chal-
lenges associated with accessing healthcare are further
complicated when considering autistic adults. Feedback
from the ALSAA RAN suggested autistic adults with co-
occurring GAD may demonstrate behavioural avoidance
of anxiety inducing stimuli, which may be influenced by
past negative experiences when accessing healthcare. For
example, experiences where autistic adults with GAD

have not been believed or have had their concerns dis-
missed by health professionals. Autistic adults experience
high rates of co-occurring anxiety, which is associated
with excessive worrying over health outcomes (Brondino
et al., 2019). Evidence suggests that worry is associated
with diminished emotional responses and therefore may be
a source of avoidance in individuals with GAD (Behar
et al., 2009). For autistic adults, anxiety and worry may be
further exacerbated by the complexities of managing mul-
tiple co-occurring conditions and the differing health
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services related to each of them. This avoidance type
behaviour may cause barriers to both seeking and access-
ing care which can impact negatively on health outcomes.

Our study identified a positive association between
greater disability severity as measured by the WHODAS-II
and number of identified barriers to healthcare on the
BHC. These findings may suggest that healthcare facilities
are ill equipped to meet the demands of individuals with
significant disability, with the Australian Disability Royal
Commission reporting systematic neglect of people with
cognitive disability in the Australian health system (Royal
Commission into Violence, Abuse, Neglect and
Exploitation of People with Disability, 2020). Previous
research investigating the relationship between adults with
disability accessing healthcare supports this assertion, for
example, accounts of autistic adults and people with disa-
bility being apprehensive to seek healthcare due to their
health needs or disability being misunderstood (e.g.
Bradshaw et al., 2019; Drainoni et al., 2006; Gerber et al.,
2017; lacono et al., 2014; Kang et al., 2022). Our findings
add to the weight of evidence highlighting the need for
reform of health systems to be accessible to autistic adults
and other people with disability with higher levels of sup-
port needs.

The relationship we found between anxiety, level of
disability (as measured by the WHODAS-II) and health-
care barriers, may stem from autism often being a hidden
disability, not always immediately apparent to others.
When a disability is not clearly visible assumptions may
be made regarding the functional ability of an individual.
This can lead to poor patient—provider communication, an
integral element of successful healthcare experiences
(David & Gerhard, 2017; Patak et al., 2009). Nicolaidis
et al. (2015) found many autistic participants attributed
negative experiences with healthcare access to incorrect
assumptions about individuals’ skills or needs. Such
assumptions can be either an over- or underassumption of
an individual’s functional capabilities. A lack of physician
knowledge and training on treating autistic patients exac-
erbates this issue and is reported repeatedly by autistic
people (Bruder et al., 2012; Mason et al., 2019). Providers
report difficulty with establishing rapport and implement-
ing appropriate communication strategies with their autis-
tic patients (Zerbo et al., 2015). If healthcare providers are
unaware of what it means to be autistic, they may be una-
ware of how to adapt treatment strategies for autistic peo-
ple. As suggested by participants from the Nicolaidis et al.
(2015) study, providers may attribute behaviours to autis-
tic symptoms rather than the presence of an illness in a
process known as diagnostic overshadowing.

Analogous to our findings, social support is intrinsi-
cally linked to well-being and health in the general popula-
tion (Mazurek, 2014). Although there is limited research
available on loneliness in autistic adults, studies on autistic
children have reported greater loneliness than typically

developing children (Bauminger et al., 2003; Locke et al.,
2010). Ee et al. (2019) reported autistic adults scored sig-
nificantly higher on the ULS-8 loneliness measurement
than non-autistic participants, with the presence of autism
contributing to the greatest variance in loneliness score.
The presence of loneliness indicates lesser available social
support, which may have negative implications on health-
care access. As suggested by the ALSAA RAN, autistic
adults may rely on social supports to identify experiences
of poor health and prompt them to seek healthcare.
Similarly, Nicolaidis et al. (2014) note cognitive differ-
ences in autistic adults can impact their ability to identify
and manage illnesses. For autistic adults experiencing co-
occurring conditions or a greater level of disability, they
may also require a support person to assist them in appoint-
ment management and transport to healthcare facilities.
Tobin et al. (2014) found autistic adults often do not have
highly populous social networks, but the perceived ability
of this social network to provide support is more important
than the number of people within the network. Within our
study autistic adults who reported dissatisfaction with
available social supports, also perceived greater barriers to
healthcare. Similarly, Havercamp et al. (2004) investigated
health disparities experienced by adults with developmen-
tal disabilities and reported a correlation between lack of
social support with poorer overall quality of life and men-
tal health outcomes.

