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New technology 
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• Electronic health records 

• Open access tools 

• User friendly entry points to enter and see data 
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New legislation 
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• Data protection directive 

 Update 

 Acting today with changing requirements 

 National contact person 

• Cross border healthcare directive 

 Implementation 

 Cross-Boarder Patient Registries Initiative (PARENT) 
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New guidelines 
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• Committee of Experts for Rare Diseases 

Recommendation (formerly EUCERD) 

• EURORDIS-NORD-CORD Joint Declaration on 

Registries 

• U.S. Agency for Health Research Quality 

• EPIRARE project 

 Website 

 Deliverables 

 Next meeting 
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EPIRARE 
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EPIRARE Registries Workshop 
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New public networks 
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• Infrastructures 

 Joint Research Centre 

• Projects 

 RD CONNECT 

 EHR4CR = Electronic Health Records for Clinical 

Research  

 Innorare 
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New companies 
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• OpenApp 

• Patient Crossroads 

• Patients Know Best 
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What to do with these new resources 
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• Locate 

• Evaluate their value to you 

• Invest 


