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V Perspective Européenne : 
V la bonne perspective : maladies rares

V EuropeanReference network : apporter un soin 
de qualité, identique, à tous les patients 
porteurs de maladies rares en Europe
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Toutes les pathologies rares
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1 Chair

1 Co-chair 
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eHealth
1 Chair

1 Co-chair

Training & 
Education

1 Chair
1 Co-chair

Patient
Registry

1 Chair
1 Co-chair

Communication
1 Chair

1 Co-chair

Ethics
1 Chair

1 Co-chair

5 RARE DISEASES 
WORKING GROUPS

(RDWG)

5 TRANSVERSAL 
WORKING GROUPS

(WG) 

PATIENT GROUP 
(ePAG)

1 Chair
5 Co-chairs  

Structure
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Åmembersof our European
Patient AdvocacyGroup

15 Patient Advocates



VASCERN HCPsin 2019 (before
Affiliated Partners) 
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VASCERN HCPsin 2019 includingthe 
Affiliated Partners(in green)
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Spain 
Slovenia
Malta 
Austria
Cyprus
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VASCERN HCPs- tentative projection 
2021
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Å Estonia(PPL) 

Å Lithuania(VASCA and HTAD)

Å Luxemburg (HTAD)

Å Norway(HTAD, HHT, PPL, VASCA)

Å Poland(VASCA, MSA, HHT, HTAD)

Å Romania (MSA, HTAD)

Å Bulgaria(VASCA)

Å Portugal (HTAD, MSA, PPL, VASCA)

Å Greece(VASCA, PPL, MSA)

Å Spain (HTAD, HHT, VASCA, PPL)

Å Countries alreadyrepresentedin VASCERN 

by HCP Full Members: in new RDWGs

(ex: Denmarkor Sweden).  



VASCERN ACTION PLAN
Actions / Work Packages

WP 1 Sharing of experience: discussion of difficult clinical cases

WP2 Definition of patients pathways

WP3 Cross-border pathwaysMobile Application

WP4 Pillsof knowledge

WP5 Registries ςSafety standards collection & reporting 

WP6 Clinical trials

WP7 Availability of conferences on YouTube

WP8 Definition of clinical outcomes

WP9 Writing recommendations (J1, J2) + transition Child/Adult

WP10 Communication (+cooperation with all for dissemination)

Coordination project team implement, ask advices to COM
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Do and 5ƻƴΩǘ
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