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Overview
 

•	 The energy and enthusiasm for European work on big data in 
health care research depends on a context that provides 
opportunities and imposes constraints 

•	 The nature of Europe and the respect for individual privacy 
inherent in European and national legislation mean that 
“direct” exchange of data may be difficult but “indirect” 
exchange is possible 

•	 The situation is changing and the paediatric community will 
benefit from consistent contact points 



 

 

     

 

  

 

 

    

 

 


 Topics
 

• European context 

– What’s possible, what’s not possible, why? 

• Approaches 

– International actions 

– Industry 

– Academic 

• Maturity of the approaches 

• Implications 



 

   
 

   
   

    
   

  
   

  
 

     
   

    

   
     

    
   

   
   

   
    

    
   

   
     
    

 


 

  
 

 

   

 
 

 
 

 

 

European context
 

Bulgarian: Обединен в 
многообразието 
Croatian: Ujedinjeni u različitosti 
Czech: Jednotná v rozmanitosti 
Danish: Forenet i mangfoldighed 
Dutch: In verscheidenheid verenigd 
English: United in diversity 
Estonian: Ühinenud mitmekesisuses 
Finnish: Moninaisuudessaan 
yhtenäinen 
French: Unie dans la diversité 
German: In Vielfalt geeint 
Greek: Ενωμένοι στην πολυμορφία 

Hungarian: Egység a sokféleségben 
Irish: Ní ceart go cur le chéile 
Italian: Unita nella diversità 
Latvian: Vienota dažādībā 
Lithuanian: Suvienijusi įvairovę 
Maltese: Magħquda fid-diversità 
Polish: Zjednoczona w różnorodności 
Portuguese: Unida na diversidade 
Romanian: Uniţi în diversitate 
Slovak: Zjednotení v rozmanitosti 
Slovene: Združena v raznolikosti 
Spanish: Unida en la diversidad 
Swedish: Förenade i mångfalden 



 
 

 

      

  

 

   

        

 

European context 
• Some law 

– Regulation 

– Directive 

– National law based on shared principles 

• Some shared practice 

– European Union 

– Council of Europe 

– Free-standing actions in the context of EU actions 
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Building blocks of supportive health data ecosystems 


https://www.rand.org/pubs/research_reports/ 
RR1972.html 

https://www.rand.org/pubs/research_reports


 
  
  

  
   

  
  

 
  

  
   

  
     

 
   

 
       

	 


 

	 

	 

The World Health Organization (WHO) European Health 
Information Initiative (EHII) 
• is bringing together partners to work on harmonising health 

indicators and developing an integrated Health Information 
System for the European Region 

TRANSFoRm project (2010–2015) 
•	 used integrated EHR from Europe’s family doctors with the 

aim of developing a core, integrated computational 
infrastructure 

• aimed to promote interoperability between different clinical
 
systems across different countries 

The EHR4C initiative  (2011-2016) 
•	 collaboration between 35 academic and pharmaceutical 

companies, & 11 hospital sites in France, Germany, Poland, 
Switzerland and the UK 

•	 established techniques to analyse anonymised data;provide 
information to identify eligible patients for trials, assess a 
trial’s feasibility; locate the most relevant hospital sites 



   
  

 
  

  
  

  
    

 
  

  
    

  
  

	 

EU Smart Open Services for European Patients (epSOS) 
Pilot Project 
• aimed to create cross-border Data Exchange by Building 

An ICT Infrastructure To allow different European 
healthcare systems to access patient health information 

The usage of guidelines such as the Continua guidelines 
•	 reference standards and specifications to ensure 

interoperability of health IT solutions. This is currently 
employed in Denmark 

The EMIF project (ongoing) 
• building a catalogue of data that aims to provide 

researchers a single point of access for searching 
aggregated data across different sources and countries, 
from consented users 





 
  

http://bd4bo.eu/index.php/about-the-programme/about-bd4bo










 
 




Other actions:
 

https://eupid.eu/#/home 


https://eupid.eu/#/home


 
           

      

          

           

      

  

   

    


 European law
 

• The General Data Protection Regulation comes into force in 2018 

– Immediately applicable across all EU countries 

– Some aspects need enabling legislation and actions at national level 

• This puts individuals and their rights at the centre of data protection 

• It aims to facilitate research, subject to: 

– Clear justifications 

– Protection of individuals 

– Institutional / corporate responsibilities 



  

  

   

  

 

 

 

      
 

Assessment of Maturity 

Good intentions 

Complexity / organized fragmentation 

Current status: 

• Scoping 

• Consultations 

• Pilots 

• Limited generalisability of principles or action
 



 

    

 

 

 

 

    

     


 Conclusion
 

We need contact points: 

• ENCEPP 

encepp_secretariat@ema.europa.eu 

• EnprEMA 

enprema@ema.europa.eu 

• Global Paediatric Research Networks 

– In Europe, the network under development by IMI2 

mailto:encepp_secretariat@emea.europa.eu
mailto:enprema@ema.europa.eu
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