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Deep dive on integration of ERNs
into national health systems

1 July 2021

Agenda

Please use this link to register: https://uso2web.zoom.us/meeting/register/tZolc-
-pqT4rHtX5tKvz8JYqEPIj2wvtNxZa
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Thursday, July 1st, 2021 (14.00-17.30 CET)

EURORDIS

RARE DISEASES EUROPE

Time Sessions Speakers/Lead
14.00-14.05 |Welcome, Introductions & Setting the Scene Matt Bolz-Johnson, EURORDIS
Dr. Louise Clement, Executive Director,
Health Education Assessment & Clinical
14:05-14:30 Overview of Accreditation as a Quality Improvement Partnership, Health Standards Organisation,
System Canada
14:30-14:35 |[Polls )
Per-Henrik Zingmark, Deputy Head of Unit,
L 4eaE-15.00 Best Practice - National Accreditation of Highly Socialstyrelsen (The Nati.onal Boar.d C_’f
435715 Specialised Healthcare Services, Sweden Health and Welfare for highly specialised
care)
15:00-15:25 |Panel Discussion & Q&A Chair: Matt Bolz-Johnson, EURORDIS
15:25-15:30  |Wrap-up Matt Bolz-Johnson, EURORDIS
15:30-15:45 (10 min Break
15:45-15:50 |Welcome, Introductions & Setting the Scene Matt Bolz-Johnson, EURORDIS
Best Practice - Hospital Referral Pathways, from Per E. Jargensen, Deputy Chief Executive,
15:50-16:15  |5rimary care through to an ERN. Rigshospitalet, Copenhagen University
Hospital
Best Practice — Communication and information on  [Seren Neermark, Specialist Adviser. Danish
16:15-16:40 |ERNs and supporting access to an ERN Health Authority, Center of Planning
Prof Héléne Dollfus, Head of the Medical
icsD Faculté de Mé i
Best Practice - National Network in France - Filiére de Genetics Department, Faculte de. cdecine
16:40-17:0 . . . . de Strasbourg; Professor of Medical
40-17:05 Isanté Maladies Rares Maladies Rares Sensorielles. _ _
Genetics, Strasbourg Medical School;
Network Coordinator, ERN EYE
17:05-17.25 Panel Q& A Chair: Matt Bolz-Johnson, EURORDIS
17.25-17.30 Wrap-up Matt Bolz-Johnson, EURORDIS
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