
Additional file 3 

Supportive networking options provided by rare disease collaborative groups to help connect people.   

 

 

 

HCP – health care personnel  

 

 

 

 

 

 

 

Connecting 
people

Fundraising 
events {61.9%)

Meet and greet 
(81%)

Meeting 
between HCP 

and 
patients/families 

85.7%

Raising 
awareness days 

(81%)

Research days 
(38.1%)

Training days 
(38.1%)


