
Empowering 
Patients   
with Rare Diseases

It can take several years 
to receive a diagnosis, 
so empowering patients on their 
journey is important.

Rare disease patients 
face many challenges, 
from getting a diagnosis to finding 
the right treatment. 

Decisionmakers can 
empower rare disease 
patients by:

Bridging the gap between 
patients and specialists 

Expanding access to genetic 
testing and counseling

Establishing a Rare Disease 
Advisory Council of advocates 
and policymakers in all states
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Rare disease 
patients deserve 
full support. 




