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(Translation)

"Currently, there is no definition of or
comprehensive database on rare diseases in Hong
Kong. There is also no corresponding policy and
legislation, and patients are often plagued by the
problems of late diagnosis, expensive drug costs
that go beyond the affordability of the general
public, lack of support, etc. This Panel urges the
Government to immediately formulate a policy on
rare diseases, and establish an inter-departmental
central committee on management of rare diseases
to formulate a policy on and an implementation
framework for prevention, diagnosis, treatment,
medications, specialist training, provision of
support, legislation, etc. The Government should
also immediately earmark $500 million to set up a
rare diseases drug subsidy fund to provide drug
subsidies for patients suffering from rare
diseases."
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