
ICORD 2010

Stephen C. Groft,  Pharm.D.

Director, NIH Office of Rare Diseases Research 
Department of Health and Human Services, USA

Kerstin Westermark, M.D. Ph.D.

Chair, Committee for  Orphan Medicinal Products, 
European Medicines Agency, London, UK

Medicinal Products Agency, Uppsala, Sweden

*



Countries with Legislation
ü1983 USA 

ü1993 Japan

ü1991 Singapore

ü1998 Australia

ü1999 European Union ï27 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

ü2000 Taiwan



Identifying Needs of

the Rare Diseases Community

üPatients, Their Families, and Advocacy 

Groups

üResearch Investigators

üHealth Care Providers

üFoundations

üNational (Federal) Agencies

üPharmaceutical Industry



Identifying Informational Needs of

the Rare Diseases Community

ü Information About Rare Diseases

üApproved and Investigational Treatments

üLocation of Research Centers and 

Investigators

üExisting Patient Advocacy Groups

üObtain Appropriate Diagnosis

üPayment or Reimbursement for Diagnosis, 

Prevention or Treatment

üAdequate and Stable Research Funding


