RARE DISEASE DIGITAL EDUCATION:

A Pathway to Improved Quality of Care and a Shorter Time to Diagnosis
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WHY DOES RARE DISEASE EDUCATION MATTER? R
1 in Americans have a rare disease ﬁ
|

1 0 More than half are children

7 000 Rare diseases identified 7-8 Years to diagnosis
~ 7 90% Without FDA-approved treatment

THE IMPACT OF RARE DISEASE DIGITAL EDUCATION
5, 500+ 43 Educational 42% Of those program

sessions outcomes were presented at
HOURS major healthcare conferenes

76% HCPs reported positive impact
\o/ on clinical practice
\/ HCPs reported positive impact on

60%
Hours of rare patient experience & outcomes

disease education



“Accessible, online rare disease education aims to shorten the time to diagnosis and
improve quality of care. Alongside NORD's network of 330 disease-specific member
organizations, we will continue to deliver actionable rare disease education to HCPs and
patients to improve patient outcomes and the lives of rare families.”

Katie Kowalski, NORD Associate Director of Education Programs
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Data was collected from a year-long PlatformQ Health / NORD joint initiative to produce a multitude
of digital resources for HCPs, patients, and families. Have any questions or want to work with us?
Email PlatformQ Health at digital@platformg.com or NORD at info@rarediseases.org.



