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Note on language

• Autistic
• ASD and the autism spectrum
• Current commentary on language

– Bottema-Beutel et al., 2020
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Bottema-Beutel, K., Kapp, S. K., Lester, J. N., Sasson, N. J., & Hand, B. N. (2020). 
Avoiding ableist language: Suggestions for autism researchers. Autism in Adulthood.



Life Course Outcomes Research

• Public health approach
– Understand experiences and improve 

outcomes on a population level
• Life course science related to health 

– the path of each person’s health is shaped by 
their health trajectory, risk factors, and 
exposures encountered throughout life, plus 
positive health experiences and 
improvements 
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Building gauges

• Using existing national data, capitalizing 
on money already spent

• Creating information products that are 
accessible, understandable, and impactful

• Identifying gaps in data between available 
vs. needed 
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Why focus on health? 
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Why focus on health care?

• Health care impacts health
• Health policies and insurance impact 

health care
• Health services and reimbursement 

patterns are not optimized for 
comprehensive care
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National attention on health

• HRSA re-investment in the AIR-P research network 
• Autism CARES Act 2019 requires a report be submitted 

to congress on the health and well being of autistic 
people 

• Interagency Autism Coordinating Committee (IACC) in 
the US Department of Health and Human Services 
convened a subcommittee to address the health needs 
of autistic people

• National research attention on health starting to identify 
the importance of the issue
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Need for this report

• Autistic people often have complex health needs.
• May use health care more often and have higher health 

care costs.
• Emergency department visits and inpatient 

hospitalizations occur more often.
• Even when autistic people access care, they have more 

unmet health care needs.
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Need for this report: context

• Social and political factors influence health and health 
services.

• Race and ethnicity influence health and health services.
• Health and healthcare needs change across the life 

course, experiences in early life have long-term impact.
• Differences between pediatric and adult health care 

may be challenging.
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Purpose

• Catalogue health and health care in 
autistic people across the lifespan 

• Highlight inadequacies in current care 
systems

• Support recommendations for 
improvements in health and health care
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Topics covered

• Overall health
• Health services
• Medication
• Insurance
• Accessing services

16



Findings highlighted

• Healthcare transition
• Primary care gaps
• Racial and ethnic disparities
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Data sources

• National Survey of Children’s Health 2016-2018
• Medical Expenditure Panel Survey 2013-2017
• National Inpatient Sample 2017
• Kaiser Permanente Northern California previously 

published research—co author Lisa Croen 
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Comparisons 

• Throughout the results, you’ll see comparisons to 
– Children with special health care needs (CSHCN)
– Children with no special health care needs (SHCN)
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Winding roads ahead
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Findings: Overall health
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Overall health
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Oral health
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CSHCN stands for children 
with special health care needs 



Impact on ability to things
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Co-occurring conditions
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Co-occurring conditions 
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Kaiser: transition-age youth (TAY)
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Kaiser: Adult co-occurring conditions
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Findings: Health Services
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Healthcare visits
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CSHCN stands for children 
with special health care needs 



Healthcare visits
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Usual care and a personal doctor
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Mental health care

33



Expenditures
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Healthcare transition
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Kaiser: Adult preventive services
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Inpatient stays
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MBND stands for mental, behavioral, and 
developmental disabilities other than autism



Inpatient stays
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Findings: Medication
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Prescription medications
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CSHCN stands for children 
with special health care needs 



Prescription medications
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Medications for autism
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Emotion, concentration, and behavior
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Expenditures
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Kaiser: Adult medication
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Findings: Insurance
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Type of insurance 
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CSHCN stands for children 
with special health care needs 



Insurance to meet needs
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Paying for healthcare 
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Paying for hospital stays
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MBND stands for mental, behavioral, and 
developmental disabilities other than autism
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Findings: Accessing Services
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Care coordination

52

CSHCN stands for children 
with special health care needs 



Care coordination
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Coordination efforts 
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Referrals 
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Comprehensive care: medical home
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Frustration in getting services
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Need for more services
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Kaiser: support for autistic patients

59



November, 2020

Examining a few key 
findings across topics
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Health care transition

• Fewer than 1/3 of autistic youth work with 
their provider to 
– Understand the changes at age 18
– Create a written plan for transition
– Discuss switch to an adult health care 

provider
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And who do they transition to? 

62



Primary care gaps

• Unmet need for mental health services
• Cervical cancer screenings were less common in 

autistic women than in other women
• Emergency department and inpatient hospitalizations 

were not more common in autistic children than CSHCN
• But… the most common hospitalizations for autistic 

children and adults were for conditions that could be 
managed in primary care
– Mood disorders
– Epilepsy
– Asthma 
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Racial and ethnic disparities

• ADHD and anxiety were more commonly 
reported in white, non-Hispanic children 
than in children of any other race or 
ethnicity. 

• Asthma and developmental delay were 
the most common in black, non-Hispanic 
children.
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Racial and ethnic disparities

• Half of families of black autistic children had 
trouble paying for their medical care. Compared 
to 24-38% of other families  
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Racial and ethnic disparities
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Conclusions

• Health services and intervention can positively 
influence health…just as lack of these can lead to poor 
health.

• This report highlights the need for improved health 
and health care in autistic people of all ages. 

• Race and ethnicity are associated with worse health 
and poorer services in autistic children. 

• The general trend was that autistic people receive 
more services, spend more on health care, and use 
more medications than peers. 
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Conclusions

• Complex healthcare needs makes comprehensive care 
more important and more difficult for autistic people. 

• Barriers to comprehensive care may cause worse 
health as seen compared to peers. 

• Providing more appropriate care and reducing barriers 
to accessing care can lead to better health and less 
emergency health care utilization. 
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Recommendations 

More work is needed to understand why health and health 
services are worse for people on the spectrum than their 
peers, and to determine how to improve services to 
increase levels of health 
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Recommendations 

• First, we must begin by embracing the idea that all 
types of health are important. 
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Recommendations

• Second, we need more focus on coordinated care to 
improve health. 
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Recommendations

• Third, we must do a better job of addressing 
persistent racial and ethnic disparities. 
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Recommendations

• Fourth, we need to assess the impact of healthcare 
disruptions and COVID-19 on autistic people.
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Recommendations

• Finally, we end by highlighting the need for more 
data. 
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Full report available
drexel.edu/AutismOutcomes/NAIRhealth



Contact Us: AIRP@mednet.ucla.edu

AIRPnetwork.ucla.edu

Feedback Survey:

Thank you!

mailto:airp@mednet.ucla.edu
https://airpnetwork.ucla.edu/
https://uclahs.az1.qualtrics.com/jfe/form/SV_3Ldkkl97ew0MGUZ
https://uclahs.az1.qualtrics.com/jfe/form/SV_3Ldkkl97ew0MGUZ
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