EFAPHﬁ H I Haemochromatosis

International

ssociations Patients Haemochromatosis.

THURSDAY MAy 9™ 2019, 4.30 pm— 6 PM

JOINT EFAPH AND HI ANNUAL GENERAL MEETING

Venue : The European Molecular Biology Laboratory, EMBL
Meyerhofstrasse 1, 69117 Heidelberg, Germany
ATC Building, room to be confirmed

AGM: Welcome, Administration & Elections

e Welcome (Barbara Butzeck , Paulo Santos/Dianna Prince) (5 min)

e EFAPH and HI Annual Activity Report (Francoise Courtois, Paulo Santos/Dianne Prince) and approval
(30 min)

e EFAPH and HI Financial Report (Dag Erling Stakvik, Robert Evans) and approval (15 min)

e Election of new EFAPH board and HI president-elect/new committee members (40 min)
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EFAPH ﬁ H I Haemochromatosis

International

ssociations Patients Haemochromatosis.

FriDAY MAY 10™ 2019, 8.30 AM —4.30 Pm
INTERNATIONAL HAEMOCHROMATOSIS PATIENTS’ MEETING
Venue : The European Molecular Biology Laboratory, EMBL

Meyerhofstrasse 1, 69117 Heidelberg, Germany
ATC Building, room to be confirmed

8:30—-9.30 What’s new

®  What is new in HH? Report from the Biolron Meeting 2019 (Pr Mayka Sanchez, EFAPH Scientific
Board, Spain) (15 min)

e Innovative approaches in HH-therapy (Pr Pierre Brissot, EFAPH Scientific Board, France) (15 min)

e Update of the EuroBloodNet activities (Graca Porto, EFAPH Scientific Board Pres, Portugal) (15 min)

e Discussion of three previous presentations (15 min)

9:30-10.15 Conference (Pr Paul Adams, Canada)

10.15 — 10.35 Coffee break

10.35 - 11.20 Haemochromatosis Arthropathy (HARI group)

e Update on HARI’s projects (Dr Patrick Kiely, HARI group, UK) (15 mn)
e  Outcome of ankle joint replacement (Dr Axel Braner, HARI group, Germany) (15 min)
e Questions to previous two presentations (15 min)

11.20 - 11.35 Haemochromatosis Nomenclature update (Pr Domenico Girelli, EFAPH
Scientific Board, Italy)

11.35 - 12.20 Review of 2018 by EFAPH and HI member associations (F. Courtois — Pat Evans)

12.20-13.30 Lunch

13:30-16.00 Updates & future projects

® The future of EFAPH/HI : towards a closer partnership (Dr Dianne Prince, Australia / Ketil Toska, Norway)
(20 min)

® World Haemochromatosis Week 2019 (Monday June 3rd — Sunday June 9th) and 2020? (15 min)
® Future projects continued & agreed actions (45 min)
® Otherissues

16.00 — 16.30: Concluding remarks New presidents of EFAPH and HI



