
1 4  M A Y  2 0 2 5 ,  1 0 : 0 0  -  1 2 : 0 0 ,  S P I N E L L I  1 G 3 6 91 4  M A Y  2 0 2 5 ,  1 0 : 0 0  -  1 2 : 0 0 ,  S P I N E L L I  1 G 3 6 9

S H A P I N G  T H E  F U T U R E  O F  R E S E A R C H :S H A P I N G  T H E  F U T U R E  O F  R E S E A R C H :
P A T I E N T S  A S  E Q U A L  P A R T N E R SP A T I E N T S  A S  E Q U A L  P A R T N E R S

10:30   WELCOME ADDRESS

11:30   QUESTIONS & ANSWERS

11:45   KEY TAKEAWAYS & POLICY RECOMMENDATIONS

MEP Romana  Jerković  (S&D, Croatia)

10:00   NETWORKING COFFEE

10:40   SETTING THE SCENE

Johan Prévot ,  Executive Director,  IPOPI

10:50   EU RARE DISEASE RESEARCH: ERDERA PERSPECTIVE

Daria Julkowska ,  Coordinator,  European Rare Diseases
Research Al l iance (ERDERA)

11:0011:00       PERSPECTIVES ON PATIENT INVOLVEMENT IN EU RESEARCHPERSPECTIVES ON PATIENT INVOLVEMENT IN EU RESEARCH

Prof.  dr.  Fi lomeen Haerynck, Pediatr ic immunologist,  UZ Gent
Daria Julkowska,  Coordinator,  European Rare Diseases Research
Al l iance (ERDERA)
Christina Kyriakopoulou ,  Pol icy Off icer,  Health Research
Programmes, DG RTD, European Commission
Johan Prévot ,  Executive Director,  IPOPI
Prof.  Dr.  Frank Staal ,  Recombination Coordinator,  Leiden
University Medical  Center

MEP Nicolás González Casares  (S&D, Spain)

11:50   CLOSING STATEMENTS

MEP Romana  Jerković  (S&D, Croatia)

MEP Nicolás González Casares  (S&D, Spain)

Moderated by 
Martine Pergent,  President,  IPOPI


