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MISSION
Assist and advocate for the bleeding disorders community.

VISION
Remove all barriers to both choice of treatment and quality of life.

THIS BOOK IS DEDICATED TO
adult men with bleeding disorders and their families,  
their courage and perseverance to keep moving forward  
despite all obstacles, and their ability to advocate. 

They are an inspiration to us all.

For those living and lost, this book honors and remembers you, always.  
Your story will not be forgotten.
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ABOUT HFA

Hemophilia Federation of America, Inc. (HFA) 
is a patient education, patient services and 

advocacy organization serving the rare bleeding 
disorders community. HFA is exclusively focused 
on the bleeding disorders patient and caregiver 
community.

In the 1980s, approximately 90% of people with 
severe hemophilia were infected with the HIV 
virus, and almost all patients with hemophilia 
who used factor products before 1988 were infected 
with Hepatitis C (HCV). Blood-borne infections 
were a major complication of treatment for 
people living with hemophilia. At the time, factor 
products were manufactured using large plasma-
donor pools and the process lacked specific tests for 
infectious agents. This lack resulted in the tragic 
loss of many thousands of lives and brought to the 
forefront the need to change the manufacturing 
and screening processes. From this devastation, 
the Hemophilia Federation of America (HFA) was 
born and thus a voice for the patient community.

HFA is a non-profit 501(c)(3) organization 
incorporated in 1994 to address the evolving needs 
of the bleeding disorders community. HFA serves 
as a community-based organization, committed 
to championing the needs of families living with 
chronic, often painful, and debilitating bleeding 
disorders. HFA advocates for safe, affordable, 
and obtainable therapies and health coverage. 
Ultimately, HFA seeks a better quality of life for all 
persons with bleeding disorders.

Based in Washington, DC, HFA works in 
conjunction with other national and state 
organizations on behalf of families living with 
bleeding disorders. Its officers and staff maintain 
a highly visible presence, representing the 
bleeding disorders community on Capitol Hill 
and speaking regularly before the Food and 
Drug Administration, Centers for Disease Control 
and Prevention, and other key agencies. HFA is 
committed to community education and provides 
tools and resources to give the community a voice 
at state and federal legislatures.

HFA comprises a national organization office 
and 43 state and local community-based 
affiliated organizations made up of numerous 
men, women, children, moms, dads, siblings, 
grandparents and friends impacted by a bleeding 
disorder. Additionally, HFA works with many 
non-affected individuals and organizations, such 
as healthcare and therapy providers, specialty 
pharmacies, donors, and insurers who play a 
significant role in the community.

HFA programs include a wide range of adult 
outreach initiatives, as well as broad-based 
support for families living with hemophilia, von 
Willebrand disease and other bleeding disorders.
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A bleeding disorder is present when the blood does not clot 
properly. Blood clotting is a complex process that involves 

as many as 20 different plasma proteins. All clotting proteins 
and platelets need to work effectively and in the correct order 
to form a proper clot that is strong enough to stop bleeding.  
A bleeding disorder occurs when the body is unable to activate  
the entire “clotting cascade” correctly.

WHAT IS HEMOPHILIA?
Hemophilia is very rare—only about 20,000 Americans have the 
condition—and affects mostly males.

Hemophilia affects 1 in 5,000 male births in the U.S. and ap-
proximately 400 babies are born with hemophilia each 
year. All races and economic groups are affected equally.  
People with hemophilia who have access to factor replacement 
therapy have a normal life expectancy.

TYPES OF HEMOPHILIA
Bleeding disorders are treated differently depending on what  
protein is missing in the blood. Hemophilia is one of the most 
common bleeding disorders and is classified as follows:

•  Hemophilia A—Also called classic hemophilia, it is four times 
more common than Hemophilia B, and it occurs when factor 
VIII levels are deficient.

•  Hemophilia B—Also called Christmas disease, it occurs when  
factor IX levels are deficient.

•  Hemophilia C—It occurs when factor XI levels are deficient.

•  Acquired hemophilia—A person can develop hemophilia  
as a result of illness, medications, or pregnancy. Acquired  
hemophilia is extremely rare and usually resolves itself  
with proper diagnosis and treatment.

WHAT IS VON  
WILLEBRAND DISEASE?
Von Willebrand Disease (vWD) is the 
most common type of bleeding disor-
der, affecting an estimated 1% of the 
world’s population.

VWD affects males and females equal-
ly. However, because symptoms can 
be mild, many people affected have 
not been diagnosed. People with vWD 
have decreased or malfunctioning von 
Willebrand Factor (vWF) activity and 
therefore cannot form a proper plate-
let plug.

SYMPTOMS OF A  
BLEEDING DISORDER
A person with hemophilia can bleed 
inside or outside of the body. People 
with hemophilia do not bleed faster, 
they just bleed longer. The most com-
mon types of bleeds are into the joints 
and muscles. Other symptoms in-
clude: nosebleeds, prolonged bleeding 
from minor cuts, bleeding that stops 
and resumes after stopping for only  
a short time, blood in the urine, blood 
in the stool, large bruises, hematomas, 
unexplained bruising, and excessive 
bleeding with dental work or tooth  
extraction.

ABOUT BLEEDING DISORDERS
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For more information about bleeding disorders and the bleeding disorders community,  
please visit: www.hemophiliafed.org
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INTRODUCTIONS

By Carl Weixler, HFA Past President

B
lood Brothers! These are very special men 
and boys who have an inherently ultra-
close bond—a bond like no other—a  

relationship that can be difficult to explain that 
is based on the shared experiences and pain of 
living with a bleeding disorder. Although we all 
have different types of relationships—those with 
our parents, spouses, children, friends, coworkers 
and so on—some are close to the heart and some 
are casual. And sometimes the relationships that 
are the strongest are the ones we choose.

