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Agenda

Despite decades of policy advancement, the U.S. healthcare system remains struc-
turally unprepared to meet the complex needs of adults with autism and/or I/DD, 
including individuals with profound autism. Barriers to access, workforce prepared-
ness, care coordination, insurance design and crisis response can leave individuals 
and families relying on reactive and high-cost points of care instead of timely, pre-
ventive and appropriate healthcare services. These patterns are not solely the result 
of individual provider limitations but also broader policy and system design that have 
shaped how care is financed, delivered and accessed over time.

The following recommendations are a direct result of the qualitative data collected in 
the study, in conjunction with historical considerations, the current governance con-
text and salient points from interviews with participants. These recommendations are 
not intended to be exhaustive. This agenda calls for a shift toward policies promot-
ing effective and supportive healthcare models for adults with autism and/or I/DD.

Infrastructure and Integrated Care

•	 The one-stop-shop: Construct and promote integrated care models where multiple 
needs are met in a single location to ease difficulties associated with the coordi-
nation of care.

•	 Cross-sector collaboration: Formalize community partnerships and collaborations 
among service sectors for optimum information sharing.

•	 Sensory-friendly physical spaces: Expand sensory-friendly environments in both 
medical and public safety settings.

Healthcare System Reform

•	 Categorization as medically underserved: Categorize people with autism, pro-
found autism and/or I/DD as medically underserved to unlock federal resources 
and elevate reimbursement rates for those with public insurance.

•	 Insurance reform: Expand the range of services, tools and aids covered by insur-
ance, including respite care, car seats and therapies beyond ages 21 or 22. Insurance 
coverage should distinguish between individuals with low support needs and those 
with high support needs and profound autism to enable them to receive the nec-
essary services.
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•	 Alternative payment models: Explore opportunities around the use of capitation 
rates or population-based value care instead of fee-for-service "micro-transactions." 
Expand appropriate risk assessment measures and contingencies to reduce pro-
vider discrimination against medically complex individuals with autism and/or I/DD.

•	 Reduced administrative burden: Transfer responsibility for prior authorizations 
from providers to insurers. By accepting signed justifications as final or using inde-
pendent insurance investigators to verify claims, the system can reclaim provider 
time for patient treatment instead of administrative negotiation.

•	 Standards of care: Create formal, clinical standards of care specifically for the med-
ical treatment of adults with autism, profound autism and/or I/DD.

•	 Information sharing: Implement a shared database for medical records and spe-
cific accommodation needs across service areas.

Provider Education and Workforce Development

•	 Medical school incentives: Establish loan-repayment programs for medical students 
in exchange for service commitments to serving individuals with autism and/or I/DD.

•	 Systemic training: Increase education and training requirements via accrediting 
bodies and/or legal policies to prepare health and public safety professionals to 
effectively serve adults with autism and/or I/DD.

•	 Specialized care roles: Employ dedicated care coordinators to assist providers 
in navigating complex medical systems, such as negotiating insurance coverage.

Public Safety and Crisis Intervention

•	 Use-of-force guidelines: Develop use-of-force guidelines for law enforcement 
that take into consideration interactions with the autism and/or I/DD community.

•	 Crisis and legal support: Strengthen behavioral health crisis intervention teams 
to reduce emergency service utilization. Expand legal resources, similar to mental 
health courts, to provide alternative service-oriented pathways. Allow emergency 
medical services and fire departments to transport individuals to crisis centers and 
hospitals to reduce emergency department use.

•	 Safety programs: Broaden the Be Safe and Blue Envelope programs (or similar 
registries/programs) since participants reported the benefit and efficacy of these 
models in enhancing healthcare experiences for adults with autism and/or I/DD.