In this study, a positive correlation was identified
between barriers reported on the BHC and participants
who reported their gender as gender-diverse. The ‘gender-
diverse’ category within this study included those who did
not identify with the gender they were assigned at birth,
intersex, non-binary and transgender participants. In
Western countries including Australia, gender identity is
presumed to align with assigned sex at birth (Cislaghi &
Heise, 2020). One study by Warrier et al. (2020) found
within their sample that transgender and gender-diverse
people were 3.03 to 6.36 times as likely to be autistic than
cisgender individuals (identifying with the sex assigned at
birth); however, this increased rate of gender diversity is
not specific only to autism. In recent history, there has
been increasing focus on the role of medical practitioners
within Australia providing health services to gender-
diverse people (Riggs et al., 2014). As Riggs et al. explain,
positive experiences with accessing healthcare of gender-
diverse people are rare. Experiences of gender-diverse
people being denied services, encountering practitioners
with little to no knowledge on treating gender-diverse peo-
ple, experiencing increased waiting times, being subjected
to the use of inappropriate terminology and having their
own knowledge discounted, are more common. These
findings suggest that gender-diverse people experience
ongoing barriers and disparities with accessing healthcare,
which align with our findings of autistic gender-diverse
people. Systemic barriers including transphobia perpetuate
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these barriers and may deter gender-diverse people from
accessing healthcare (Goldstein et al.,, 2017). Autistic
adults who are gender-diverse experience a double disad-
vantage when accessing healthcare, as they not only expe-
rience barriers related to autism, but also related to
contradicting the norms of a heteronormative society
(Bosse, 2019).

Implications for practice

Autistic adults currently experience barriers to accessing
healthcare in Australia, and internationally. To mitigate
barriers faced by autistic adults, new policies and prac-
tices, co-designed and co-developed with autistic people
and other stakeholders, are needed. By co-design we refer
to processes that engage end-users in a collaborative part-
nership with practitioners or researchers (Taylor et al.,
2022). Involving autistic people in the development of
policies and practices will allow targeted strategies to sup-
port healthcare delivery, reduce barriers to healthcare and
ensure healthcare needs are met in a timely, respectful and
person-centred way. Particular actions may include post-
diagnosis services, supports initiatives for autistic adults,
actions to reduce cost of diagnosis, community acceptance
initiatives, training for clinicians on neurodiversity and
heterogenic presentations or autism (Huang et al., 2022),
clinical environment accommodations, targeted funding
(den Houting & Pellicano, 2019) and research particularly
on the high rates of co-occurring health and mental health
conditions and the development of clinical care pathways.
Recently, a National Roadmap for Improving the Health of
People with Intellectual Disability (Department of Health,
2021) was released in Australia. A similar national road-
map is needed to address the current unmet health needs of
autistic adults. Roadmaps such as these identify and imple-
ment specific models of care to support healthcare practi-
tioners to deliver quality care, and ensure that the health
needs of the target population are met. We are hopeful that
recent moves towards an Australian national autism strat-
egy (Autism CRC, 2022) includes mandates to improve
service delivery, as does the United Kingdom Autism Act
(All Party Parliamentary Group on Autism, 2019).

In the delivery of healthcare to autistic people, environ-
mental adaptations could be implemented to reduce barri-
ers to healthcare. Example interventions include allowing
extra time for an appointment, reducing sensory stimuli
and delivering health-related information in an accessible
way for autistic people (Nicolaidis et al., 2014). Strategies
such as allowing additional time, providing detailed expla-
nations of what will occur during a healthcare visit and
warning the patient before physically examining them are
included recommendations in the Academic Autism
Spectrum Partnership in Research and Education health-
care toolkit (Nicolaidis et al., 2016). This toolkit has dem-
onstrated benefits for autistic adults in healthcare settings,

and such strategies would be appropriate to adapt to
Australian context (Kang et al., 2022). Using alternative
communication such as visual aids and assistive devices to
improve patient—provider communication may reduce bar-
riers experienced by autistic adults when accessing health-
care (Collier et al., 2010; Drainoni et al., 2006).

