Supporting those affected by Erdheim-Chester Disease worldwide!

What's Inside
EC D Medi Col 2019 Medical Symposium Regjistration

New ECD Trials

Professi OnOI N ews ENDO [Expo Participation

Rare Disease Day

2019 ECD Medical Symposium

Milan, Italy | July 10-12, 2019

REGISTER

LEARN MORE

SUBMIT ABSTRACT

Drug Trial News

United States and France

MD Anderson Cancer Center in Houston, Texas '-!
takes lead on Dabrafenib and Trametinib drug sy

trial. =4 _ @

W ho: ECD patients with BRAF V600 mutation who hav e not —— "*\
previously been tfreated with a BRAF- or MEK-inhibitor and are 18-years or older.

W hat: Phase Il Clinical Trial for ECD patients to be treated with Dabrafenibb and Trametinib.
W hen: The frial is currently open for enroliment. Patients can receive treatment with
dabrafenib and tframetinib for up to 12 months. Then patients will be followed and if their
disease worsens within 48 weeks then the treatment can be restarted.

W here: MD Anderson Cancer Center in Houston, Texas
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For more information contact: Principal Investigator at flanku@mdanderson.org or Study
Coordinator at aadat@mdanderson.org

Press Release
Clinical Trial Webpage

Pitie Salpétriere Hospital in Paris, France opening a new ftrial soon!

W ho: All patients with L or R group histiocytosis, including ECD and LCH or RDD, without the
BRAF V600 mutation.

W hat: No cost for European patients (All French and EU patients are welcome if they meet
the inclusion criteria.)

W hen: Open enroliment will begin March 2019.

W here: The trial will be held at Pitie Salpétriere Hospital in Paris, France.

For more information, contact: Principal Investigators at julien.haroche@aphp.fr or
fleur.cohen@aphp.fr

ECD TRIALS ECD REGISTRY

Rare Disease Day
February 28, 2019

How can you get involved with this
national movement to bring awareness to
the 7,000+ rare diseasese

Here are some resources to get your feam
involved in the Rare Disease Day coming
soon!

Submit picture of Enter a coloring Submit a
you or your team contest - for all #ShowYourRare

with this flyer! ages! face painting!

Are you attending the annual
Endocrine Society conference?

LOCATION
New Orleans, LA

DATE AND TIME
03/23/19 -03/25/19

The ECDGA will be hosting a booth at the ENDO Expo. This is a great
opportunity to collaborate and we hope to see you there!

I II'|MIaybe


mailto:FJanku@mdanderson.org
mailto:aadat@mdanderson.org
http://erdheim-chester.org/wp-content/uploads/2019/01/FINAL-Press-Release-Dabrafenib-and-Trametinib-Trial.pdf
https://www.clinicaltrials.gov/ct2/show/NCT03794297?term=dabrafenib&cond=Erdheim-Chester+Disease&rank=1
mailto:julien.haroche@aphp.fr
mailto:fleur.cohen@aphp.fr
http://erdheim-chester.org/studies-trials/
http://erdheim-chester.org/patient-registry/
https://files.constantcontact.com/5f63aaef201/a6157a9d-7ce7-4e43-9a19-eae31664fbb7.pdf
https://files.constantcontact.com/5f63aaef201/e8fac6e9-359c-4600-b5a6-a2522060986a.pdf
mailto:chesnee.green@erdheim-chester.org
https://campaignlp.constantcontact.com/forms/response?id=3PTuLAbEfD4r392wi3yoJQ6qNanvR5EL_ZUdpHxwqw6tdubnzAXdNjxCB-45hqTS_lHJ_-hqDXMYmvTozJ3cdVrepQXJdta0Lx8wpPlYs3jFc-BTna4dmePKB2Br3Qfa8dxeiYhV70diLWVCDRzXZfm6prSj1AmH9jet4fqBQsxhDP_RFN_9LoG714jYpbryuzWk_BooTyXXN6S9LkQxSg&encVer=1&c=$%7BContact.encryptedContactId%7D&ch=$%7BContact.encryptedChannelId%7D

Ible can't
themzke
it

erdheim-chester.org | DONATE: fundECD.org

00000


https://campaignlp.constantcontact.com/forms/response?id=3PTuLAbEfD4r392wi3yoJQ6qNanvR5EL_ZUdpHxwqw6tdubnzAXdNjxCB-45hqTS_lHJ_-hqDXMYmvTozJ3cdVrepQXJdta0Lx8wpPlYs3jFc-BTna4dmePKB2Br3Qfa8dxeiYhV70diLWVCDRzXZfm6prSj1AmH9jet4fqBQsxhDP_RFN_9LoG714jYpbryuzWk_BooTyXFYMefTsr-aw&encVer=1&c=$%7BContact.encryptedContactId%7D&ch=$%7BContact.encryptedChannelId%7D
https://campaignlp.constantcontact.com/forms/response?id=3PTuLAbEfD4r392wi3yoJQ6qNanvR5EL_ZUdpHxwqw6tdubnzAXdNjxCB-45hqTS_lHJ_-hqDXMYmvTozJ3cdVrepQXJdta0Lx8wpPlYs3jFc-BTna4dmePKB2Br3Qfa8dxeiYhV70diLWVCDRzXZfm6prSj1AmH9jet4fqBQsxhDP_RFN_9LoG714jYpbryuzWk_BooTyWrUSvPlZJhEA&encVer=1&c=$%7BContact.encryptedContactId%7D&ch=$%7BContact.encryptedChannelId%7D
https://www.facebook.com/ErdheimChesterDisease
https://twitter.com/@ECDGA
https://www.instagram.com/erdheim_chester/?hl=en
https://www.linkedin.com/company/erdheim-chester-disease-global-alliance-npo
https://www.youtube.com/channel/UCYR3skRhqAFWC5PTOGv34JQ

