
EHE Research - Powered by YOU
You can participate in vital Epithelioid 
Hemangioendothelioma (EHE) research by 
joining the EHE Global Patient Registry and 
detailing your unique experience in a natural 
history study of EHE.

Because EHE is so incredibly rare, this 
is a powerful opportunity for you to 
directly impact EHE research to improve 
understanding of this ultra-rare cancer 
and accelerate research toward improved 
treatments and ultimately a cure. 

How to Join
1. 2. 3.

EHEregistry.iamrare.org
JOIN TODAY

JOIN TODAY

Visit
EHEregistry.iamrare.org
to create your profile.

Consent to provide 
your information to 

the registry.

Answer questions about 
your EHE experience, such 

as symptoms, diagnosis 
and treatment.

The EHE Global Patient Registry is hosted by the National Organization for Rare Disorders (NORD®) on the 
IAMRARE® secure platform, and is sponsored by The EHE Foundation, a 501(c)(3) organization dedicated to 
pursuing effective treatments for EHE and supporting patients and their families. To learn more visit fightEHE.org.

Who can join the Registry?
Anyone diagnosed with EHE 
anywhere in the world, including:

 9 Adults

 9 Children or minors 
(represented by a parent or 
guardian)

 9 Deceased persons 
(included by a legal adult 
representative)


