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The FranceCoag Network is a pro spective national cohort of patients affected with
hemophilia and all severe hereditary hemorrhagic diseases except platelet disorders. It was set
up in France in January 2003 to replace the previous project dedicated only to hemophilia. It
is coordinated by the French Institute for Public Health Surveillance (Institut de Veille
Sanitaire) and its steering committee comprises representatives of clinicians, patients, and
research and health institutions.

The main objectives dedicated to epidemiology and phar macosurveillance are : 1/ to assess
number and characteristics, including treatment, of patients affected with these severe
hemorrhagic disorders and their distribution in France; 2/ to implement a surveillance system
able to investigate immediately any su spicion of transmission of new emerging agents related
to the treatments. This project includes also a bio bank and is aimed to promote research
projects.

Inclusion criteria are: FVIII or IX defect (< 30IU/dl), severe deficiency (<10 IU/dl) in FIIL, V,
VII, X, XI, XIII or FI (< 0.1 g/l) or severe von Willebrand disease (VWD) (BT>15mn or
VWF:RCo<10 IU/dl or FVII:C< 20 IU/dl). Anonymous data including severe bleeding
episodes, surgical procedures, replacement therapy and occurrence of inhibitors, are
electronically transmitted yearly.

By October 2™ 2007, 5007 patients had been included in 40 participating treatment centers.
The diseases are hemophilia A (n=3480; 70%), hemophilia B (n=755; 15%), VWD (n=572;
11%) and allied rare bleeding disorders (n= 200; 4%) distributed as follows : deficiency in
factor I (n=26), factor V (n=23), factor V and VIII (n =4), factor VII (n=60), factor X (n=11),
factor XI (n=58) and factor XIII (n=18).



