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I love someone with autism

This is my brother, Payam

About Me
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I have no financial disclosures or conflicts of 
interest with the presented material

The views and opinions expressed in this webinar 
are my own and do not necessarily reflect those of 

my organization.

Disclosures
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This webinar will discuss sensitive and challenging topics, 

including discrimination, eugenics, and historical injustices.

Please take care of yourself and step away if needed.

Trigger/Content Warning
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Words matter

Disclosures
In this presentation, I will be using 

person-first language as it reflects the 
preference and experience of my family.

However, I understand that some 
individuals may prefer identity-first 

language. 

If you are unsure about which language 
to use, please feel free to ask. Your 

understanding and respect for individual 
preferences are appreciated.



7

Disclosures

Discussions on autism and healthcare 

equity are shaped by a rapidly 

changing political and social climate.

Policies and protections vary widely 

by state and continue to evolve.

This presentation may not reflect the 

most current or local developments.

We encourage continued awareness 

and advocacy.
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This is just the tip of the 

iceberg—disability studies is a vast and 

evolving field.

Understanding this history helps explain 

how we’ve arrived at current approaches 

to autism and healthcare equity.

First, some historical context
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Early years:
● Between 1907-1939, 32 states passed laws allowing forced sterilization 

of individuals in state institutions deemed "unfit" to parent

● In 1927, the Supreme Court ruled in Buck v. Bell that state-enforced 
sterilization of individuals deemed “feeble-minded” was constitutional, 
reinforcing eugenics policies

First, some historical context

Reilly, P. R. (2015). Eugenics and involuntary sterilization: 1907–2015. Annual review of genomics and human genetics, 16(1), 351-368.
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In 1943, Leo Kanner published the first systematic description of early 
infantile autism.

In 1950, The Arc (originally the Association for Retarded Citizens) was 
founded by parents of children with intellectual disabilities.
● Note: The term "retarded" was once commonly used but is now considered outdated and offensive. The organization has since 

changed its name to reflect respectful and current language.

In the 1950s–60s, the “refrigerator mother” theory grows, falsely blaming 
autism on cold, unloving parenting and advocating for “parent-ectomies”

First, some historical context

Harris, J. (2018). Leo Kanner and autism: a 75-year perspective. International review of psychiatry, 30(1), 3-17.

https://thearc.org/about-us/history/
Crowell, J. A., Keluskar, J., & Gorecki, A. (2019). Parenting behavior and the development of children with autism spectrum disorder. Comprehensive psychiatry, 90, 21-29.
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Civil Rights Movement (1964):
● Outlawed discrimination based on race, color, religion, sex, or ethnicity

● Included healthcare facilities that receive federal funding

● Notably, did NOT include disability status

In 1969, Judy Heumann was denied a teaching license in NY due to her use 
of a wheelchair, prompting her to file a lawsuit and later help found 
Disabled in Action (DIA), a leading disability rights organization.

First, some historical context

https://www.archives.gov/milestone-documents/civil-rights-act#:~:text=Despite%20Kennedy's%20assassination%20in%20November,theaters%2C%20restaurants%2C%20and%20hotels.
https://www.schools.nyc.gov/learning/subjects/social-studies/hidden-voices/contentdetails/hidden-voices/2024/05/20/how-judith-heumann-became-the-mother-of-the-disability-rights-movement
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Section 504 of the Rehabilitation Act (1973)
● The first federal law protecting people with disabilities, banning 

discrimination in programs receiving federal funding
● After delays in enforcing Section 504, Judy Heumann helped lead the 

504 Sit-In at a San Francisco federal building in 1977—the longest 
nonviolent occupation of a federal building in U.S. history

In 1980, diagnostic criteria for “infantile autism” was included for the first 
time in DSM-III.

First, some historical context

https://www.dol.gov/agencies/oasam/centers-offices/civil-rights-center/statutes/section-504-rehabilitation-act-of-1973
Rosen, N. E., Lord, C., & Volkmar, F. R. (2021). The diagnosis of autism: From Kanner to DSM-III to DSM-5 and beyond. Journal of autism and developmental disorders, 51, 
4253-4270.



13

The Americans with Disabilities Act (ADA) of 1990 prohibits disability 
discrimination in most public and private spaces, including jobs, schools, 
transportation, and businesses.

In 1994, diagnostic criteria for autism as a spectrum disorder was updated 
in the DSM-V.

In 1998, a since-retracted Lancet study falsely links the MMR vaccine to 
autism, fueling widespread vaccine mistrust and straining relationships 
between parents and providers.

