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¾20 patient organisations  

¾Over 500 individual patient members  

¾More than 400 diagnosis 

 

¾Raising public awareness 

¾Help line  

¾Orpahnet Croatia 

 



 

¾Debra Croatia 

¾Firefly - association for helping children and 

families facing malignant diseases 

¾Croatian PKU Association  

¾Croatian Hemophilia Society 

 



¾Gathering & education  

¾ Information on social rights  

¾Advocacy  

¾Rehabilitation  

¾Summer camps 

¾Cooking classes  

¾Creative workshops 

¾24 hour service 

 

 

 



 

¾Gathering and education team of specialists  

¾Regular contacts with EB patients & families  

¾Accommodation for EB patients & families  

¾Updating with news in treatments and 
research 

¾Procuring and distribution in items for 
everyday care ð link between distributers, 
insurance and GPs 

¾Link between patient and hospital /  
specialists (checkups and treatments)  

 

 












