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Why are we here?

- Increase in the life expectancy, general population & bleeding disorders: this is the first 

generation ageing with a bleeding disorder!

- Increase in the quality of life: 50 is the new 30!

BUT for the rare diseases Life expectancy = Quality of Life

What do we expect for healty ageing with a bleeding disorder?

- Quality of life

- Independence

- Integrity of care



EHC Needs Assessment Survey











Where do we go with this information?
Known knowns – the facts that we 
face…
- Treatment and care needs
- Non-medical needs identified by the 

patient community
- Disparity of care on European level

Known Unknowns – unmet systemic 
needs…
- Total care concept
- Coordination of care
- Aligned care systems across Europe
- HCP education on rare diseases

Unknown knowns – what solutions 
may be already there?
- Paedatric approach
- Care in the community
- Intersectoral & intergenerational 

approach

Unknown unknowns
- Long-term effect of new drugs
- Impact of polypharmacy
- Disease-based co-morbidity drug 

research



What is the picture in your context?
Known knowns – the facts that we 
face…

Known Unknowns – unmet systemic 
needs…

Unknown knowns – what solutions 
may be already there?

Unknown unknowns



Thank you!

www.ehc.eu


