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• Founded in 1963 

• Recognized and accredited by the WHO since 1969 

• 134  national  member organizations 

• International network of volunteers (healthcare 

professionals, scientists, patient groups) 

• Headquarters in Montreal, with ~50 staff 
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Source: WFH 2015 Annual Global Survey 

Type Prevalence Incidence 

Hemophilia A and B  400,000 people 
 200,000 severe 
 
187,183 known to WFH  

 A: 1 in 10,000 
 B: 1 in 50,000 

Very rare bleeding 

disorders – non FVIII, 

FIX, VWD 

42,360 known to WFH 

 

0.33 to 10 in 1 Million 
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Africa 
16% 

Asia 
Pacific 
60% 
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America 
and the 
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9% 
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America 

5% 

Population 

Africa 
6% 

Asia 
Pacific 
12% 

Europe 
42% 

Latin 
America 
and the 

Caribbean 
11% 

Northern 
America 

29% 

FVIII TOTAL IU* 

* international units 

Sources: US Census Bureau, MRB, WFH 2014 Annual Global Survey 

WFH mission: Improve and sustain care for people with 

inherited bleeding disorders around the world  
• Education 

• Diagnosis 

• Access to treatment 

• Progress in science 
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DATA 
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AND MEETINGS 

PROGRAMS 

PATIENT GROUPS 
Twinning  WFH Youth Fellowship program   Global NMO* 

Training  WFH Youth Leadership Program  WFH World 

Congress  Publications & Educational Resources  WFH 

website  eLearning Platform 

 

HEALTHCARE PROFESSIONALS 
Cornerstone Initiative  Country Programs  Global Alliance 

for Progress (GAP) Program  HTC** Twinning Program  

IEQASt  IHTC Fellowship Program  Clinical Research 

Grant Program  World Bleeding Disorders Registry  

Annual Global Survey  Global Forum  WFH World Congress 

 Musculoskeletal Congress 

 

INSTITUTIONS / GOVERNMENTS 
Advocacy Program  World Hemophilia Day (April 17) 

WFH Humanitarian Aid Program: 

• Allocate and train treaters, nurses, physiotherapists, lab 

specialists, other specialities (orthopedists, dentists) 

• Simplify import entry procedures for CFC donations 

• Establish hemophilia treatment centres 

• Purchase of CFCs 
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* national member organization 

** hemophilia treatment centre 
t International External Quality Assessment 

Scheme 
 International Hemophilia Training Centre  
 clotting factor concentrates 



National Patient  
Organization 

Government 
Healthcare 
Professionals 

Increase diagnosis 

Ensure government commitment to 
improve hemophilia care 

Develop HTCs network 

Create and expand registries 

Enhance healthcare profesionals 
expertise 

Strengthen capacity of patient 
organization 

Multi-year (sustainability) 

Commitment by all stakeholders  
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Hemophilia Care 
WFH IHTC Fellowship given 
to hematologist  

In-country training began 
with other healthcare 
professionals: Lab, nurses, 
physiotherapists 

Main treatment centre in Dakar 

Regional treatment centres now are 
in place  

Treatment is now available to all in 
need through the WFH Humanitarian 
Aid Program 

Government 
Support 
Basis level of care for  
patients with a bleeding 
disorder 

Agreement to provide reagents 
for diagnosis 

Agreement to allocate nurses 
and physiotherapists to work in 
hemophilia treatment centres 

Commitment to place CFCs on 
Senegal’s Essential Medicines 
List 

Leadership in 
Region 
Trainings began with the 
national patient society: 

 How to organize 
 How to run an effective 
society 
 How to advocate to gov’ts 
for improvements in care 
 

Senegal is now the hub for 
regional trainings in West 
Africa 

HTC in Dakar is now an 
International Hemophilia 
Training Centre 
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Stigma 

Help remove the stigma 
associated with rare 

diseases (discrimination, 
intolerance, 

frustration…) 

Promote existing 
international treaties 

and conventions* 

Government 
support 

Encourage 
governments to 

include rare disease 
care in their health 

budgets 

Regulatory 
processes 

Encourage governments 
to recognized FDA** 
and EMAT regulatory 

approvals  

Remove barriers for 
drug approvals in 

countries that do not 
recognize these bodies 
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* Universal declaration of Human Rights’ Article 1 /  United 

Nations Convention, Article 19, Rights of Persons with 

Disabilities 

** US Food and Drug Administration 
t  European Medicines Agency 
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