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7th November 2022 

Start Time End Time Panel/Presentation and Speakers 

09:00 09:30 

 

Welcome message by P. Fenaux , B. Gulbis, M. Mañu Pereira 

09:30 10:00 

 

Current status of ERNs and future plans by A. Arzimanoglou (ERN EpiCare) 

byGMT+2 

 

10:00 10:30 

 

ERNs Registries and the European Health data Space by F. Schaefer 

 10:30 10:45 

 

Open discussion 

 

9:00 – 10:45 Opening Plenary Session 

11:00 – 13:00 Diseases Parallel Sessions 

10:45 – 11:00 Coffee Break 

Virtual Room 1: Lymphoid & Myeloid Malignancies 

Co-Chairs: A. De Masson, E. Deconinck, G. Marconi, P. Aumont, N. Bolaños, P. Fenaux; M. Della Porta, J. 

Dubow, L. Malcovati, V. Ribrag 

 

Virtual Room 2: Red Blood Cell Defects 

Co-Chairs: B Gulbis, M. Mañu Pereira, E. Van. Beers, R. Colombatti, L. Brunetta  

 

Virtual Room 3: Rare Bleeding-Coagulation disorders 

Co-Chairs: S Susen, F. Peyvandi, B Ziemele  

 

Virtual Room 4: Bone Marrow Failure 

Co-Chairs: P Bianchi, C. Dufour, M. Piggin 

 

Virtual Room 5: Hemochromatosis and other rare genetic disorders of iron metabolism and heme 

synthesis 

Co-Chairs: G. Porto, P. Aguilar Martinez, D. Girelli, A. Weinman 

 

 

 

 

 

13:00 – 14:00 Lunch Break 



 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

For any question regarding the meeting, please contact lea.margot@aphp.fr 

Start Time End Time Presentation and speakers  

14:00 15:00 

 

Outcomes of each Disease-Subnetwork Parallel Session - Co-Chairs of the 

Diseases Parallel Sessions 

 

Wrap up and conclusion by P. Fenaux, B. Gulbis, M. Mañu Pereira 

 

14:00 – 16:00 Closing Plenary Session 

 

15:00 15:20 

 

ERNs Quality System and Dissemination - L. Margot, M. Rodriguez 

Sanchez 

 
15:20 15:50 

 

Open Discussion 

15:50 16:00 

 

16:00 End of the meeting 
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