
  

 

28th – 29th  
May   
2026 

Oslo 

Quality Hotel Expo, Fornebu 
 

11th Plenary Meeting 

European Reference Network on Rare Bone Diseases 

Quality Hotel Expo, Snarøyveien 20, 1360 Fornebu 
 

Thursday, 28th May 2026 

11:00-12:00 WP7 closed meeting WP7 leaders and members 

12:00-13:30 Welcome lunch and registration  

14:00-14:10 Welcome & Introduction ERN BOND Coordinator and host organizer 

14:10-15:00 ERN BOND project updates  Luca Sangiorgi and ERN BOND Coordination 
Team 

15:00-15:20 ERN BOND project updates Work Package Leaders 

15:20-15:30 ePAG  ePAGs 

15:30-16:00 Coffee break  

16:00-16:30 EuRREB: focus on disease-specific modules  Natasha Appelman-Dijkstra 

16:30-17:00 Orphanet and Disease coverage  Karen Heath, Sérgio Sousa, speaker from 
Orphanet (TBC) 

17:00-17:30 Transition (TBC) Lena Lande Wekre 

17:30-18:00 Pregnancy (TBC) Maëlle Charpie (online), Valérie Cormier-Daire 

From 18:30 Networking dinner   

 

  



  

 

28th – 29th  
May   
2026 

Oslo 

Quality Hotel Expo, Fornebu 
 

Friday, 29th May 2026 

08:30-09:30 
 

Collaborations with other projects and initiatives: 

• RealiseD  
• SPACES  
• JARDIN  
• ERDERA 

 

• RealiseD team (TBC, online), Inês Alves 
• Luca Sangiorgi 
• Edoardo Gallerani 
• ERDERA team (TBC, online) 

09:30-09:50 ERN BOND for Ukraine: speaker(s) from Ukraine  
Luca Sangiorgi, expert and patient representatives 
from Ukraine (TBC) 

09:50 – 10:20 Coffee break 
 

10:20-11:20 
 

Collaborations with Scientific Societies and Groups 

• EPOS 
• International OI Surgeons Group  
• ECTS  
• ESHG  

 

• Joachim Horn  
• Ralph Sakkers 
• Natasha Appelman-Dijkstra 
• Valérie Cormier-Daire 

11:20-11:40 HLM initiative Maurizio Scarpa (online) 

11:40-12:00 ERNs future and Conclusions Luca Sangiorgi 

12:00 – 13:30 Lunch 
 

13:30-15:00 Workshop: ERN BOND meets the Norwegian Patient 
Organisations.  
 

• Welcome and Introduction of participants 
• What is ERN BOND and what are we doing?  
• Discussion topics. Topics will be noted and 

used as base for further activities  
• Closing remarks 

Workshop open to ePAGs, Norwegian patient 
organisations and HCP Experts. 
 
Round table moderated by ePAGs and 
Coordination 

 


