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In 2019 the rare disease 

community passed bill SF973 

calling for the creation of a Rare 

Disease Advisory Council. 

The bill passed unanimously and 

was endorsed by 42 organizations 

across patient advocacy groups, 

hospital systems, industry, and 

medical associations…

the Chloe Barnes Advisory Council 

on Rare Diseases was formed. 

ABOUT THE COUNCIL
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The Chloe Barnes Advisory Council on Rare Diseases has 
been ‘diagnosing’ the rare disease patients’ barriers to care 
in Minnesota since 2019. 

Made up of 24 members that span five health care 
institutions and multiple patient groups, the vision of the 
Council is a society where every patient with a rare disease 
has access to a timely diagnosis, appropriate care, and 
effective treatment. 

Recognizing persistent barriers to health care for the rare 
disease community, the council needed health care access 
research to effectively change the trajectory of rare disease 
patients’ diagnosis odyssey.
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KEY TAKEAWAYS

Rare Disease Frontline Provider Survey
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