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NORD

The National Organization for Rare Disorders 
(NORD) is the primary patient advocacy 
organization dedicated to addressing the needs 
of individuals and families impacted by rare 
diseases through programs of advocacy, 
education, research and financial assistance 
services.
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Challenges in Rare Disease Communities

Barriers to care include access to

ωInformation

ωClinicians

ωTreatment

ωSupport



Natural History of a Disease

ά¢ƘŜ ƴŀǘǳǊŀƭ ŎƻǳǊǎŜ ƻŦ ŀ ŘƛǎŜŀǎŜ ŦǊƻƳ ǘƘŜ ǘƛƳŜ 
immediately prior to its inception, progressing 
through its pre-symptomatic phase and different 
clinical stages to the point where it has ended 
and the patient is either cured, chronically 
ŘƛǎŀōƭŜŘΣ ƻǊ ŘŜŀŘ ǿƛǘƘƻǳǘ ŜȄǘŜǊƴŀƭ ƛƴǘŜǊǾŜƴǘƛƻƴΦέ
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