My name is Carl Weixler. I am 55-years-old and 
live with severe hemophilia B. I grew up in the 
“Dark Ages” of hemophilia care when we only re-
ceived whole blood and ice-packs for our bleeds 
in a hospital. Those were the days of extremely 
painful and damaged joints. Back in the 1960s, 
on average, I could bank on encountering about 
five of us Brothers at the hospital at the same 
time every few weeks dealing with our bleeding  
episodes. We were all put in the same room and, 
consequently, got to know each other pretty 

well. The bonds forged there are still tight, even 
though few of us remain. When technology had 
progressed to the point that we were finally able 
to take factor at home, we all thought we had it 
made, until HIV and HCV hit in the 1980s. Then 
we had to be even more careful about who we 
trusted with our medical history because not only 
was our blood disorder hard for some to under-
stand, we feared the public’s reaction to an AIDS 
diagnosis. Add to that the fact that our longev-
ity was uncertain, given that many of our Blood 
Brothers were dying from AIDS and HCV. Those 
of us who are blessed to have lived through that  
perilous time know that we have “endangered 
species” status because more than 90% of our 
peers died from the tainted blood they unknow-
ingly used for treatment. With this knowledge 
of our history comes the critical responsibility to 
mentor future generations. As we look forward to 
passing the torch, we survivors must instill in our 
younger Blood Brothers an appreciation of our 
community’s history and the passion to protect its 
hard-won lessons.

Bleeding disorders know no gender, nationality, ethnicity, 
or socio-economic class, and neither should we.
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Even though I didn’t choose to live with hemo-
philia, I have chosen to be close to my bleed-
ing disorder community of “Blood Brothers”and 
“Blood Sisters.” Bleeding disorders know no gen-
der, nationality, ethnicity, or socio-economic class, 
and neither should we. This book’s focus is on the 
Hemophilia Federation of America’s (HFA) Blood 
Brotherhood program and the special relation-
ship between Brothers. (This is not intended to 
disregard the challenges and struggles our Blood 
Sisters face. That will be another book!) I have 
said many times, “We may not have known each  
other from Adam ten minutes ago, but know we 
are family because of our common bond.”

Having Blood Brothers has meant so much to me 
throughout my life. A Blood Brother knows what 
a bleed feels like and how you know when one 
has started. He knows the feeling of not want-
ing to infuse. Who knows why we sometimes act 
like DABs, or “dumb-ass bleeders?” Why do we at 
times say to ourselves, “I think I’ll wait and see if 
it really is a bleed; then I’ll do a dose”? A Brother 
can relate to weighing the fun or risk against the 
pain, or when we say, “I’ll be okay. I’ll just ‘pro-
phy’ tomorrow.” A Blood Brother knows the fear of  
dying early from a bleed, HIV, HCV, or some-
thing else. He knows what it’s like to have strong  

feelings for that special someone, but be unsure 
about when in the relationship to tell them about 
his bleeding disorder. He wonders about what sort 
of career might prove a good fit or whether to go 
on disability, and, if so, how to live on disability. 
He knows what it feels like to wonder if he is strong 
enough to overcome his challenges and provide 
for his family. He’s been in the position of hav-
ing to explain hemophilia to a teacher, coach, or 
medical professional. He understands why some 
of us didn’t prepare for retirement age because we 
didn’t expect to live that long. A Blood Brother 
is also the one who can call me out if I pull the 
“Hemo Card”—when I let my hardships get the 
better of me and I’m ready to give up. Sure, Blood 
Brothers can go for long periods of time without 
connecting, but it makes no difference because we 
can all pick right up where we left off.

The HFA Blood Brotherhood concept started from 
two Blood Brothers talking about how strong this 
bond was between us, but there was no outlet 
or structure to facilitate that connection. As the  
desire to reach out and spend time with our 
Brothers became stronger, we thought it would 
be great if HFA, our consumer-centric nation-
al organization, could create a way for us to  
connect. Susan Swindle, then HFA Executive  

Sure, Blood Brothers can go for long periods of time  

without connecting, but it makes no difference because  

we can all pick right up where we left off.
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Director, heard the request and 
submitted a grant proposal to 
the Centers for Disease Control 
(CDC). Much to our surprise, 
the grant was approved, and we 
had a way for Blood Brothers 
around the country to meet in 
person and online. Some meet-
ings were held at HFA’s national 
annual symposium and some 
at local member organizations. 
These meetings offered educational sessions and 
fun activities, but more importantly, they offered 
time for us to connect to one another about press-
ing issues as well as past concerns. It makes such 
a profound difference when you can speak to 
someone who has walked ten miles in your shoes.

This book honors 15 Blood Brothers by telling 
their stories. Together we share their experi-
ences, struggles, and challenges as they’ve per-
severed through often dire times in their lives, 
enduring countless bleeds and treatments, and  
losing friends and loved ones along the way.  
Some of them experienced the “Dark Ages” of 
hemophilia treatment and the consequences of  
having tainted blood infused into them, and  
others were more fortunate. Some have gone to 
Hemophilia Camp while others never had the  
opportunity to go. Some are from the US and 
some are from other countries. Some have found 
love and had families, while others still hope 
to. Some live circumspectly and others are more  
daring. Regardless, all of them have a strong will 
to survive and find their purpose in life. Despite 
their challenges, they have all overcome so much 

more than many of us could 
ever imagine. From childhood 
on, many have suffered bully-
ing, ostracization and rejection. 
All have had to get educated on 
their disorders and new treat-
ment protocols, and learn to 
navigate the healthcare system. 
They have had to learn to infuse 
and advocate for themselves, 
their loved ones, and their com-

munities for better medical care and support. I 
am so grateful to be part of this community, and 
I hope you will be inspired by the stories of my 
Blood Brothers. As this book was being written, 
our brother, John Reed, whose story is included, 
passed away on October 15, 2016 from complica-
tions related to a recent ankle replacement. John 
felt that hemophilia and all of the struggles he 
overcame throughout his life actually made him 
a better person, helping him keep his life and  
relationships in perspective. This book is dedi-
cated to all of the Blood Brothers who have gone  
before us and to those still living who have  
inspired us to find our own voices and advocate! 

