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Question From Rep. Neal Dunn 
 
Genetic counselors play an essential role when there are genetic aspects to disease and conditions. 
They ensure patients and family members who would benefit from genetic testing gain access to 
appropriate testing and ensure physicians and their patients 
understand test results well. Genetic counselors also help navigate follow-up care and 
identify clinical trials that may be of benefit. Today, Medicare does not reimburse genetic 
counselor services. Should this policy change? 
 

Response from Dr. Andy Shih – Chief Science Officer, Autism Speaks 

We believe both Medicare and Medicaid coverage of genetic testing as well as genetic counseling, which 
go hand in hand, could be beneficial for many autistic people and their families. To be clear, we support 
this because we believe the knowledge gained from genetic testing and counseling can be critical to 
identifying risks and early intervention for co-occurring health conditions that autistic people experience 
at higher rates and thus help to close the significant gaps in appropriate health care access and outcomes 
that exist for autistic individuals.12 

We know from research findings that autistic people are more likely to experience a myriad of co-
occurring health conditions, including seizure disorders, gastrointestinal issues, sleep disorders, and 
mental health conditions.3 Genetic testing, particularly at a young age, coupled with genetic counseling, 
can help prepare individuals and families for navigating their future health care needs based on any risks 
identified in genetic testing. This could potentially lead to important preventive care interventions that 
could significantly improve the quality of life for many autistic people. Unfortunately, genetic testing and 
counseling is often costly, and particularly for families that rely on Medicaid as their primary health 
coverage -– this could be out of reach. We hope that the Committee will consider taking additional steps 
to ensure Medicaid coverage of both genetic testing and genetic counseling moving forward. 

Similarly, we also believe that Medicare coverage of genetic testing and genetic counseling could be 
beneficial for many autistic people. CMS data indicates that 1.6% of fee-for-service Medicare 
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beneficiaries under the age of 65 had claims with an autism diagnosis in 2018 (latest data available).4 
With the increased public awareness and diagnosis of autism in recent years, we imagine that number is 
even higher today. As CMS has pointed out in reporting the aforementioned data, adults with autism are at 
higher risk of developing other chronic conditions such as diabetes, coronary heart disease, and cancer.56 
Other recent research has shown that autistic people may be at a higher risk for neurodegenerative 
conditions, like Alzheimer’s disease.7 Thus, for those autistic individuals who did not access genetic 
testing and counseling at a young age, they could still significantly benefit from accessing these services 
as an adult Medicare beneficiary. Knowing the potential risks and available beneficial treatments for co-
occurring serious conditions like seizure disorders, cancer, or heart disease could change the trajectory of 
the care received by many autistic adults. Again, as with Medicaid, we believe Medicare coverage of 
genetic testing and genetic counseling could benefit many autistic people. 

Thank you for the thoughtful question and we would be happy to further engage with you or your staff if 
you would like further information.  
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