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SOURCES

  PROBLEM:
Local care models often applied to broad diseases 
can be unsuitable or even infeasible for rare disease 
patients who may have to travel long distances, 
sometimes with bulky specialized equipment such as 
respirators, to see specialists at rare disease Centers 
of Excellence1. For patients with rare diseases, 
telehealth is a currently underutilized tool that 
could address the challenges of wide geographic 
dispersion, travel burden, and access to specialists4. 
Lessons from COVID-19 suggest that telehealth 
is a tool that can help more patients access high 
quality, appropriate care regardless of their 
geographic location, their ability to attend in-person 
appointments, or their condition. 

While states mandate that Medicaid and private 
insurers provide coverage for telehealth to the same 
extent as coverage for in-person / local carepayer 
and access trends in telehealth vary widely with 
no two states defining, reimbursing, or regulating 
telehealth in the same way3,4,5,6.

DEFINITIONS 
Centers of Excellence: Specialized programs 
within healthcare institutions which supply 
exceptionally high concentrations of expertise 
and related resources centered on particular 
medical areas and delivered in a comprehensive, 
interdisciplinary fashion.

   SOLUTION:
Standardized coverage across all states to non-
conventional channels for healthcare delivery, like 
telehealth and specialty care pharmacies, to ensure 
equitable delivery of care and reduce care burden 
for rare disease patients. This includes adopting 
best practices observed and making flexibilities and 
expanded services applied to telehealth during the 
COVID-19 pandemic permenant.

Variability in care and access to care across state lines can 
also be addressed by managed care policies that seek to 
reduce variability and better align care approaches to the 
specific needs of rare disease patients.
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