Life is full of choices. What will you choose? You 
could decide to not be involved with your Blood 
Brothers, or you could discover the great expanse 
of understanding and support that comes from 
connecting with others in the HFA Blood Brother-
hood. If you give it a try, I guarantee you won’t 
regret it. S

And a bit of advice:  
don’t choose to be a “DAB!”

IT MAKES SUCH  

A PROFOUND  

DIFFERENCE 
when you can speak 

to someone who has 

walked ten miles  

in your shoes.
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growing number of men and boys with hemophilia 
became infected, as did their partners, and some 
women with bleeding disorders as well. The 
medical miracle that clotting factor had promised 
in the 1970s became a medical nightmare in the 
early 1980s. In addition to living with hemophilia, 
now men, boys and their families were facing HIV, 
Hepatitis C (HCV), and all the enormous medical 
and social challenges that the “3-Hs” (Hemophilia, 
HIV, HCV) brought with them. There was also a 
huge stigma attached to being HIV positive. AIDS 
was considered a “gay disease” and many men in 
the hemophilia community did not want that label 
attached to them. Some guys with hemophilia were 
very angry at gay men for having donated, even 
if unknowingly, HIV-tainted blood. Homophobia 
was a large and debilitating issue in the bleeding 
disorder community, as it continues to be in the 
world at large.

Getting Started
The first group of men with hemophilia I met 
in 1989 were the older guys my colleague had 
previously convened over her home-cooked meals. 
These men had grown up at a time before there 
was an effective treatment for bleeding (factor 
concentrate) and their bodies showed the wear and 
tear of their early years. All of them were crippled 
from uncontrolled bleeding into their knees, 
ankles and elbows; they were grizzled veterans 
of the hemophilia wars. They had all been told, 
and accepted, that they wouldn’t live past the age 
of forty, yet they were tough as nails and were 

By Dana Francis, MSW

In November 1988, I was hired as a social work-
er/health educator by the Hemophilia Council 
of California. They were looking for someone 

who had worked with men, knew something about 
bleeding disorders, HIV/AIDS and Hepatitis C, and 
who had a background in health education and 
counseling. A friend at the time happened to be a 
genetic counselor and she gave me a crash course 
in hemophilia the night before the interview. I got 
hired, was handed a scope of work, and embarked 
on a long and amazing journey that I now feel 
privileged to call “my career.”

One thing that wasn’t spelled out in the job de-
scription was clear guidance about how to get 
men with hemophilia to come together to talk to 
each other about the horrific developing health 
crisis and the mounting personal and emotional 
losses they were facing. A co-worker had success-
fully coaxed a few of the older guys to get together 
once or twice by offering to cook them dinner, but 
that model wasn’t going to work for me given my 
“new kid on the block” status, not to mention my 
questionable culinary skills. It became clear that I 
would need to get creative!

History
In the early 1980s, men with hemophilia began 
to contract HIV through their clotting factor. The 
pharmaceutical companies were not heat-treating 
the product at that time, and recombinant factor 
had not yet been developed, so if one plasma donor 
out of thousands was HIV positive, that entire lot 
of factor became contaminated. Very quickly, a 
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looking for ways to cope with the new challenges 
of HIV and HCV. We were a small group of three 
or four men who met one night per month. One 
of the guys had even attended some AIDS support 
groups for gay men, although he was not gay, 
because there was no support group for men in 
the hemophilia community at that time. He was 
happy and relieved to finally find a place to sit with 
his blood brothers and talk about the new world 
they had to navigate. We met in people’s living 
rooms, steering clear of the sterile clinic rooms at 
the hospital which were simply another reminder 
of the many medical challenges the men faced.

As our meetings continued from month to month, 
I asked these men to think about other guys they 
knew who had hemophilia and HIV who might 
want to join us. As I met men with hemophilia 
through my own day-to-day work, I would ask 
them if I could add them to my mailing list. 
Each month I mailed out an announcement to 
let people know where the group was meeting 
and when. Light refreshments were provided but 
the word “support” did not appear anywhere in 
my outreach efforts. Back then, no one wished to 
openly admit that they needed any.

Something I understood from the beginning was 
that boys and men are taught to be wary of one 
another. Boys learn early in life to be competi-
tive and that showing any kind of vulnerability 
to others can invite harm. Boys learn these pain-
ful lessons on the playground at school, on sports 
teams and on the streets. Men continue to play by 
these same rules in business, in the military and in 
politics. I knew that if I hoped to build a sense of 
community with men, three words were not to be 

spoken aloud: support, safety and trust. This vo-
cabulary of emotion, while powerful, did not have 
a place in the early chaos of the hemophilia health 
crisis. We simply attempted to gather, and through 
our collective action, slowly build the connections 
that would eventually create the support, the safe-
ty and the trust that, as it turns out, most boys and 
men really do want and need with each other. 