First, some historical context

https://www.ada.gov/topics/intro-to-ada/
Rosen, N. E., Lord, C., & Volkmar, F. R. (2021). The diagnosis of autism: From Kanner to DSM-III to DSM-5 and beyond. Journal of autism and developmental disorders, 51, 4253-4270.
https://www.chop.edu/vaccine-education-center/vaccine-safety/vaccines-and-other-conditions/autism
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In 1997, Judy Singer (an Australian sociologist) was credited with coining 
the term “neurodiversity” while completing her honors thesis.

In 2000, the CDC established the Autism and Developmental Disabilities 
Monitoring (ADDM) Network to track and report prevalence data.

The Autism CARES Act (2014) replaced the earlier Combating Autism Act 
(2006), shifting from a focus on curing autism to a more inclusive approach 
emphasizing lifespan services, support, and equity. It has been regularly 
reauthorized, most recently in 2024, and continues to fund federal efforts 
through the NIH, CDC, and HRSA.

First, some historical context

https://www.theguardian.com/world/2023/jul/05/the-mother-of-neurodiversity-how-judy-singer-changed-the-world
https://www.cdc.gov/autism/addm-network/sites.html
https://iacc.hhs.gov/about-iacc/legislation/autism/cares-act-2019/
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In 2024, Title II of the ADA added clear protections requiring state and local 
governments to provide equal access to their services and programs for 
people with disabilities, preventing discrimination and ensuring 
accessibility.

Despite overwhelming scientific evidence disproving any link between 
vaccines and autism, some public figures and organizations continue to 
promote this false narrative, fueling vaccine hesitancy, public mistrust, and 
harmful stigma around autism.

Current state of things

https://www.mass.gov/info-details/americans-with-disabilities-act-ada-title-ii-digital-accessibility-information-and-requirements#:~:text=Americans%20with%20Disabilities%20Act%20Title%20II,-What%20is%20the&text=The%20ADA%20gu
arantees%20equal%20opportunity,local%20government%20services%2C%20and%20transportation.
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        Onwards…
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Medical Model
● Views autism as a disorder to be diagnosed and treated

● Focuses on symptoms, deficits, and “fixing” behaviors

Social Model
● Sees autism as a natural variation of brain development

● Attributes challenges to societal barriers

● Emphasizes changing environments and attitudes for inclusion

Models of disability
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Biopsychosocial Model
● Recognizes that autism is influenced by brain development (biology), 

individual behaviors and emotions (psychology), and societal context 

(social)

● Encourages a personalized approach to support that considers medical 

needs, mental health, and environmental adaptations

● Supports collaboration among healthcare providers, educators, families, 

and communities to address the full range of needs

Models of disability
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ASD comorbidities
● Genetic conditions (ex: Fragile X, 

tuberous sclerosis)

● Intellectual disability -> very difficult to 

assess, estimated ~30%

● Seizure disorders

● Other neurologic conditions

● Psychiatric disorders (e.g. ADHD, anxiety, 

depression, OCD)

● Gastrointestinal disorders

● Autoimmune conditions

● Sleep disturbances 

Doshi-Velez, F., Ge, Y., & Kohane, I. (2014). Comorbidity clusters in autism spectrum disorders: an electronic health record time-series analysis. Pediatrics, 133(1), e54-e63.

Khachadourian, V., Mahjani, B., Sandin, S., Kolevzon, A., Buxbaum, J. D., Reichenberg, A., & Janecka, M. (2023). Comorbidities in autism spectrum disorder and their 
etiologies. Translational Psychiatry, 13(1), 71.
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INTERSECTIONALITY 
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Who is effected?
Sex:
 

Gender:
 

Race:
 

Maenner, M. J. (2023). Prevalence and characteristics of autism spectrum disorder among children aged 8 years—Autism and Developmental Disabilities Monitoring Network, 11 sites, United States, 2020. MMWR. Surveillance Summaries, 72.
Alaghband-Rad, J., Hajikarim-Hamedani, A., & Motamed, M. (2023). Camouflage and masking behavior in adult autism. Frontiers in psychiatry, 14, 1108110.
Kallitsounaki, A., & Williams, D. M. (2023). Autism spectrum disorder and gender dysphoria/incongruence. A systematic literature review and meta-analysis. Journal of Autism and Developmental Disorders, 53(8), 3103-3117.

Male predominance (4:1) -> although concern for female masking/camouflaging 

High prevalence of gender fluidity & dysphoria  

 

 

Historically, overall ASD prevalence among White children was 50% higher than among Black or Hispanic 

children

While ASD prevalence in white children rose 14.6% from 2018 to 2020, it increased by more than 30% in 

Asian, Black and Hispanic 8-year-olds -> Believed to reflect improved screening, awareness, and access 

to services among historically underserved groups
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80% of autistic adults report difficulty accessing a GP (vs. 