Practitioner training is another key component to acces-
sible healthcare for autistic adults and should occur prior
to entry into the workforce. Practitioner education needs to
address knowledge gaps in health professionals on autism,
disability and how to relate to autistic people in healthcare
contexts and inclusive curriculum development and educa-
tional approaches are key. Training to improve healthcare
for gender-diverse people is also needed. The ALSAA
RAN suggested taking a pro-active approach to training
health professional training will limit the passive influence
of ignorance on these matters. Such training will play a
role in tackling the broader systemic barriers facing gen-
der-diverse people (Rider et al., 2019). Improving health-
care access is also contingent on improving social supports
available for autistic adults. Connecting autistic adults to
appropriate social support may improve quality of life and
reduce some of the associated barriers with accessing
healthcare (Tobin et al., 2014).

Strengths and limitations

A key strength of the study was collection of data from a
large nationwide sample; however, some limitations must
be noted. Although the survey could be completed self-
paced across multiple sessions, the length of the ALSAA
survey likely was a barrier to some potential participants
and likely also affected the amount of missing data. Despite
nationwide sampling, autistic adults with intellectual disa-
bility were underrepresented, and as reported elsewhere
(Arnold, Foley et al., 2019; Harvery et al., 2021), our sam-
ple had slightly above average education and socioeconomic
status. However, this highlights that autistic adults even in
less-disadvantaged circumstances experience significant
barriers to access healthcare. Although autistic adults in our
sample reported very high rates of mental illness as is noted
in the literature, non-autistic participants also reported
somewhat elevated rates in comparison to Australia popula-
tion figures, which may suggest self-selection bias for the
non-autistic sample, though again highlights the great
increase in barriers experienced by our autistic compared to
non-autistic participants. The survey requiring sufficient
English language skills also affected sampling, with ethnic-
ity appearing slightly less diverse than the Australian popu-
lation. It is likely that people without English language skills
would experience compounding barriers in the Australia
healthcare system, and these Australian autistic adults have
not been represented in our study.

This study included both participants who have been
formally diagnosed with autism, and those who have not
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been diagnosed, however identify as being autistic. Prior
to improvements in diagnostic tools and greater autism
knowledge, many autistic adults went undiagnosed as chil-
dren and remain undiagnosed in adulthood (Evans, 2013;
Lai & Baron-Cohen, 2015). For this reason, those who
have not been formally diagnosed were invited to partici-
pate in the study, though only constituted a small propor-
tion of the sample. Future studies should consider that
self-identifying autistic adults may not have the same legal
basis to reasonable adjustments in accessing healthcare,
which brings into consideration universal design versus
specific accommodations. While quantitative data allowed
researchers to determine associations between predictors
and healthcare access barriers in a large sample of autistic
adults, qualitative data may provide rich information and
insight into the lived experience of autistic adults access-
ing healthcare. Qualitative studies are important to further
this research and our understanding of the difficulties
faced by autistic adults. Overall, our findings could pro-
vide helpful insights for conducting a thorough realist
evaluation into barriers to healthcare for autistic adults.

The majority of participants within this study identified
as female. Frequently autism survey research has demon-
strated a ‘reversed sex-ratio’ where female participants are
overrepresented (Redgaard et al., 2022). It has been sug-
gested that autistic females experience autistic symptoms
which are not represented in the current diagnostic criteria
and therefore there may be more autistic females than pre-
viously realised. Another possible reason for the discrep-
ancy between genders is that females are more likely to
respond to surveys (Arnold, Foley et al., 2019). Overall,
results must be interpreted with consideration of the sam-
ple gathered, and particularly may not be easily general-
ised to autistic males. Future research particularly should
attempt to sample autistic adults with intellectual disability
and those less likely to engage in primarily online survey
research. Finally, although an inclusive research approach
including consultation with autistic adults was employed,
ideally future research will utilise autistic researchers and
peer researchers, as co-production may further improve
the depth, understanding and nuance of interpretations
(den Houting et al., 2022).

Conclusion

This study found Australian autistic adults experience
greater barriers to healthcare than Australian non-autistic
adults. Greater disability, higher levels of anxiety, less sat-
isfaction with social supports and gender diversity were
associated with greater barriers to accessing healthcare in
our sample of Australian autistic adults. Our findings high-
light the need for interventions to assist healthcare facili-
ties in meeting the needs of autistic individuals. Such
interventions may include the introduction of a roadmap
for improving healthcare for autistic adults, as well as new
policies to advocate for the rights of people with a

disability. The findings of this study also demonstrate a
need for further research into the experiences of autistic
adults with healthcare, in a field which is dominated by
pacdiatric research efforts. Further research in an
Australian context is also required, with most knowledge
to date generated in healthcare systems in other jurisdic-
tions, which have important differences to the Australian
environment.
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