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Bienvenidos Benvinguts

Welcome Willkommen

Bienvenue & B Benvenuto
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Wi-fi Password

ECDGA2025

BARCELON

10" Annual ECD Conference |“ HBeI]tVIIL e
spita




(:C)) Erdheim-Chester Disease Global Alliance

Xavier Solanich, MD, PhD

Bellvitge University Hospital

Host of the

10t Annual Erdheim-Chester Disease Global
Alliance Patient and Family Gathering
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(:C)) Erdheim-Chester Disease Global Alliance

Insert slides from Barcelona and the Bellvitge University Hospital
to welcome everyone to the city and the hospital
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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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Thank You!

Planning committee
e Paul Hendrie, MD, PhD

* Juvianee Estrada-Veras, MD

* Adria Badoch Zambrano
e Belinda Cobb
* Renita Page

e Diane Schriner

PFG Sponsor Confere?ce Host  Kathy Brewer
Fr. Charles Balnaves Xavier Solanich, MD, PhD « ECDGA MAB Members

* Patient & Family members who
participated in the planning
survey

In memory of his wife,
Tanya

* All speakers who generously
donate their time
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ECD Global Alliance Formation

Before 2009....
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Understanding? = Treatments? = Doctors? = Diagnosis? =
Support Research Education Awareness
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ECD Global Alliance Mission
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Apoyo Investigacion Educacion Concienciacion
E—
LA
| Support Research Education Awareness
v | N
I l Soutien Recherche Education Sensibiliser
- Unterstutzung Forschung Ausbildung Bewusstsein
I I Supporto Ricerca Istruzione Consapevolezza
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ECD Timeline: 1930 - First Described to Now

1930: ECD First Described

. . I . .

o st * ECDGA * Natural e Mutation * 1StECD * Registry
Treatment: Founded History Discovered Conference Created
Interferon

® = - s® [ # D
a2 »
g : s 46
4 A
\_ J . J \ J . J \_ J . J

. . e

e Care *ECD = e US: FDA * NCCN e US: FDA 2 * Improved
Centers Cancer Approval - Guidelines Approval - Health
s f* Vemurafenib Cobimetinib ® @
=5 % K5
= FDA NCCN ( ) FDA
i | | | | OED o | | fd
. y, . y, \_ J . J . J \_
BARCELON h
10th Annual ECD Conference |H“ Bellvitge
Hospital Unwer5|tar|




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

1 Canadian Care Centers
23. Edmonton, Alberta
24.  Toronto, Ontario

#

*“US Care Centers

25; Birmingham, A

26. San Diego, CA 9,

27. Stanford, CA % "

28. Denver, CO %

29. Gainesville, FL v

30. Tampa, FL ¥ .
31. Baltimore, MD i -
32. Boston, MA ,
33. Ann Arbor, M| 2
34. Rochester, MN J

35. St. Louis, MO ) j
36. NYC, NY ? 61
37 Durham, NC

38. Cincinnati, OH

39. Dallas, TX

40. Houston, TX

41. Seattle, WA

\C

1?. Linz, Austria
27 Anderlecht, Belgium
) /.~ .35 Leuven, Belgium
) \ &5
fQ)) > 4  CAEN, France
& A 5.  Dijon, France
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Australian Care Centers
22. Melbourne, Victoria
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ECDGA Programs
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Today’s Focus

A
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iiii- Make Friends
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_‘Q’_ Offer Ideas
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