Building Community
Little by little our men’s group attendance in-
creased. Our Northern California coverage area 
was enormous, but by the end of 1990, two men’s 
groups were meeting every month, both centered 
around the Bay Area. One group served those who 
lived on the peninsula between San Francisco and 
San Jose, and the other served the East Bay region 
including Oakland, Berkeley and Hayward. With-
in a few years, both groups had an average at-
tendance of 6-8 men each month. Word of mouth 
was starting to work. Men who attended realized 
there actually was some safety and camaraderie 
in gathering together each month to share coping 
strategies and support. Some fathers attended. One 
dad, in particular, came regularly so he could help 
his young son navigate through his life with severe 
Factor VIII deficiency. Around this time, there were 
also some larger hemophilia and HIV couples’ re-
treats happening in our region where word of our 
men’s groups spread. Word spread slowly. We also 
started offering outings like barbecues and sport-
ing events at that time.

One man named Joe (not his real name) had told 
me during my early outreach efforts in 1989 that 
“if he needed any information about HIV/AIDS, he 
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already knew who to ask.” His perception of the 
“men’s group” was just an information session and 
he clearly wanted nothing to do with it. I empha-
sized the value of facing the crisis collectively, but 
he was having none of it. Undeterred, I asked him 
if I could keep him on the group meeting mailing 
list and he agreed. For years, he received the meet-
ing reminders, but he never attended. Then one 
evening six years later at a meeting at a member’s 
house in San Jose, the doorbell rang. I answered the 
door and there was Joe. He was very ill. He told the 
group that he had no T-cells and was fighting sev-
eral opportunistic infections. He was scared about 
his failing health and it must have been that real-
ity that had motivated him to get in his car, as sick 
as he was, and finally come to check out the group. 
As it turned out, he knew a few of the guys already 
and quickly felt at home. He eventually went on to 
thrive under the new regimen of AIDS drugs and in 
the years that followed, Joe hosted the men’s group 
in his own living room dozens of times.

On the national level, the National Hemophilia 
Foundation created “MANN” (Men’s Advocacy 
Network), a group organized to analyze how the 
nation’s blood supply had gotten contaminated 
and to unravel the decisions made both by the 
pharmaceutical companies and the national he-
mophilia advocacy organizations. The hemophil-
ia community suffered through a lot of political 
strife during this period and some men chose to go  

public about their own HIV status. This new open-
ness encouraged men to gather in groups and 
share their stories. 

One of the biggest challenges of this era was, of 
course, grief. Effective treatments for HIV/AIDS 
and the myriad opportunistic infections suffered 
by people with compromised immune systems 
were minimal at best. In the early 1990s, as the 
death toll mounted, our men’s groups also served 
as de facto grief groups. Although this was not by 
design, it became clear that the connections the 
men had made before were strengthened by their 
shared loss. As their blood brothers passed away, 
the men’s groups offered a forum to gather, grieve 
and move forward. Protease inhibitors came on the 
market in the mid-1990s, effectively putting the 
brakes on the progression of HIV, but by that time 
many men had come to depend on their brother-
hood connection. 

Going Forward 
In September 2000, I started a new job as an HTC 
social worker at the University of California/San 
Francisco, (UCSF). The critical need for the men’s 
groups had waned a bit as the toll of the HIV/AIDS 
epidemic in the hemophilia community began to 
slow down. Hepatitis C remained a major concern, 
and while HIV infection was now manageable as 
a chronic health problem, the interferon treatment 
for Hepatitis C was taking a toll. Interferon can be 
extremely toxic and coping with that treatment 
became a new topic of discussion in our men’s 
group. Another dominant topic was the way these 
infections had interrupted normal life trajectories. 
Believing, with good reason, that they might not 

SUPPORT. SAFETY. TRUST.
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survive AIDS, many had not planned for life as 
adults: they had not attended college, learned a 
trade, or planned for a career. Some had been too 
ill to work, but were now feeling better. Many who 
had not bothered to develop the skills they would 
need to function in the adult world were now being 
told that, in fact, they might now have a normal 
life span after all. These were complex issues to sort 
through but fortunately the group members who 
had navigated successfully into adulthood were 
there to help those who had a bit more trouble 
finding their way. 

Since 2007, we have had just one men’s group that 
meets every other month and I’m no longer shy 
about calling it a “support group.” In fact we now 
freely use those three words I mentioned earlier: 
support, safety and trust. Many of the guys who 
have attended the men’s group for years are no 
longer bothered by these words, though I do won-
der about a new guy coming in. Does he worry that 
he’ll be emotionally safe? That this will truly be 
a safe space to share feelings and concerns? That 
he’ll be comfortable sitting in a room with other 
bleeders? What I want to say to all newcomers is 
simply “check out the men’s group.” You’ll find a 
place where you can have a bite to eat, listen to 
other guys talk honestly about their lives, even say 
a bit about yourself if you like. You will find a safe 
harbor among other guys who “know the ropes” 
and who accept you immediately and uncondi-
tionally simply because you’re a blood brother. 
You’re home. 

The Blood Brotherhood
About six years ago I was asked to coordinate the 
Hemophilia Federation of America (HFA) Blood 
Brotherhood program through the local chapter 
in Northern California, combining the HFA’s out-
reach ideas with program patterns I developed on 
my own. This model of providing activity-based 
outreach opportunities for men has been a very 
useful one around the country. Effective groups 
offer the framework of a meal or an outing as a 
way to help men get together in a safe and non-
threatening way. Having a speaker is often infor-
mative as well as a great conversation starter. And 
of course, we always offer a segment on physical 
activity, an essential building block for the health 
and well-being. 

