
Additional file 9 

Recommendations to inform health care policy and practice 

 

Carers for those with a 
rare disease should be 

included in future 
research and given a 

voice particularly when in 
a situation with health 

care professionals 

Rare disease training for 
health and social care 
professionals would 
better equip them to 
care for those with a  

rare disease

A rare disease registry 
would be extremely 

helpful when planning 
rare disease support

Effective, accessible 
communication must be 

considered when 
developing rare disease 

support


