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AGENDA

08.45	 WELCOME COFFEE & REGISTRATION 

09.00 - 10.30	 Working groups sessions  -  WG3, WG4 AND TWG6

10.30 - 12.00	 Working groups sessions  -  WG1, WG2 AND TWG5

12.00	 LUNCH

OPENING SESSION - DAY 1 
13.00 - 13.10	 Welcome address by local host

ERN-EYE ACTIVITIES - PART 1 

13.10 - 13.30	 The current situation and future of ERNs  -  Stefano Vettorazzi, EU action on rare diseases

13.30 - 13.50	 How to use the new CPMS 2.0: Demo  -  Monika Grudzinska Pechhacker & 
		  Francesco Rotolo, CPMS Helpdesk

13.50 - 15.10	 ERN-EYE Registries  -  David Keegan (ERN-EYE Ireland Consortium (EEIC),
		  Dublin, Ireland), Bart Leroy (Ghent University Hospital, Belgium)
		  & Camille Marin (University of Strasbourg, France) 

15.15	 COFFEE BREAK
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ERN-EYE ACTIVITIES - PART 2 

15.45 - 16.15	 ePAGs activities in the past year  -  Dominique Sturz & Petia Stratieva, ePAG chairs

16.15 - 16.30	 Guidelines and care pathways: Differences and similarities  -  Amélie Gavard, ERN-EYE
		  medical writer

16.30 - 16.45	 Training & e-Learning  -  Monika Grudzinska Pechhacker, ERN-EYE medical 
		  Fellow & Isabella Vacchi, ERN-EYE project manager

16.45 - 17.00	 ERN-EYE communication tools  -  Caroline Wernert-Iberg, ERN-EYE 
		  communication officer

17.00 - 17.15	 Questions and answers

WRAP-UP SESSION – WORKING GROUPS
17.15 - 17.45	 Presentation by WG leaders 

19.00	 DINNER AT MONTE PACIS RESTAURANT (A bus will take participants from the hotel to the restaurant 	
	 and back)

ACCESS TO
LSMU EMMANUEL 
LEVINAS CENTRE
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GOVERNANCE BOARD
08.30 - 10.00	 ERN-EYE Governance Board

10.00	 COFFEE BREAK

OPENING SESSION – DAY 2
10.20 - 10.30	 Welcome address  -  Hélène Dollfus, ERN-EYE Coordinator

EUROPE AND THE FUTURE OF ERNS (CHAIR: HÉLÈNE DOLLFUS)
10.30 - 10.50	 National Integration of ERNs: JARDIN Joint Action  -  Birutė Tumienė, Co-chair of the ERN 		
		  Board of Member States

10.50 - 11.10	 A European Patient Care Pathways: Insights from JARDIN  -  Geraldine Sweeney, Business   		
		  Manager, National Rare Diseases Office

11.10 - 11.30	 EHDS secondary use of health data and preparatory actions  -  Sofia Marin, International 		
		  health data projects at Sitra

11.30 - 11.50	 RealiseD: Transforming the Clinical Trial framework for Rare Diseases and Ultra Rare Diseases  	
		  -  Ralf-Dieter Hilgers, RealiseD coordinator

11.50 - 12.15	 Questions and answers

12.20	 GROUP PICTURE

12.30	 LUNCH

ERNS AND RESEARCH (CHAIR: HÉLÈNE DOLLFUS)
13.30 - 13.50	 Status of ERDERA & ERNs  -  Yanis Mimouni, ERDERA Scientific Coordinator Research 
		  Programmes 

13.50 - 14.10	 Research opportunities  -  Baptiste Eluard, ERDERA Senior Scientific Project Manager 

14.10 - 14.30	 Importance of Mirror groups  -  Clément Moreau, ERDERA senior project manager on
		  national alignment

14.30 - 14.45	 Questions and answers

14.45	 END OF THE MEETING

16.00	 SOCIAL PROGRAMME 
	
Visit of the permanent exhibition dedicated to M. K. Čiurlionis’ – a genius of Lithuanian art and screening 
of the M. K. Čiurlionis’ virtual reality film “Trail of angels”. 

M. K. Čiurlionis National Museum of Art, Putvinskio street 55, Kaunas.
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