HFA has done the bleeding disorders community 
a great service by providing the funding and pro-
gram structure for these outings, encouraging 
them throughout the United States. Out of these 
gatherings come conversations, connections and 
friendships. The core elements of the Blood Broth-
erhood are spending time together, breaking down 
barriers, and sharing hopes, dreams and strate-
gies, all while becoming stronger and healthier in 
mind, body and spirit. I know you will enjoy these 
stories from Blood Brothers around our country. It 
has been such a great privilege getting to know so 
many of these wonderful men and learning from 
them as they have shared their prized and priceless 
“brotherhood” with me over the years. S



“If you take the steps to find the answers, you 
will always be able to advocate for yourself  

and do what’s best for your family .”
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C
had grew up in New York and has always 
known the challenges of hemophilia. 
He remembers having incessant bleeds, 

and his holiday photos bring back memories of 
wearing a splint or a cast because of a bleed. 
Fortunately, his family has always supported his 
overcoming the challenges. In fact, Chad’s 
father once hooked an electric motor to 
a pedal tractor so that Chad could get 
around while suffering with ankle 
bleeds. When his knees bled, his 
mom would drive him to elementary 
school extra early with his crutches so that 
he could scoot up the stairs on his bottom, 
one step at a time before the other kids got to 
school. And his sister made sure his middle school 
teachers gave him his homework when he was 
stuck at home nursing an iliopsoas bleed. 

Chad’s childhood was difficult, but he started 
attending hemophilia camp at age seven and 
learned early that he wasn’t alone in dealing with 
bleeding challenges. Camp was a safe place—
somewhere where he wasn’t “the hemophiliac 
who couldn’t participate in gym and sports.” At 
camp, he got to be a carefree kid who could just 
infuse if he got hurt. His second year at camp, 
he was paired up with an older camper, his “big 
blood-brother,” Chuck, who became an instant 
role model. Chad was in awe of Chuck. This 

tough-looking older camper with a black leather 
jacket, a bandanna, and an 80s rocker hairstyle 
was exactly what Chad needed. They spent a lot 
of time together that week, and Chad learned 
that hemophilia didn’t mean that he couldn’t do 

what he wanted to do. Like Chuck, Chad could 
be who he wanted to be—not a timid, frail 

hemophiliac. He could be a confident, 
cool guy who spoke his mind and 

did as he saw fit—one who was 
not reckless but who was confident 

enough not to take no for an answer 
if it was something he believed in. Chad’s 

new outlook would be vital for him as he 
navigated school, relationships, and the medical 

community in future years.

During school, Chad couldn’t participate in sports 
and gym class. During PE, he had to walk around 
the field while the rest of the class was playing. 
Finally, his family convinced the administration 
to allow him to join most gym activities and to 
find alternative activities when the activity was 
“too physically dangerous.” Since the school still 
wouldn’t permit him to play sports, he joined 
other after-school activities and he played in 
neighborhood pick-up games, paradoxically 
often playing football without pads, a helmet, or 
supervision.

CHAD 
NEW YORK
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As an adult, Chad understands that because of 
his joint damage and limited range of motion 
from bleeds when he was younger, he is not a 
good fit for the more physically demanding jobs. 
Although he has worked various jobs, ranging 
from construction to retail, every job situation 
seems to cause some kind of problem for him. 
For example, a basic retail store job might seem 
safe enough, but if he stood on his feet for eight 
hours he wouldn’t be able to stand at all the next 
day because of hemarthrosis, or joint pain and 
swelling caused by bleeding into the joints. It’s 
always been tough for him to find a job he can 
do during a bleed, and to find an employer who 
understands his bleeding challenges and allows 
him to miss work to deal with bleeds. 

Although finding steady work has always been 
challenging, Chad’s bleeding disorder has had 
little impact on his relationships. The co-morbid-
ities that often come along with being an adult 
hemophiliac, on the other hand, have had a 
huge impact on relationships. Trying to find a 
companion with a good personality and sense 
of humor who won’t immediately bail on the  

relationship when they hear “HIV and Hepatitis 
C Virus (HCV)” can be arduous. However, having 
a bleeding disorder has actually made some of 
his friendships stronger. In fact, Chad’s best friend 
who, without any other connection to bleeding 
disorders, volunteered at his hemophilia camp 
and actually learned how to infuse, a skill that 
came in handy when Chad developed an arm 
bleed and his friend was able to infuse him.

Chad was infected with HIV and HCV from 
contaminated blood products, and developed an 
inhibitor, likely from the large volumes of factor 
used to clot his blood. He was able to tolerize 
on immune tolerance therapy when he was 
14; however, because of the HIV and HCV, he’d 
been given “expiration dates” by doctors several 
times. He foiled the first expiration date when 
he graduated from high school. He then went to 
college and survived for seven years with virtually 
no immune system. At one point, he had a severe 
drug interaction between the HIV medications and 
HCV treatment, and he ended up in the hospital, 
barely surviving. Over the next 10 years, his liver 
began to shut down, and he was told that if he 



didn’t get a liver transplant soon, he would die. 
He still hasn’t had that liver transplant, and he’s 
feeling healthier than when he started college. 

That said, Chad’s litany of horrifying experi-
ences pales in comparison to his having watched 
friends from camp and the hemophilia communi-
ty die one after another from the same issues he’d 
faced. He sometimes worries about suffering the 
same fate, wondering why he survived when they 
didn’t. Knowing that his friends and comrades 
were victimized by pharmaceutical manufactur-
ers, government agencies, and medical person-
nel leaves Chad distrusting everyone involved. 
He is even wary about trusting fellow members 
of the bleeding disorder community because they 
were sometimes too greedy or ashamed to provide 
the proper information to let those with bleeding 
disorders choose their own level of risk. Hearing 
about all the new viruses has Chad worried about 
the future of the blood supply and those still de-
pendent on blood products.

