
 

 
 

PROGRAMME 
 

October 10th 2024 👉 Zoom link here 
 

TIME (CEST) TOPIC SPEAKER 

11:00 – 11:05 Welcome   Holm Graessner  
University Hospital Tübingen 

11:05 – 11:30 Overview of ERN-RND Holm Graessner  
University Hospital Tübingen 

11:30 – 12:00   Optimizing the Patient Journey ERN-RND Patient Representatives 

------------------------------- Scientific Symposium: Translation and Innovation ------------------------------- 

 FRAMEWORK 

12:00 – 12:30 European Partnership for  
Brain Health (online) 

Ulrike Busshoff  
Coordination and support action 

BrainHealth 
12:30 – 13:00 Rare Diseases Regulation Violeta Stoyanova-Beninska  

European Medicines Agency 
13:00 – 13:15 EU login and CPMS Account Creation Tamara Martin 

ERN-RND coordination office 

13:15 – 14:00 Lunch break  

 RESOURCES  

14:00 – 14:30 The EJP RD Innovation Management 
Toolbox and the ERICA Catalogue of Services 

Agustín Arasanz Duque  
Vall d’Hebron Institute of Research 

14:30 – 15:00 The Orphan Drug Development Guidebook 
(ODDG)   

Anneliene Jonker  
IRDiRC  

15:00 – 15:30 Affordable Medicine for Rare Diseases 
(online)  

Carla Hollak  
Amsterdam UMC    

15:30 – 16:15 Coffee Break  

 RND USE CASES  
16:15 - 16:45 Translational Development of Emrusolmin 

for the treatment of MSA (online) 
Johannes Levin  
LMU Munich  

16:45 - 17:15 Guanabenz (repurposing small molecules) 
for vanishing white matter (online) 

Marjo van der Knaap  
Amsterdam UMC 

17:15 - 17:45 SKYCLARYS, first Therapy to Treat 
Friedreich’s Ataxia 

Annemarie Drenth  
Biogen 

17:45 - 18:15 Preclinical and Clinical Data of  
Lu AF82422 in MSA   

Aroussi Bidani  
Lundbeck 

https://med-uni-tuebingen-de.zoom-x.de/j/63730382093?pwd=kUM9Qf0q9aRbSTqA8srfZGKw8q1JGO.1

