In 2015, the first rare disease advisory council was created in North Carolina as a result of the
rare disease community coming together and demanding a stronger voice in government.
With over 7000 rare diseases, it would be impossible for state legislators to understand the
challenges rare disease patients face every day around diagnosis, treatment, and access.
Additionally, state policies are often determined without consulting the individual disease
community that will be directly affected. A state rare disease advisory council provides an
avenue for all stakeholders including patients, caregivers, doctors, insurers, drug
manufacturers, and researchers to offer insight and recommendations to state elected officials
and leaders as those decisions are being considered.
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North Carolina sparked similar legislation to be enacted throughout the country. Today, with
the support of the National Organization of Rare Diseases (NORD) Project RDAC and other
patient organizations like FARA, 26 states have rare disease advisory councils with others
currently considering creating one. Kudos to the states who have acted!

A comparison state program would be a state legislative caucus. A caucus is a group of
legislators coming together around a common interest, such as rare disease. To learn more,
check out these resources from the EveryLife Foundation.
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https://nam12.safelinks.protection.outlook.com/?url=https%3A%2F%2Frarediseases.org%2Frdac-overview%2F&data=05%7C02%7Claura.preby%40curefa.org%7C3590a6e2272541d3a7fc08dc2d8213ca%7C8cc90651ee9e42a4a321f950a9f6bb10%7C0%7C0%7C638435284814224270%7CUnknown%7CTWFpbGZsb3d8eyJWIjoiMC4wLjAwMDAiLCJQIjoiV2luMzIiLCJBTiI6Ik1haWwiLCJXVCI6Mn0%3D%7C0%7C%7C%7C&sdata=fDRwb%2FleDHRUMBmuwKF82TMk%2F5JeYjsWP1qIj%2FQ4Zz4%3D&reserved=0
https://nam12.safelinks.protection.outlook.com/?url=https%3A%2F%2Fwww.curefa.org%2F%2520https%3A%2F%2Frarediseases.org%2Frdac-overview%2Frdacs-by-state%2F&data=05%7C02%7Claura.preby%40curefa.org%7C3590a6e2272541d3a7fc08dc2d8213ca%7C8cc90651ee9e42a4a321f950a9f6bb10%7C0%7C0%7C638435284814231606%7CUnknown%7CTWFpbGZsb3d8eyJWIjoiMC4wLjAwMDAiLCJQIjoiV2luMzIiLCJBTiI6Ik1haWwiLCJXVCI6Mn0%3D%7C0%7C%7C%7C&sdata=psNPRIu4vSecsXI0VoYiwgUEq9cXAGnV4oSkJ4dNIW0%3D&reserved=0
https://rarediseases.org/rare-disease-advisory-councils/map/
https://rareadvocates.org/wp-content/uploads/2020/06/RDLA-Tip-Sheet-State-Caucuses.pdf
https://rareadvocates.org/wp-content/uploads/2020/09/RDLA-Tip-Sheet-Caucus-and-Councils.pdf

