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Erdheim-Chester Disease Global Alliance

Xavier Solanich, MD, PhD
Bellvitge University Hospital

Host of the 

10th Annual Erdheim-Chester Disease Global 
Alliance Patient and Family Gathering
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Insert slides from Barcelona and the Bellvitge University Hospital 
to welcome everyone to the city and the hospital

Erdheim-Chester Disease Global Alliance
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Erdheim-Chester Disease Global Alliance

Juvianee Estrada-Veras, MD
Board of Directors, ECD Global Alliance

Medical Genetics and Genomic Medicine 
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Conference Host
Xavier Solanich, MD, PhD

Thank You!

Planning committee
• Paul Hendrie, MD, PhD

• Juvianee Estrada-Veras, MD

• Adria Badoch Zambrano

• Belinda Cobb
• Renita Page

• Diane Schriner

• Kathy Brewer

• ECDGA MAB Members

• Patient & Family members who 
participated in the planning 
survey

• All speakers who generously 
donate their time

PFG Sponsor
Fr. Charles Balnaves

In memory of his wife,
Tanya
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ECD Global Alliance Formation

Treatments? = 
Research

Doctors? = 
Education

Understanding? = 
Support

Diagnosis? = 
Awareness

Before 2009….
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Apoyo Investigación Educación Concienciación

Support Research Education Awareness

Soutien Recherche Éducation Sensibiliser

Unterstützung Forschung Ausbildung Bewusstsein

Supporto Ricerca Istruzione Consapevolezza

ECD Global Alliance Mission
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2007

• 1st 
Treatment:  
Interferon  

2008

•ECDGA 
Founded

2011

•Natural 
History

2012

•Mutation  
Discovered

2013

• 1st ECD 
Conference

2014

•Registry 
Created

2015

•Care 
Centers

2016

•ECD = 
Cancer

2017

•US:  FDA 
Approval - 
Vemurafenib

2021

•NCCN 
Guidelines

2022

•US:  FDA 2 
Approval - 
Cobimetinib

Future

• Improved 
Health

ECD Timeline:  1930 – First Described to Now

1930:  ECD First Described 



Number Registered ECD Patients by Country/State &  41 Care Centers (   )
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ECDGA Programs

Patient 
Navigator

Online Chats Webinars Annual 
Conference

Care Center
Referral Network

Research
Funding

Research
Recruitment

Education Awareness
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Today’s Focus

Make Friends

Offer Ideas

Be Part of the 
Community

Listen

Learn

Ask Questions
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