Through all of the challenges, Chad’s family has 
stood by him and encouraged him to advocate for 
himself. His mom was probably the best advocate 
he’s ever seen in action. The true inspiration for 
self-advocacy, though, comes from a single event 
with a hematologist he met in the ER when he 
was young and suffering with a bad bleed. This 
hematologist came into his room and looked 
through his chart. He then said, “I see you have 
hemophilia... How often do you have seizures?” 
Not being epileptic or ever having had a seizure 
in his life, Chad realized that if this “specialist” 
didn’t know what hemophilia was, he would need 

to advocate for himself with absolutely everyone 
from now on. 

Thankfully, Chad’s mom helped establish the local 
hemophilia association during his childhood. She 
took him to national conferences and opened his 
eyes to the community at large. Chad’s advice to 
anyone new in the community is to “take control 
and be proactive. Don’t be afraid to ask questions 
and ask the same questions to several people. 
Knowledge is power, especially when it comes to 
living with a bleeding disorder. If you take the 
steps to find the answers, you will always be able 
to advocate for yourself and do what’s best for your 
family. Don’t let others tell you what’s in your best 
interest; take their advice into consideration but 
find the answer yourself.” S

“TAKE CONTROL AND BE PROACTIVE .”

BLOOD BROTHERHOOD 17
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“The more 
knowledge 

you have the 
more you are 
equipped to 
handle life’s 

challenges .”
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D
ave Macharola was born in 1954 in rural 
Pennsylvania to a loving family during 
a time when treating bleeding disorders 

was still in the “Dark Ages.” He had three siblings 
but was the only one with hemophilia B. Like 
many hemophiliacs, he was an active, daring 
child with a high tolerance for pain, and he 
endured countless bleeds and what he 
calls “voodoo medicine” for treatment 
throughout his childhood and teen 
years. One time, he fell off his bike 
and cut his forehead, leaving a large 
gash. The doctor was too afraid to suture 
his wound, so they wrapped it with a pressure 
tourniquet bandage so tight that his eyeballs 
felt like they were popping out. Growing up, he 
was also a bit overweight. His doctor put Dave 
on diet pills, believing that the excess weight was 
exacerbating his joint bleeds. What it actually did 
was make his heart race faster, making him shake 
and hemorrhage even more. Later, as a teen, he 
was treated with an amazing 86 pints of whole 
blood plasma after having a tooth extracted. 

These experiences made him resilient. Dave 
developed a “bull-headed” attitude that helped 
him carry on and move forward, regardless of his 
many bleeds. He lived through hospital stays in 
Pennsylvania and New York, social awkwardness, 
and ridicule from his peers. Dave was luckily 

DAVE 
PENNSYLVANIA

never exposed to HIV during the 1980s. Back 
then, his main concern was avoiding blood 
tainted with Hepatitis C virus (HCV). He saw his 
two high school friends with hemophilia suffer 
from hepatitis, and his stubborn nature prompted 

him to learn and advocate for himself. He 
refused treatment with blood products but 

opted to “tough out” the bleeds on his 
own. In that way, and unbeknownst 

to him, he avoided contracting HIV 
as well. His two friends were not so 

lucky and died from complications of 
HCV and HIV contracted from the same 

tainted blood supply he’d avoided. Later 
he discovered, however, because of childhood 

treatments with whole blood and plasma, he did 
test positive for HCV, of which he’s been cured for 
the past ten years. 

Growing up in rural Pennsylvania, Dave never 
attended camp, but his parents would drive him 
100 miles to the nearest treatment center for clinic 
days, where they learned of new treatments. Back 
in the early 1960s, the common treatment to 
prevent joint bleeds was immobilization by using 
braces, splints, crutches, and wheelchairs. It is 
amazing to see the number and types of medical 
devices collected during those years including an 
array of Ace bandages, splints, braces, ice packs, 
for almost all joints and conditions. At a young 
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age, he was fitted with large shoes that attached 
to the metal braces. The braces were clunky and 
heavy, laced up with a long shoestring, making 
him walk around like “Herman Munster.” His 
mother added long zippers to the inseams of his 
pants so that pulling pants over his bulky braces 
was easy. As technology advanced, his braces 
became lighter weight and were strapped on with 
Velcro, but still bulky. Needless to say, he was not 
a stylish kid, and he endured some ridicule from 
his classmates over the years. As he watched the 
technology advance, he hoped for braces that 
were thinner, lighter, and, most importantly to a 
kid, hidden.

By the time he went to college and against his 
doctor’s advice, he gave up the braces and 
found he functioned better without them. His 
mulishness once again helped him to self-
advocate. During high school, he discovered 
he was good at math and mechanics, and his 
counselor and parents encouraged him to study 
accounting, as that would lead to a sedentary 
desk job. He really wanted to be an architect, 
but he heeded their advice because of the quite 
natural safety concerns he would encounter on 
construction sites and got a degree in business 
finance. He spent the next ten years working 
in the banking industry, climbing the ladder to 
Supervising Branch Manager of a small bank in 
Pennsylvania. In the 1980s, as small banks were 
bought up by large banks, his bank merged with 
another, and he lost his job. With the support of 
his wife and three young children, he decided to 
attend Penn State to follow his dream of being 
an architect. He earned his degree in architecture 

TOGETHER THEY  
CONTINUE THE FIGHT  
for the bleeding disorders 

community and to provide  

a voice for those who aren’t  

in a position to speak .
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and has been happily employed doing what he 
loves for the past 25 years. He’s licensed in six 
states and has worked for several architectural 
firms, but he currently owns his own architectural 
business and works out of his home. 

