
This past July I had the opportunity to spend one week in the sunshine state Florida, 
USA for the 2016 meeting of World Congress, put on by the World Federation of 
Hemophilia, where I spent my time surrounded by an impressive collection of 
professionals from all over the globe.  
 
I learned quickly, that one of the wonderful things about Congress (aside from high-
powered air conditioning!) is the chance to network and learn from the experiences 
of those worldwide, all under one roof.  
 
I was very grateful to, at last, sit down and spend time in person connecting with our 
HO Twinning team from Tanzania. After two years spent corresponding through 
emails and broken Skype calls, we were able to discuss the victories that we 
together have accomplished for patient care and advocacy in Tanzania, such as the 
first successful circumcision where with appropriate treatment, two young boys 
were able to walk out of the operating theatre after their procedure, bleed-free.  
Excited and fuelled for our remaining two years twinned on this project, we left our 
meeting ready to tackle challenges inevitable in our future.  
 
As a panellist, I was invited to speak on a closed, recorded session discussing Von 
Willebrand Outreach Programs around the globe, to inspire others to undertake 
bleeding disorder outreach, while shining a light on the particular challenges faced 
by the VWD community. Led by Dr Andra James of the United States, panellists who 
have had direct experiences with VWD outreach programs in a variety of countries 
discussed their variety of approaches. As an affected member and CODErouge 
ambassador, I was able to offer a unique perspective to the discussion, shedding 
light on the common signs and symptoms of a bleeding disorder in women, and the 
unique bleeding needs they face (menstruation, child birth, etc.) as well as the 
commonly shared needs with hemophilia (tooth extraction, mucosal bleeding, etc) 
and the clear gaps in care still existing in even the most developed of countries.  
 
I’d like to thank Hemophilia Ontario and the John Plater Fellowship for allowing me 
to grow as a member, and patient. See you in Glasgow! 
 
 
Amy Griffith 


