
 

 

 

 

AGENDA 
EAP SPRING MEETING | 13-14 MAY 2022 

 

HYBRID | VALLETTA, MALTA | 13 MAY 2022 

08:00 – 09:00 (UTC +2) 

 
RARE DISEASES 
Chair: Risto Lapatto 

 
1)  Welcome and approval of the agenda 

 
2) Approval of the minutes Winter Meeting (virtual, 15 February 2022) 

  
3) Ukrainian children with a rare disease 

help, data collection, MEP group 
 

4) UEMS Multidisciplinary joint committee on rare and undiagnosed diseases 
plans, EURORDIS 

 
5) News from the European Reference Network’s (ERNs)  

Consultation possibilities for non-members 
 

6) ERN Expert platform on newborn screening: Towards European Recommended 
Uniform Screening Panel (ERUSP)  
 

7) The role of industry in rare diseases 
 

8) Any other business and general discussion 
 
 
 
 

Please send any questions, remarks, or proposals in advance to: risto.lapatto@hus.fi 
 

https://www.eapaediatrics.eu/wp-content/uploads/2022/03/EAP-Rare-Disease-Group-Minutes-15Feb2022.pdf

