
Disparities in Autism Diagnosis & Care

David S. Mandell, ScD



What do we mean by disparities?

• "...racial or ethnic differences in the quality of healthcare that are not 
due to access-related factors or clinical needs, preferences, and 
appropriateness of intervention." Institute of Medicine's Unequal 
Treatment: Confronting Racial and Ethnic Disparities in Health Care
(2003)

• "...differences in the incidence, prevalence, mortality, and burden of 
diseases and other adverse health conditions that exist among specific 
population groups in the United States.” National Institutes of Health 
(NIH) Strategic Research Plan to Reduce and Ultimately Eliminate Health 
Disparities (2000)

http://www.iom.edu/report.asp?id=4475
http://www.nih.gov/about/hd/strategicplan.pdf


How do we conceptualize the study of disparities?

Kilbourne AM, et al. Advancing health disparities research within the health care 
system: a conceptual framework. Am J Public Health. 2006;96(12):2113-21.



From detecting to understanding to reducing

• Detecting disparities in:
• Diagnosis
• Access to treatment
• Quality of treatment

• A conceptual model for understanding reasons for 
disparities

• Strategies for disparity reduction
• Caregiver empowerment
• Band Aids on a broken system
• Systemic change



Disparities in Identification

Du

Durkin et al. (2018). American Journal of Public Health. 



Disparities in Identification
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Disparities in Age of Diagnosis

• African American = white
• Mandell et al. 2005; Goin-Kochel et al., 2006; Perryman 2009; Adelman 2010; 

Mazurek et al., 2014 
• African-American > white 

• Mandell et al., 2002; Rosenberg et al., 2011; Valicenti-McDermott et al., 2012
• w/ ID, African > white (Wiggins 2006)
• Non-white > white (Fountain et al., 2011)
• “other races” > white (Shattuck et al., 2009)
• White > “visible minority” (Coo et al., 2012) 
• Hispanic = white

• Mandell et al., 2005; Adelman 2010; Rosenberg et al., 2011
• Hispanic > white 

• Shattuck et al., 2009; Fountain et al., 2011; Valicenti-McDermott et al., 2012 

Daniels & Mandell (2014). Autism. 18(5):583-597



Disparities in Education Classification
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Why Education Classification Matters

Krezmein et al. (2017). Journal of Intellectual Disability Research

Suspension Rates in
Maryland by Race
& Disability Group



Disparities in Perceived Health Care Needs
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Disparities in Service and Medication Use

Liptak GS et al. Disparities in diagnosis and access to health services for children with autism: data from the National 
Survey of Children's Health. J Dev Behav Pediatr. 2008;29(3):152-60.
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http://www.ncbi.nlm.nih.gov/pubmed?term=%22Liptak%20GS%22%5BAuthor%5D


Shattuck PT et al. Arch Pediatr Adolesc Med 
2011;165:141-146.

Post-High School Services



What Causes Disparities? 

“We don’t need yet another paper showing yet another disparity in health care.” 
David Asch to a young post doc proud of his first first-authored publication 



Parent knowledge?

Katherine E Pickard, and Brooke R Ingersoll Autism 
2015;1362361315569745



Parent endorsement of concerns

Donohue et al. (2019) Autism.



Building Better 
Bridges



Doctor-Family Communication



Make it Easier to Diagnose





Philly AIMS Schools



Policy Changes: Autism Medicaid Waivers

• Designed to keep people 
out of institutions

• Can expand eligibility
• Can expand covered 

services
• Require states to set:

• Enrollment caps
• Spending caps

• Are binding



Waivers Reduce Unmet Need in Children with ASD
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Where do we put our resources?

Systematic reform > change provider behavior > 
Band Aids > change parent behavior

But most importantly, reducing disparities is 
about partnering with the communities we 
Want to help. 



THANK YOU.
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