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Countries with Legislation

1983 USA

1993 Japan

1991 Singapore

1998 Australia

1999 European Union It 27 Member States:

Austria, Belgium, Bulgaria, Cyprus, Czech Republic, Denmark,
Estonia, Finland, France, Germany, Greece, Hungary, Ireland, Italy,
Latvia, Lithuania, Luxemburg, Malta, Netherlands, Poland, Portugal,
Romania, Slovakia, Slovenia, Spain, Sweden, United Kingdom;

EEC countries: Iceland, Liechtenstein, Norway.

2000 Taiwan



ldentifying Needs of
the Rare Diseases Community

i Patients, Their Families, and Advocacy
Groups

it Research Investigators

it Health Care Providers

it Foundations

i National (Federal) Agencies
it Pharmaceutical Industry.



ldentifying Informational Needs of
the Rare Diseases Community

i Information About Rare Diseases
it Approved and Investigational Treatments

i Location of Research Centers and
Investigators

i Existing Patient Advocacy Groups
i Obtain Appropriate Diagnosis

i Payment or Reimbursement for Diagnhosis,
Prevention or Treatment

i Adequate and Stable Research Funding



