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Orphanet services to support 
R&D
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Orphanet expansion
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New annotations to come… Free Access

Indexing with a ICF-adapted thesaurus
Annotation of diseases by mechanism
Addition of incidence figures
Addition of prevalence figures by geographical area
Increased interoperability

UMLS metaconcepts
 SNOMED-CT
MeDRA
HPO (for diseases-clinical signs relationships)
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www.orphadata.org
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Monthly Downloads
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Provision of data on R&D and OD
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R&D data collection

- Research projects: 
- European projects (DG Research and DG Sanco)
- E-Rare projects
- Research projects funded by specific calls 

concerning rare diseases at country level
(3880 research projects for 2100 rare diseases)

- Patient registries (514 Registries within 37 countries)

- Mutation registries & Biobanks
- Clinical trials (1200 ongoing trials for potentially 400 diseases)
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Free access to Orphanet data

www.orphadata.org
Re-usable format
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Analysis for R&D purpose

ORPHADATA was developed to face the many requests 
from academic teams & industry

Orphanet is now considered as a pre-competitive 
resources to be shared and jointly supported 

Orphanet has already licensed its data to GSK, Shire, 
Pfizer, Sanofi-Aventis…

A full list is available in the Activity Report of Orphanet: 
http://www.orpha.net/orphacom/cahiers/docs/GB/ActivityReport2010.pdf
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Orphanet Budget 2011: 2 Million
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Orphanet core activity budget: 1.2 Million
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Thank you for your attention
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