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What is the WFH?

• International non-profit 
organization founded 1963

• World Health Organization 
(WHO) recognition in 1969

• 118 National Member 
Hemophilia Organizations

• Extensive network of lay & 
medical volunteers

• Headquarters in Montreal, 
Canada (35 staff)

• Elected Executive Committee 
(15 members)



Today’s Global Reality

• 70% not diagnosed

• 75% not treated

• Many will die young or 
grow-up severely 
disabled



WFH Twinning Program

• Short-term partnerships          
(up to 4 years)

• Match emerging (developing) 
and established (developed) 
partners around the world

• Work together to improve 
hemophilia care

• Focus on sustainability and 
capacity building

• Financial assistance from WFH

• Technical support from WFH 
staff and volunteers



Two types of Twinning

Hemophilia Organization 
Twinning

• Focus on patient groups

Hemophilia Treatment Centre 
Twinning

• Focus on diagnosis and 
treatment



Over 18 Years of Twinning

• Program began in 1994

• 149 Twinnings supported

• Currently 42 Twins (24 HTC and 18 HOT)



Benefits of Twinning

• Builds capacity

• Sharing best practices

• Encourages collaboration

• Builds relationships

• Offers new challenges

• Broadens horizons

• Builds a global movement



Before & After: Amman (Jordan) – Toronto (Canada)

2006

• 60 PWH diagnosed, no registry

• No dedicated hematologist

• Patients required hospital admission for 
treatment (delays)

• Treatment with cryoprecipitate

• No factor assays performed

2009

• 91 PWH diagnosed + 39 people with rare 
bleeding disorders, national registry 
established

• Comprehensive care established 
(hematologist, nurse, lab tech, orthopedist 
and dentist)

• Treatment almost exclusively with factor 
concentrates

• Factor assays performed regularly

• Hematologist, lab tech and nurse trained in 
Toronto

• Treatment of chronic arthropathy with 
chemical synovectomy

• Telemedecine program

• Support extended to second HTC in Amman



Twinning Results (2002-2010)

• 212 medical trainings expanded medical and 
comprehensive care expertise, improving management 
of bleeding disorders 

• 155 outreach initiatives by patient organizations 
resulted in new chapters, increased membership, 
registries of people with rare bleeding disorders and 
camps for children, adults, or families

• 99 acts of resource sharing enhanced care with the 
provision of medical supplies, equipment, reagents, and 
educational materials



Twinning Results (2002-2010) 

• 72 projects improved diagnosis and treatment by 
developing diagnostic capacity, producing 
treatment guidelines, or conducting research 
projects

• 65 activities to strengthen patient organizations 
capacity through lobbying, advocacy, governance, 
or fundraising training



Twinning: Step by Step

• Get support of your NMO board

• Contact WFH

• Fill out questionnaire

• Get matched

• Assessment visit

• Submit application

• Await approval of Twinning Committee (October)

• Receive first annual payment

• 3 – 4 year lifespan: Fun and activities! Annual Reports & Action 
Plans for further funding

• Closure questionnaire



Funding and Reporting

• Twins submit 

– Annual Progress Reports

– Annual Action Plans

• Grant: up to $8,000 USD



Thoughts on Twinning

“Our twinning with Quebec 
has taught us that nothing 
comes easy, and that 
everything is possible.  
Everyone is committed to 
maintain what has been 
acquired, and at the same 
time, to keep going forward 
and make things better”.

- Islem Nafti, Tunisia



Thoughts on Twinning

“Gene therapy might be the 
cure for hemophilia, but 
Twinning is the cure for the 
isolation and helplessness 
that so many people with 
hemophilia around the 

world feel.”
– Brian O’Mahony,           

former WFH President     
and experienced Twin



CHS: OUR GLOBAL RESPONSIBILI TY

While the primary mission of the Canadian Hemophilia Society is to work within our

own borders on behalf of Canadians, this strategic plan recognizes our

responsibility to the global bleeding disorder community.

Canadians with inherited bleeding disorders enjoy access to the most advanced

therapies in optimal quantities. Our comprehensive care clinics provide a high

standard of care. Such is not the case around the world where 75% of people with

hemophilia do not have access to safe factor therapy and highly trained health care

providers. Life expectancy remains less than 20 years on average and these short

lives are filled with pain and suffering.

The CHS, as a well-developed patient association, acknowledges its responsibility

to work with the World Federation of Hemophilia to further its mission of

TREATMENT FOR ALL.



Organizational twinning with…
▪ Bangladesh–CHS (2014-2017)
▪ Tanzania–Hemo Ontario (2014-2017)
▪ Nicaragua-SCHQ (2012-2015)
▪ Egypt –CHS (2011-2012)
▪ Tunisia-Quebec (2005-2010)
▪ South Africa-CHS (2006-2009)
▪ Jordan - TCOR (2004-2009)
▪ Belorussia -SWOR (2005-2008)
▪ Iran – Ontario (2002-2008)
▪ Mongolia- Saskatchewan (2002-2007)
▪ Serbia – CWOR (2004-2007)
▪ Senegal – Quebec (2001-2003)

CHS International development

Canada’s role on the international level has been most valuable. The CHS, its provincial 
chapters and Canadian hemophilia treatment centres have been world leaders in twinning 
projects having participated in 15 twinning partnerships over the last decade.

By linking emerging and established hemophilia organizations and treatment centres, the 
World Federation of Hemophilia Twinning Program has improved treatment and care for 
people with hemophilia around the world and the CHS can be proud to have been 
instrumental to that success.

Hemophilia Treatment Centre twinning 
with…
▪ Kingston-Nicaragua (2012-2015)
▪ Winnipeg-New Delhi (2010-2013)
▪ Toronto-Amman (2005-2009)
▪ Hamilton-Belgrade (2005-2008)
▪ London-Minsk (2005-2007)
▪ Ottawa-Calgary-Shanghai (2002-2007)
▪ Ottawa-Guangzhou (2000-2003)
▪ Calgary-Tianjin (2000-2004)


