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Issues raised so far

* The lack of available Natural History Data

* Data should also be collected from patients (PRO)

* Long-term financing

* Price and reimbursement issues
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Clinical implications

 Female relatives of men with hemophilia need to be informed:

» Possibility of being a carrier
« 47% not aware of possibility of being a carrier’

» 25% not familiar with the possibility of testing

» Possibility of bleeding problems and the importance of knowing
your factor VIII or IX activity

* In 50% of carriers in our study factor VIII of X unknown

*Data from studentproject
Marijke den Uyl, AMC, 2004




Expectations for the future: HIN-6 in 2010/2011

» Stronger link between mail survey and patient data hospitals

» A gradual development to a biobank
« Cooperation between hospitals is a need,
It gradually becomes better

» Also a gradual development to a European registry

e Financing is a problem
* (Preventiefonds ZonMw, not innovative enough)
e Financing haemophilia society + LUMC

 Possibility of a European grant (ageing)
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