37% of non-autistic adults)

Top barriers:
● Uncertainty about when to seek care

● Phone-based booking systems

● Communication challenges, & feeling misunderstood by providers

● Sensory overload in waiting rooms

Accessing primary care services

Doherty, M., Neilson, S., O'Sullivan, J., Carravallah, L., Johnson, M., Cullen, W., & Shaw, S. C. (2022). Barriers to healthcare and self-reported adverse outcomes for autistic adults: a cross-sectional study. BMJ open, 12(2), e056904.
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Consequences:
● Missed screenings and referrals

● Untreated conditions, often resulting in need for more intensive 

treatment

Autism-specific accommodations (e.g., text-based 

booking, quiet spaces) are essential—as vital as ramps for 

wheelchair users

Accessing primary care services

Doherty, M., Neilson, S., O'Sullivan, J., Carravallah, L., Johnson, M., Cullen, W., & Shaw, S. C. (2022). Barriers to healthcare and self-reported adverse outcomes for autistic adults: a cross-sectional study. BMJ open, 12(2), e056904.
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Calleja, S., Islam, F. M. A., Kingsley, J., & McDonald, R. (2020). 
Healthcare access for autistic adults: A systematic review. 
Medicine, 99(29), e20899.

Three major barrier categories 

identified:

Individual

● Increased health needs

● Communication challenges

● Poor transition support

System

● Limited provider knowledge

● Poor care coordination

● Stigma and lack of 

transparency

Environment

● Sensory overload

● Uncertainty around care

● Difficulty using phone 

systems
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Individuals with ASD have 2–10x 

higher mortality than the 

general population

Leading contributors:

● Epilepsy and seizures

● Suicide and accidental 

deaths

● Chronic medical conditions 

(e.g., cardiovascular, 

gastrointestinal, and 

respiratory issues)

Forsyth, L., McSorley, M., & Rydzewska, E. (2023). All-cause and cause-specific 

mortality in people with autism spectrum disorder: A systematic review. Research 

in autism spectrum disorders, 105, 102165.
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Individuals with co-occurring intellectual disability face the highest risk

Delayed diagnosis, barriers to preventive care, 

and systemic healthcare inequities likely contribute 

significantly to increased mortality risk.

Increase mortality in ASD

Forsyth, L., McSorley, M., & Rydzewska, E. (2023). All-cause and cause-specific mortality in people with autism spectrum disorder: A systematic review. Research in autism spectrum disorders, 105, 102165.
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28Doherty, M., McCowan, S., & Shaw, S. C. (2023). Autistic SPACE: a novel framework for meeting the needs of autistic people in 

healthcare settings. British Journal of Hospital Medicine, 84(4), 1-9.
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        Example:
 Pediatric Endoscopy
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ASD PRE-SCREENING PHONE CALLS
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ENDOSCOPY SOCIAL STORY
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ENDOSCOPY SOCIAL STORY
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ENDOSCOPY SOCIAL STORY
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ENDOSCOPY SOCIAL STORY
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ENDOSCOPY SOCIAL STORY
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https://bit.ly/endoscopysocialstory

ENDOSCOPY SOCIAL STORY
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1. Prepare Ahead
● Bring a written list of concerns/symptoms, medical history & medications

● Note any specific sensory or communication needs

● Request accommodations (e.g. quiet room, written instructions)

2. Communicate Clearly
● It’s okay to say, “We need more time to process this”

● Use preferred communication style (e.g. written, visual)

● Ask providers to explain things in simple, clear terms

Advocating for yourself or a loved one 
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3. Speak Up About Needs
● Share what works well (or doesn’t) in medical settings

● Remind staff of any previous experiences that were helpful

● Ask for clarification or second opinions if needed

4. Know Your Rights
● You have the right to respectful, accessible, and equitable care

● Reasonable accommodations must be provided under the ADA

● You can bring a support person or advocate to appointments

Advocating for yourself or a loved one 
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5. Follow Up
● Request after-visit summaries or written plans

● Reach out if things aren’t going as expected

● Keep a record of visits and care plans

Everyone deserves compassionate, accessible, and 

equitable healthcare— individuals with autism and their 

families are no exception

Advocating for yourself or a loved one 
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The autism community plays a vital role in shaping 

healthcare and policy by raising awareness and fighting 

stigma. In today’s challenging political climate, ongoing 

advocacy is essential to protect rights, secure access, and 

advance equity.

Together, we must fight to ensure a more inclusive future.

Next steps




