
OSTEOGENESIS IMPERFECTA FEDERATION EUROPE (OIFE) 
 

 

OIFE Annual Educational Webinar 2022  
 
Time: June 4th 2022 13.30 – 17.00 Central European Time (CET)  
Place: Zoom 

 
13.15 – 13.30 Log in & "registration"  

WELCOME & NEWS FROM OIFE  
13.30 - 13.40 Welcome & introduction – OIFE EC  
13.40 – 14.00 News from OIFE projects & activities – OIFE EC 

  

PATIENT ADVOCACY EDUCATION  
14.00 – 14.10 ERN BOND – how can patients & doctors access expert advice? - Luca Sangiorgi 
14.10 – 14.30 What is a clinical trial & where can OI-community input play a role? - Lida Zhytnik  
14.30 – 14.40 Comfort break  
 

RESEARCH & DEVELOPMENT  
14.40 – 14.50 Patient experience data (PED) – why & and where? Ingunn Westerheim  
14.50 – 15.05 Status on the IMPACT Survey - Arun Mistry 
15.05 – 15.15 Status on setrusumab trial – TBA 
15.15 - 15.25 Status on romosozumab trial – TBA   
15.25 – 15.30 Status on the BoostB4 trial – Cecilia Götherström  
15.30 – 15.35 Status on the TOPAZ trial – Stuart Ralston  
15.35 – 15.50 News from other research projects, Q&A & discussion 
15.50 – 16.00 Comfort break  
 

EXCHANGE & UPDATES BETWEEN OIFE MEMBER ORGANIZATIONS  
16.00 – 16.20 Short introductions from OIFE member organizations  
16.20 – 16.50 Q&A, discussion, updates & exchange between OIFE members 
16.50 - 17.00  Closure of OIFE AGM 2022 part 2 (OIFE EC)   

 
The program is still under planning and details might be subject to changes. 
 

 

With kind support from 
 

 

 
The webinar is open for 

anyone interested. 
 

Register before May 20th 
through this link. 

https://forms.gle/rGTn6xjg8AT8RwWf9