Working from home has allowed him more time 
to spend with his wife of 36 years. When he was 
dating her and told her of his hemophilia, instead 
of running away, she was so interested, she 
researched it extensively. Dave took her to meet 
with a geneticist so she could make an educated 
decision on starting a family with him once they 
were married. To his relief, she was not worried in 
the least, and they had two daughters and a son, 
who is an obligate carrier. He also has a six-year-
old grandson who has hemophilia. 

Dave’s parents instilled in him the importance 
of education, family, and religion. They were his 
first advocates and role models, always steering 
him and his siblings in the right direction. His 
wife is now his biggest supporter and advocate. 
Over the years, she’s developed a keen awareness 
of when he’s starting a bleed and she will warn 
him. Twenty-three years ago, she supported him 
while he healed from two knee replacements that 
gave him a new lease on life. He’s now on a long-
acting product, and his bleeds are under control. 
With more time to give back to the community, 
they’ve both been involved in HFA, advocating at 
the state legislative level and on Capitol Hill. His 
wife is well-versed in the intricacies of insurance 
coverage and helps him understand and process 
information that can at times be overwhelming. 
Together they continue the fight for the bleeding 

disorders community and to provide a voice for 
those who aren’t in a position to speak.

Dave lived through the “Dark Ages” of treatment 
for hemophilia and watched therapies evolve to 
the present, with long-acting factors, prophylaxis, 
and pharmaceutical companies researching the 
disease on a genetic level to develop innovative 
treatments and hopefully, one day, a cure. Dave’s 
advice for new families facing bleeding disorders is 
to get involved in the community and stay active. 
Learning about the disease and discovering the 
best treatment options will mean parents and 
children are getting their medical needs met. “It’s 
time-consuming but it’s in the best interest of you 
and your children.” As his parents taught him, 
knowledge is power. Read as much information 
as you can get on the disease and on the current 
scientific advances. The more knowledge you 
have, the more you are equipped to handle life’s 
challenges.” S 



“One of his best memories is of his 
neighborhood friends . Instead of asking if  

Felix could come out, they would knock on  
the door and ask if they could come in!”
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F
elix remembers lots of loneliness, crutches, 
and wheelchairs during his early childhood. 
He had numerous trips to, and stays at, 

the hospital and many days at home confined 
to the couch. One of his best memories is of his 
neighborhood friends. Instead of asking if Felix 
could come out, they would knock on the 
door and ask if they could come in! There 
were hours of inside games, including  
Dig-Dug. Because his friends 
adjusted their play so that they 
could hang out with him, they became 
family. “I understood without them ever 
saying it… ‘I have plenty of other places I 
could be right now and other things I could be 
doing, but I would rather be with you.’”

Felix also attended hemophilia camp. One of his 
favorite memories from camp was the first year 
he first infused. He was particular about who 
infused him, but one time none of “his” nurses 
was present. He wouldn’t let the on-duty nurse 
infuse him, so she gave him an ultimatum: either 
let me infuse you, or you infuse yourself. So he 
did it on his own, telling her, “you’re cute, but not 
that cute!” Looking back on his younger self, Felix 
chuckles at remembering how he flirted with the 
nurse even as he worked up the courage to infuse.

Having a bleeding disorder has affected several 

choices in Felix’s life. His first question has always 
been, “Is it worth it?” He knows that running 
around playing catch with his sons means icing 
his swollen knee that night. Is it worth it to spend 
quality time with his sons? Absolutely. This is a 

question he poses to himself frequently. In his 
youth, he didn’t always decide wisely, and 

the consequences eventually taught him 
to make better decisions.

Felix went to kind of a rough school 
and got teased, picked on, and beat 

up. Everyone said, “Don’t fight back, it’ll 
make it worse.” After three years of getting 

beaten up, he came home one time in such bad 
shape that his dad decided he needed to learn 
how to defend himself. It was so liberating to 
stand up for himself! Having a bleeding disorder 
didn’t change bullies’ minds about beating him 
up, but it was great to get beaten up on his own 
terms!

When Felix first started working, his goal in life  
was to do whatever he was told not to do. 
Hemophilia became the enemy, and he was 
going to fight it as much as possible, so he went 
into construction, working for his father. He loved 
it and felt pride in seeing the buildings he had 
helped build. One day, Felix’s father asked him 
what he wanted to do the rest of his life. He said 

FELIX
NEW MEXICO
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on deck” when he’s supporting the community). 
Jennifer supports him and helps him with the 
more stressful projects. Having her buy-in at 
the beginning was very important. Sharing the 
intimacy of infusion and pain honestly can create 
a really close bond for many couples. Sometimes 
people want to hide their pain, but Felix chooses 
to be as honest as possible with his wife. Being 
a father at age 42 with artificial joints, chronic 
back pain, HIV, and myriad other issues he feels, 
as he says, “a gap in your heart as a parent,” 
but fortunately his Jennifer is always there. 
Hemophilia is at the root of it all, and Jennifer 
made her choice to be all-in with her mate. Felix 
has found that the friendships and relationships 
he enjoys now are so much more beautiful because 
of the conscious choice his friends have made.

Felix has hemophilia, HIV, HCV, and epilepsy. 
In his youth, he experienced what he calls the 
“Dinosaur Effect.” So many of his friends were 
passing away… and he was one of the few left. He 
kept waiting until his “number was up.” However, 
after years of a nearly undetectable viral load and 
essentially looking “normal,” the idea popped 
into his head that maybe he was done with 
treating and caring about this HIV thing. Stars 
were shooting through his mind at the possibility. 
Then one time at the doctor’s office when they 
were talking about safety, he realized, “I have 
four kids, a grandson, and a wife who I would 
never want to put in harm’s way if something 
happened to me because of my HIV.” 

