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This past summer I had the privilege of attending WFH 2016 World Congress in Orlando, Florida.  As I had 
never attended an event of this magnitude before I was unsure of what to expect.  Upon arrival I was 
immediately struck by the size of convention center and the amount of work and organization that had be 
put into holding the congress.  It truly was amazing. 

 

I filled my days with very informative and engaging presentations.  Some talked about the advancements 
that were being made in the pharmaceutical industry.  Others spoke about the struggle that has gone on 
and is still going on in developing countries to procure treatment.  There were also sessions on youth and 
member engagement. This was of particular interest since it has been the topic of many conversations at 
the boardroom table.  For me though the session that I still think about today and I found profoundly 
moving was a presentation by a young man named Patrick Lynch.   

 

Patrick and his younger brother Adam were both born with severe hemophilia A.  Patrick developed an 
inhibitor as a child but with immune tolerance therapy it was gone by the time he turned 13.  Both boys 
were on regular prophylaxis treatment and were able to live a somewhat normal life.  

  

When Adam was just 18 years old tragedy struck.  He died of an intracranial bleed.  How could this happen?  
Patrick described finding a bag full of his brother’s factor buried in a corner of Adam’s dorm room.  He 
evidently had gone off his prophylactic regimen.  

  

For those who don’t have access to prophylaxis treatment it seems unbelievable that someone would 
choose to skip treatment.  For some though compliance to their treatment plan is a struggle.  I know 
because I have a thirteen year old son who is on an every second day prophylactic regimen.  It’s not easy 
to always be on top of your treatment routine.  I often have to remind him of how privileged we are in this 
country. Remember all those boys and girls who have no options when it comes to effective treatment.  
We “privileged” have the power and obligation to help those who are still fighting to receive treatment.  
Until we can say that all people with inherited bleeding disorders have access to safe, effective, affordable 
treatment this obligation remains ours. 
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