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12 HHT Patient Organizations

Italy (2) - France - Spain - Germany - Holland -Norway
- Sweden - Finland - Ireland - Switzerland - Denmark

Potential number of Patients Represented:

PORTUGAL

100 thousand
90% of which not yet diagnosed
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+ Initial talks in 2018 R
o HHT
+ HHT Europe meeting in Oslo SWiss
November 2018 - Rob Camp HHT
invited to present and answer ireland
questions. HHT
» Approved the creation of the sverige
CAB at HHT annuel meeting in HHT
Oslo germany
+ January 2019 HHT CAB CALL HHT

norge




HHT CAB CALL

» The HHT Europe Board developed the text of the Call; sent to POs

= The decision was made that each PO would have one delegate of their
choosing.

= It was also decided to include National HHT POs in this process therefore
the call was sent to the POs with the request to disseminate and reply with
their chosen candidate within a certain deadline.

» HHT Europe offered advice and assistance for those that had problems
finding delegates.

= In one specific case a PO had no delegate available. HHT Europe advised a
public call via social media to find members that weren’t in their more
active circle of volunteers. The Call was a success and this country found a
wonderful and expert candidate.






Strategy

protocol trials
Al aspects, Sﬁﬂaboratlon
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Challenges HHT
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+ Different levels of expertise
% Administration

+» Communicating effectively
with national POs
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