
“The Long Road to a 
Rare Disease Diagnosis”

“Many patients notice
unusual symptoms — but

they often seem unrelated or
mild.”

“On average, a rare disease
patient sees 7+ doctors
before getting a correct

diagnosis.”

“Delays in diagnosis affect
quality of life, access to care,

and emotional wellbeing.”

Let’s create:
More awareness among doctors
Better access to genetic testing
Patient support networks
Newborn screening 

  (for certain diseases)


