
E C D  G L O B A L  A L L I A N C E  
10 YEARS OF SERVICE

10 years

strong!

The ECD Global Alliance is a patient advocacy organization dedicated to awareness,
support, education, and research related to Erdheim-Chester Disease worldwide. The
ECDGA was founded in 2009, starting with only six people looking to help ECD patients
and caregivers like themselves.  This grass root effort has been a catalyst in bringing
about breakthroughs in knowledge and treatments over the last decade.  The work of
the organization has increased hope in the lives of ECD patients now and for the future.

www.erdheim-chester.orgwww.fundECD.org

The accomplishments of the ECD Global Alliance are the result of a strong community, willing to
join hands to fight Erdheim-Chester Disease one day at a time. There is still more work to do, but

there is hope and we will continue the fight! Thank you for your contributions!

Awarded over $650,000 to ECD
research 

 
Funded an ECD Patient Registry 

 
Hosted exhibits at three specialty
medical conferences 

 
Provided educational talks and
materials at medical schools

Served over 600 families worldwide
with information, physician contacts,
treatment access help, peer-to-peer
connections, etc. 

 
Hosted seven international patient
meetings

 
Hosted seven international medical
meetings and one US-based meeting

REACHING THE IMPOSSIBLE  TOGETHER
Here are just a few things you have helped accomplish over 10 years!

With your help, it will be possible for the ECDGA to continue to listen to the
needs of our members,  search for more answers, support more patients in more
locations, fund research and advocate for more effective treatment options. Ease
of diagnosis will be improved through awareness and education of the medical
community, all helping to create a better future for all touched by ECD.

LAUNCHING INTO THE FUTURE
What does the next decade look like for the ECDGA?


