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Why this matters: Adults with Down syndrome (DS) are living longer, and require healthcare to manage age
related and co-occurring conditions. Two important health care resources for people with Down syndrome
are specialty intellectual and developmental disability clinics and primary care providers. Specialty clinics
provide comprehensive, multidisciplinary care tailored to people with Down syndrome, and primary care
providers provide ongoing preventative and routine care. Studies suggest that few adults with Down syndrome
in the US receive the healthcare that they need, and many intellectual and developmental disability clinics
only serve children, leaving adults without specialty care. People with Down syndrome can live in health
deprived areas where limited healthcare resources make it challenging to access the comprehensive care
needed to support increasing life expectancy in this population. It is important to examine specialty clinics
and primary care in context of what we know about how distance and access to healthcare impacts health.

Table |. Demographic Table of Medicaid adults with Down syndrome in 2019 by Distance (Quantile) and Primary Care Availability.
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specialty clinics was associated with higher mortality in
our cohort. After adjusting for age, sex, rurality, poverty level, and state-level differences, mortality was 16%
higher among enrollees in the third quartile of distance and 27% higher in those in the furthest quartile
(Quartile IV), compared to those living within 48 miles of a specialty clinic. We also found significant
distances in geographic variation in access to care. Specialty clinics were unevenly distributed across the US,
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What to do next: Please contact us at salina26@bu.edu

Figure |. Intellectual and developmental disability specialty clinic locations and density of adults with Down
syndrome in 2019 in the continental US.

or erubens@bu.edu for further questions or data
requests.
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