
WORLD FEDERATION OF 

HEMOPHILIA 

Alain Weill, WFH President 

Rare Diseases Conference 2016 

Cape Town, South Africa ï October 21, 2016 



D I S C L O S U R E S  

Disclosures for: 

CONFLICT DISCLOSURE ð IF CONFLICT OF INTEREST EXISTS 

RESEARCH SUPPORT None 

DIRECTOR, OFFICER, EMPLOYEE None 

SHAREHOLDER None 

HONORARIA None 

ADVISORY COMMITTEE None 

CONSULTANT None 



W O R L D  F E D E R AT I O N  O F  H E M O P H I L I A ( W F H )  

- Founded in 1963 

- Improve and sustain care  

- Recognized by WHO in 1969 

-Joined Rare Disease Int. in 2016 

 

                                              Franck  SCNABEL 



O U R  G L O B A L R E A C H  

134  national  

member 

organizations 



P R E VA L E N C E  /  I N C I D E N C E  O F  B L E E D I N G  

D I S O R D E R S  

Hemophilia A and B 

Á400,000   

Á (200,000 severe) 

ÁA: 1 in 10,000 

ÁB: 1 in 50,000 

 

Á178,500 known to WFH  

   

 

Von Willebrand 

Á  6,000,000  

Á69,747 known to WFH 

Á  1 in 1,000 

 

Very rare bleeding 
disorders ï non FVIII, FIX, 
VWD 

Á38,819 known to WFH 

Á0.33 - 10 in 1 Million 

Source: WFH 2015 Annual Global Survey 



D E V E L O P M E N T  O F  H E M O P H I L I A T H E R A P I E S :  

F R O M  P L A S M A TO  G E N E  T H E R A P Y  
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Lower income - less than $2000 Middle income- $2000-$10,000 

Upper income World 

W F H  G L O B A L S U RV E Y  

Report on the WFH Annual Global Survey 2014 

FVIII use over time: World, Lower, Middle and Upper Income countries 



E S T I M AT E D  G L O B A L F V I I I  U S E  

Africa 
16% 

Asia 
Pacific 
60% 

Europe 
10% 

Latin 
America 
and the 

Caribbean 
9% 

Northern 
America 

5% 

Population 

Africa 
6% 

Asia 
Pacific 
12% 

Europe 
42% 

Latin 
America 
and the 

Caribbean 
11% 

Northern 
America 

29% 

FVIII TOTAL IU 

Asia + Africa + Latin America  =  85% of World population 

                                                       29 % of  FVIII consumption 



 

B R I N G I N G  O U R  M I S S I O N  TO  L I F E  

The World Federation of Hemophilia  

improves and sustains care for people with  

inherited bleeding  

disorders around the world 

 

Treatment for All 
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WHAT DO WE DO TO 

CLOSE THE GAP?  

 

WFH STRATEGIC  

PRIORIT IES  AND 

PROGRAMS  



O U R  S T R AT E G I C  P R I O R I T I E S  

Improve diagnosis 

Build capacity of our National Member Organizations 

Share knowledge and build awareness 

Define and promote practice standards, collect 

data, and support clinical research 

Improve access to safe and effective products 



W H AT  W E  D O  TO  C L O S E  T H E  G A P ?  



 

W F H  D E V E L O P M E N T  M O D E L  

 

é. through a step by step process to reach sustainable 

care across six distinct but interrelated pillars  

Build a strong 

national 

patient 

organization  

through 

capacity  

Improve care 

delivery 

Improve 

medical 

expertise and  

accurate 

laboratory  

diagnosis 

through 

training 

Achieve 

government 

support 

through 

advocacy 

Increase 

access to safe  

treatment 

products 

Tracking 

national 

demographic 

data 



IMPROVE DIAGNOSIS AND ACCESS TO 

TREATMENT 



G L O B A L A L L I A N C E  F O R  P R O G R E S S  ( G A P I )  

Å                     Launched in 2003 

Å                     Multi-year program 

Å                     Involves all stakeholders 

Å                     Multi-sponsored   

 

 

 



A N  I N T E G R AT E D  A P P R O A C H  ( G A P I I )  

National Patient  

                   Organization 

Government 
             Healthcare 

Professionals 



G L O B A L A L L I A N C E  F O R  P R O G R E S S  ( G A P I I I )  

