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How can civil society and patient organisations join 
forces to improve the health and social situation of 
people living with rare diseases?

What are the needs of involved families? 



1. NEED: EMPATHY



2. NEED: INFORMATION, INFORMATION, INFORMATION



2. NEED: INFORMATION, INFORMATION, INFORMATION



2. NEED: INFORMATION, INFORMATION, INFORMATION



2. NEED: INFORMATION, INFORMATION, INFORMATION



Érintettek 
podcast

3. NEED: TRUST



3. NEED: TRUST



4. NEED: HOLISTIC APPROACH – FOCUS ON FAMILIES



4. NEED: HOLISTIC APPROACH – FOCUS ON FAMILIES



4. NEED: HOLISTIC APPROACH – LOOK THE PATIENT HOLISTICALLY!



5. NEED: CONNECTION, COOPERATION



6. NEED: CONDITIONS FOR     
TRANSPARENT OPERATION,    
SIMPLE REGULATION



7. NEED: EXPRESSION OF GRATITUDE 



7. NEED: EXPRESSION OF GRATITUDE 



„You can't do everything that you should, 
but you should do everything that you can.”

THANK YOU!


