Show your stripes: One family’s rare disease journey

“They told us any one of these things, we're not too worried about. But the fact that they saw a// of these
little things, they were suspicious there might be some sort of genetic diagnosis.” (:13)
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“Unfortunately, it's a terminal disorder. It's one that doesn’t really have any effective treatment or cure.”

“The foundation of what we do is connecting families who have this shared experience. We also do a lot of
fundraising for research to find a potential treatment or cure.” (:14)

“Chances are, we know someone in our community who is impacted by a rare disease. All of us can be
advocates by supporting our local families. Get to know them and understand their disorder, their
challenges and more importantly how to help.” (:29)