Å Increase diagnosis 

Å Ensure government commitment to improve hemophilia 

care 

Å Develop HTCs network 

Å Create and expand registries 

Å Enhance healthcare profesionals expertise 

Å Strenghten capacity of patient organization 

 

 



G L O B A L A L L I A N C E  F O R  P R O G R E S S  ( G A P I V )  

Second Decade of GAP 

Identifying an additional 50,000 people with 
inherited bleeding disorders by 2022, with 
50% of them living in the worldôs poorest 
regions 

Results to date (July 2016) 

Å19,036 have been identified 

ÅIncluding 4,671 from the poorest 
countries 



G A P S O U T H  A F R I C A :  R E S U LT S  

Johannesburg centre has now become an International 

Hemophilia Training Center (IHTC)  

Full comprehensive care teams formed in 6 major centres + 10 

HTCs closer to communities (originally only 6 HTCs) 

CFCs included in South Africaôs annual health care budget 

Development of 5 year strategic plan by patient organization 

South Africa now twinned as established partner with Mauritius 

 



C O R N E R S TO N E  I N I T I AT I V E   ( L A U N C H E D  I N  2 0 1 3 )  

Provide support, expertise, and 

training to countries with minimal 

levels of care, which will help them 

improve and benefit later from 

WFHôs full range of programs and 

activities.  

Cambodia 
Nigeria 

Zambia 

Nepal 
Ethiopia 

Togo 

Bangladesh 
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é.. AND FOR F R E N C H S P E A K I N G  A F R I C A N  

C O U N T R I E S  :  

ÅFranco-African Alliance for the Treatment of Hemophilia 

(AFATH)  

ÅFounded by the French Hemophilia Society (AFH), the 

National Institute for Blood Transfusion (INTS) with 

support from the World Federation of Hemophilia 

(WFH) 

. AFATHôs main goal 

ÅTo help new patient group reach level for future 

WFH membership and enhance treatment of H. 

patients in medical centers 
        .       



BUILD CAPACITY OF OUR NATIONAL 

MEMBER ORGANIZATIONS (NMO)  

Advocacy / Skills Development 



 

E M P O W E R  A N D  B U I L D  C A PA C I T Y O F  N M O S  

 

HOT Twinning Advocacy in Action 

WFH Youth 
Fellowship program  

NMO Skills Training 

WFH Youth 
Leadership 

Program 

Succession 
planning 



SHARE KNOWLEDGE AND BUILD 

AWARENESS GLOBALLY THROUGH 

INFORMATION EXCHANGE,  EDUCATION,  

AND TRAINING 



 

S H A R E  K N O W L E D G E   

 

WFH World 
Congress 

Musculoskeletal 
Congress 

Publications & 
Educational 
Resources * 

World Hemophilia 
Day :  April 17. 

WFH Website 

Haemophilia 
Journal (Wiley) 

eLearning 
Platform * 

Multidisciplinary 
Training 

Workshops 



W F H  E D U C AT I O N A L R E S O U R C E S  

Hemophilia 
von 
Willebrand 
Disease 

Rare Factor 
Deficiencies 

Inherited 
Platelet 
Disorders 

Treatment 
Products 

Diagnosis Inhibitors 
Women with 
Bleeding 
Disorders 

Data 
Collection 

Advocacy 
Tools 

Assessment 
Tools 

Treatment 
Guidelines 

English 

Spanish 

French 

Arabic 

Russian 

Simplified 

Chinese 

Japanese 

Over 300 
publications 

now 
available in: 



W F H  O N L I N E  R E S O U R C E S  



DEFINE AND PROMOTE PRACTICE STANDARDS ,  

COLLECT DATA,  AND SUPPORT CL IN ICAL 

RESEARCH TO PROVIDE  EV IDENCE TO MAKE 

THE CASE FOR BETTER CARE  



 

D E F I N E  S TA N D A R D S  O F  C A R E ,  B U I L D  E V I D E N C E  

 

Clinical 
Research Grant 

Program 

WBDR - 
Epidemiological 

Research 

Guidelines for 
the Management 

of Hemophilia 

Annual Global 
Survey 

Global Forum 
Medical 

Advisory Board 
Statements 


