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Supports collecting 

race-based data 

for clients and 

families to identify 

areas for 

improvement

Highlights 

potential 

experiences of 

racialized youth 

& families

Informs clinicians 

as to how barriers 

may impact 

interactions with 

racialized clients

Relevance to Holland Bloorview

Research should explore 

the youth’s experiences
Several barriers prevent racialized youth with 

ASD from accessing high-quality ASD care

Conclusion

Improve care coordination, 

health system navigation,

and access to interpreters

Increase training and 

awareness for families

Develop trusted 

and respectful 

relationships between 

families and providers

Recommendations from 

Families

Strong Provider-

Caregiver 

Relationships

Building 

Community 

Networks

Advocating & 

Taking Action 

for their child

Facilitators

Applying the 

intersectionality 

framework resulted 

in the identification 

of indirect barriers:

• Travelling long 

distances to 

appointments

• Costs of care

Family & 

Community 

Stigma

Poor-Quality 

Provider 

Interactions

Language & 

Cultural Barriers

Stereotypes & 

Discrimination

Barriers

9 qualitative studies described barriers, facilitators, and recommendations

for accessing high-quality ASD diagnosis and services

• Physical and occupational therapy, 

behavioral and cognitive approaches

• Care coordination and health system 

navigation

Care Services (n = 22)

• Age at 

diagnosis

• Accurate 

diagnosis

Diagnosis 

(n = 17)

• Specific tools and 

overall screening

• Referrals to autism 

organizations

Screening and 

Referral (n = 5)

Identified Health Disparities

27 studies identified major health disparities and unmet needs for Black/African 

American, Hispanic/Latino, Asian, and Native American/Pacific Islander youth

86.5% of the studies were 

conducted in the U.S. One study 

had Canadian participants.

None of the

studies described experiences 

from the youth’s perspectives.

Results

Intersectionality 

Framework
Narrative 

Synthesis

Studies included 

(n = 37)

Studies excluded (n = 25)

a) no racism outcomes (n = 10)

b) wrong patient population (n = 6)

c) wrong outcomes (n = 9)

Full-texts 

screened 

(n = 62) 

Irrelevant studies

(n = 3987)

Titles & abstracts 

screened

(n = 4049)

Duplicate records 

removed 

(n = 5701)

Identification of 

studies 

(n = 9750)

Search Strategy

• Six databases (Healthstar, Embase, Ovid 

• Medline, PsychInfo, Scopus, Web of Science)

• Key terms ‘racism’, ‘autism spectrum disorder’, 

‘children/youth’

Methods

What are the experiences of racism and racial disparities in 

health care among children and youth under 25 years of age 

with ASD and their caregivers?

Research Question

However, racial disparities in 

ASD identification and care 

continue to persist

Early ASD Diagnosis Access to Therapies Improved Outcomes

What is known
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Experiences of racial disparities and 

racism in health care for youth with 

autism spectrum disorder (ASD) and 

their caregivers: a systematic review
Racialized youth with 

ASD and their 

caregivers experience 

major barriers to 

accessing ASD 

diagnosis and 

treatment, including 

stereotypes and 

discrimination, stigma 

in the family and 

community, and 

language and cultural 

barriers


