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Washington Days 

On March 7th-9th, Hemophilia of Indiana, Indiana Hemophilia and Thrombosis Center and 

several Indiana Community members attended Washington Days in Washington D.C..  

Washington Days is hosted by the National Hemophilia Foundation and over 48 states 

were represented accounting for more than 500 individual bleeding disorder advocates.  

The Indiana Team was excited for the opportunity to meet with 7 of Indianaõs U.S. Rep-

resentatives and Senators.  The meetings focused on issues relating to the Affordable 

Care Act, including support for Essential Health Benefits, continued support for pre-

existing conditions, and continued ban on lifetime policy caps.  Additionally, we were 

able to discuss the importance of 340B funding for Treatment Centers and encouraged 

continued support for the CDC and HRSA grant.  Most importantly, Washington Days 

allows our Community members to share their story with our Policy makers on òThe 

Hilló.   
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A Legend Leaves Us 
The hemophilia community has struggled to comprehend that Barry Haarde, arguably the most popu-

lar and recognizable person with hemophilia in America, passed away unexpectedly on Saturday, 

February 17. His passing has devastated our community, which watched his lanky figure on his Cer-

v®lo cycle across America six times over the years. He was a steady fixture at regular hemophilia 

events, giving motivation to groups from Alaska to Florida, often with his bike by his side.  

 

Barry was only 52, and spent much of his life actually avoiding the hemophilia community. Diagnosed 

at age 19 with HIV, he withdrew socially, instead throwing his talent, time and energy into music. Bar-

ry was a professional trombone player in the Tommy Dorsey band, and others, and traveled the 

world. Jazz was his specialty, though he enjoyed a broad spectrum of music. He loved Jimmy Buffet 

and was a "parrothead"!  

 

His brother John had hemophilia, as did his brother-in-law Pat. In time, Pat was diagnosed with HIV 

and passed away. Then 17 years later, John passed away. As these losses mounted, Barry came out 

of his emotional wilderness, and connected with the hemophilia communityðin a huge way. Barry 

was special; nothing about him was trite, insincere or superficial. Everything he did had purpose. He 

reconnected with the communityðand proceeded in a short time to become the most famous person 

with hemophilia in America.  

 

He loved the work we did overseas in developing countries and decided to 

do something to help others who suffered, as he knew what suffering truly 

was. He proposed to ride across America in 2012, to raise funds for Save 

One Life, the child sponsor program I founded. We called it "Wheels for 

the World." Three thousand plus miles later, he dipped his wheel in the At-

lantic Ocean at Rye Beach, New Hampshire, and a legend was born. The 

community took notice of this gentle giant of a man, with a contracted knee, 

who seemed to come out of nowhere to take center stage and show what 

was possible.  

 

 

http://lakelleycommunicationsinc.cmail20.com/t/j-l-bydtrit-yutdcsc-y/
http://lakelleycommunicationsinc.cmail20.com/t/j-l-bydtrit-yutdcsc-y/
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 The next year, he proposed another ride; then another, then 

another! In total, six rides throughout the US (including Alas-

ka, his final one), with over 20,000 miles logged. He knew I 

loved the band the Doors, and named his bike "The Coffin 

Dodger," after a song by Robby Kreiger (guitarist for the 

Doors) from his new album and band.  

 

Barry had overcome so much in his life: so much pain, so 

much loss. Two years ago his beloved mother, Emily, died at 

age 86. They shared a love of music. Then Barry lost his job 

with Hewlett Packard, after the hurricane flooded Houston 

last year. His health took a downturn. A person's body can 

only take so much.  

 

Barry, in just six years, touched so many lives through his humble, quiet persona in person, and 

his raging athleticism on the road. People were in awe of him. He became a symbol of the possi-

ble, of hope, or resilience. And that's what we want to remember. This incredible man who put 

aside his personal pain to serve others. His rides raised over $250,000 to help those in poverty 

overseas. That's a life well lived. 

 
Barry will be remembered at a memorial service on March 3, in The Woodlands, Texas, where he 

lived. In lieu of flowers, the family asks that you make a contribution to 

Save One Life in Barry's name, a name which goes down in history. 
I would rather that my spark should burn out in a brilliant blaze than it should be stifled by dry-rot.  
I would rather be a superb meteor, every atom of me in magnificent glow, than a sleepy and per-
manent planet.  
The function of man is to live, not to exist.  
I shall not waste my days trying to prolong them.  
I shall use my time.  
 
Attributed to Jack London 

http://lakelleycommunicationsinc.cmail20.com/t/j-l-bydtrit-yutdcsc-j/
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Hearts for Hemophilia Gala ñMad Hatterôs Ballò 
 
The 28th Annual Hearts for Hemophilia ñMad Hatterôs Ballò was held Friday, February 9th at the  
Historic Union Station Grand Ballroom at the Crowne Plaza Hotel Downtown Indianapolis.  The theme 

for the Gala was ñMad Hatterôs Ballò with guests wearing their favorite ñMad Hatsò! The event included 

dinner, a live and silent auction, a casino, and dancing to the music of Stella Luna and the Satellites!  

The special guest speaker this year was Zachary Crabtree.  Zach is a member of Indianaôs bleeding dis-

orders community and is currently a senior at Indiana University and will be starting medical school this 

fall at Marion University.  Zach did an incredible job telling ñhis storyò and giving the guests a glimpse 

into the life of a person living with a bleeding disorders.  All proceeds from the Gala benefit the many 

programs and services offered by Hemophilia of Indiana to the bleeding disorders community.  These 

programs include emergency financial assistance, educational programs, MedicAlert ID program, Camp 

Brave Eagle, and the Doug Thompson Teen Leadership Camp.  Hemophilia of Indiana would like to 

thank our title sponsors the Indiana Hemophilia & Thrombosis Center and Shire.  Other sponsors include 

Bayer Healthcare, Cook Medical, Katz Sapper & Miller, Jason Flora Law Office, General Hotels Corpo-

ration, Novo Nordisk, Tharp Investments, Pfizer, CSL Behring, Genentech, Waypoint Global, and Re-

public National Distributing Company.  Mark your calendar for next yearôs Hearts for Hemophilia Gala 

to be held February 8th, 2019! 
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Upcoming Educational Dinners:  
 

Contact Angel Couch at acouch@hoii.org to register.   

Check out our Facebook (@HEMOINDY) page for details on  

educational dinners!  

 

 

 

Southern Indiana:  

Topic: Constructive Conversations by Pfizer  

When: March 20th, 2018 

Time:  6:00pm 

Where: Zaharakos  

              329 Washington St  

              Columbus, IN  47201  

 

 

Central Indiana:  

Topic:  Talk About Hemophilia -How It Can Help  

When: April 5th, 2018 

Time:   6:00pm 

Where:  The North End BBQ  

              1250 E 86th St  

              Indianapolis, IN  46240  

              

 

Northern Indiana:  

Topic:   The Journey of Factor  

When:  April 17th, 2018 

Time:   6:00pm 

Where: Essenhaus Inn & Conference Center  

              240 US-20 

              Middlebury, IN  46540  
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