
Webinar 

 The daily life of people living with rare diseases:  

Results of the latest Rare Barometer survey 

 

February 13, 2025  

 17.00-18.30 CET 

 

Join us in exploring the results from the latest Rare Barometer survey on the social impact of living 
with a rare disease!  

Close to 10,500 people participated in the survey worldwide, and almost 9600 in Europe. The 
results will include key figures on disability among people with rare diseases and will highlight the 
barriers that prevent people living with a rare disease from accessing adequate support and equal 
opportunities to live to their full potential, as well as having their disabilities recognised.    

Link to register: https://us02web.zoom.us/meeting/register/Vqbnn3tnTyuDWtfMlnqDmw  
 
17:00-17:05:    Welcome and introduction  
17:05-17:20:  Context of the survey: EURORDIS strategy on social policy 
17:20-18:05:    Presentation of survey results and how EURORDIS will use them  
18:05-18:20:    Available resources and access to tailored results for EURORDIS members and ERNs  
18:20-18:30     Q&A  

            


