
This free online course guides learners through the basics of rare disease health data, 
preparing and empowering patients and advocates to make informed decisions, 
advocate effectively, and contribute to research.

Understanding Clinical Data
This module dives into the world of electronic 
health records (EHRs) and why they matter. 

From Records to Research:
Making Sense of Health Data for Rare Diseases

Patient-Generated Health Data
This module explores how advancements in the 
capabilities of devices, especially data storing 
and monitoring, are transforming healthcare. 

Research and Health Data
This module explores how scientists and doctors 
collect and use data to better understand diseases, 
develop treatments, and improve patient care. 

Now available on RareEDU® at Learn.RareDiseases.org


