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Who we are 

• European non-profit patient organisation 
• Brussels-based, patient-led 
• Haemophilia, VWD, other RBDs 
• Approx. 90,000 Europeans represented 
• Founded in April 1989 

 



Our members 

• National patient organisations 
• 45 European countries 

– 27 EU Member States 
– Most Council of Europe countries 

• Except Andorra, Liechtenstein, San Marino, Monaco 

– And Kyrgyzstan 



Benefits of national registries 

• Basic data greatly assist with planning of 
services: 

- number of people with haemophilia and other 
bleeding disorders 

- age distribution 
- severity 
- geographic distribution 



Benefits of national registries (2) 

• Organisation of care nationally: 
- optimal location of comprehensive care and 

treatment centres 
- planning national tenders: predicting demand 

and supply required 
- distribution mechanism for CFCs 



Data collection 

• Haemophilia care in 35 
European countries  

 
• European tenders and 

procurement survey 

 



Survey of 35 countries 



Survey of 35 countries (2) 



Survey of 35 countries (3) 

• Involvement in management of the registry: 
- National Haemophilia Council or coordinating group: 

6 countries 
- government: 4 countries 
- clinicians: 11 countries 
- academic organisation: 6 countries 
- national haemophilia patient org: 6 countries 



• 8 countries have more than one organisation 
involved 

• In 18 countries there is a treatment centre 
which is designated as the national centre 
with responsibility for coordination, including 
the national registry 

Survey of 35 countries (4) 



Tenders and procurement survey 

• Use of a registry to predict needed CFC 
volumes 



HTAs 

• The Swedish HTA agency (TLV) as part of their 
assessment of prophylaxis in haemophilia 
mandated the creation of a national registry 

• Employing new technologies in data collection 
not only may greatly improve collection of 
longitudinal data but also data of interest in 
HTAs 



Conclusions 

• Each European country should have a national 
haemophilia registry maintained in a 
designated centre 

• Too much rivalry may hinder development of 
national registries 

• All patients in a country should be on national 
registry 
 



Conclusions (2) 

• Ideally records should be continuously 
updated using a linked electronic patient 
record system utilised in all centres in a 
country 

• Data from clinical studies should be made 
available and included in the established 
national and international databases and 
registries 



Conclusions (3) 

• Who should have access to the data? 
• Collaboration between clinicians and patient 

organisation 
• Provides patients with an opportunity to 

contact/join national organisation 
- access to educational materials 
- planning of services by patient organisation 

 
 



Visit us 

 
www.ehc.eu 

Facebook/EuropeanHaemophiliaConsortium 
 

Rue de l’Industrie 10, Brussels 
 

Thank you! 
 

http://www.ehc.eu
http://www.ehc.eu
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