Louie Parra, a Blood Brother, taught Felix how 
to self-advocate. He taught Felix two things that 

he wanted to work construction. So his father fired 
him! A year or two later, Felix went to his first 
National Hemophilia Foundation (NHF) meeting. 
They asked him if he would make a presentation 
on NHF when he returned home to Texas. He 
coordinated his first meeting, and thought, “I 
could do this the rest of my life!” Then he figured 
out he could get paid for it. He’s so thankful that 
he had this opportunity.

Felix disclosed his health issues to his wife, 
Jennifer, early in their relationship. He also said, 
“I’m out looking for an adventure. Do you want 
to go with me?” And she did. Felix understands 
that we all come with “baggage” (he prefers the 
term “accessories”), and he saw hemophilia as 
an accessory. All of his friends know about his 
hemophilia and have made efforts to contribute 
and volunteer (providing him with “extra hands 



continue to guide him. For the first lesson, Louie 
asked Felix if he knew his own hemophilia. Felix 
said yes, but as they talked, Louie demonstrated 
that Felix didn’t know as much as he thought 
he did. Louie said, “Now, you have to know 
everybody else’s. If you’re going to do more, you 
have to know the big picture. So, more listening, 
less talking.” The second lesson was that it’s 
okay to be yourself, even when it’s not okay with 
everyone else. At a hemophilia meeting, the men 
went on a beer run while the women continued 
the meeting inside. Standing outside, watching 
Louie crack open a beer, Felix said, “Should you 
be drinking?” Louie looked at Felix, and said, 
“The day I die, I’m going to die a happy man. 
Hopefully, with a beer in my hand, and a steak 
in my stomach. No doctor or diagnosis is going 
to dictate what I eat or what I do. If I want to run 
a marathon, I’m going to. It doesn’t matter what 
my liver says. I get to make my own decisions.” In 
that moment, Felix realized that he was in charge 
of his disease states; they weren’t in charge of him.

Felix’s advice for new families is to inform yourself 
more than worry yourself. Get all the information 
you can, but remember that not all resources are 
equal. And also remember that everybody has a 
story, and everybody’s story can help somebody 
else. Tell your story. S

Inform yourself more 
than worry yourself .
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“As you find support from others  
like yourself, give support back .”
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D
avid “Tigger" or “Tigg” Tignor has hemo-
philia. As a child, his family gave him 
support and encouragement and advo-

cated for him, sending him to Hemophilia Camp, 
where he made many lifelong friends, though 
sadly losing some to HIV and HCV along the 
way. Camp was like a second family. He had 
camp counselors who also had hemophil-
ia, and many became his mentors. He 
later became a counselor and activi-
ties director, assisting with training 
programs for older campers who’d 
aged out. He met his wife, who has a 
mild bleeding disorder, at camp when they 
were both 10. They worked together as coun-
selors, eventually realizing they’d always secretly 
been in love with each other. They later married 
at camp, and now have two beautiful children.

Tigg had always wanted children, but he never 
thought he’d have his own. He had dated single 
moms, but it never felt right until he married his 
true love. When AIDS became chronic instead of 
terminal, he felt a glimmer of hope. He and his 
wife discussed having children when his health 
was good, with no viral load (VL) and his T-cell 
count high; they planned to do sperm washing 
later on, then they learned she was expecting 
their daughter, Lily, who is an obligate carrier. 
“As newlyweds, my wife and I went to separate 

DAVID 
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camps our second year of marriage: she went to 
a northern California camp, and I went to New 
England Hemophilia Association (NEHA) Family 
Camp in Maine. When we came back from camp, 
we weren’t as cautious as usual.” Neither his 
wife nor daughter was infected, thankfully. He 

felt they’d dodged a bullet and didn’t want 
to take another chance; however, his 

wife wanted another baby. After some 
time, he agreed to try again since 
his VL was undetectable, and they 

used precautions to prevent infection. 
His wife became pregnant with their 

son, Zachary, who was born with special 
needs, but again neither was infected. With 

the love and support of his wife, he didn’t let his 
hemophilia deter him from living out his dream 
of being a father!

Lily went to the same camp, and 2016 was her 
last year as a camper. She plans to apply to be a 
counselor next year. As activities director in 1997, 
Tigg introduced a 40-foot rock-climbing wall to 
camp. He was an active climber in college and 
found a safe way for campers to gain the feeling 
of accomplishment and confidence he’d expe-
rienced. Tigg’s favorite camp memory is of one 
of his campers who was a little overweight and 
had suffered from low self-esteem. As a camper, 
this boy had never made it to the top of the wall.  



Ultimately, the boy became a counselor and, 
determined to conquer the wall and set an  
example—and with the whole camp rallied  
behind him shouting, “You can make it!”—
he cleared the top and rang the bell! Everyone 
cheered! Tigg was so proud of him, and of the 
campers who’d offered their heartfelt encourage-
ment.

Back home, kids were not as kind. When Tigg 
was told he was infected with HIV and HCV, life 
changed. He was 14 when he was told about his 
diagnosis and informed that he didn’t have long 
to live. Kids often teased him for limping or using 
crutches, and during middle school, he couldn’t  
always participate in gym class, but that was noth-
ing compared to the harassment he received for 
having HIV/HCV. As a teenager, he was frequent-
ly sick and became more introverted and good 
at disguising his disease, keeping quiet about his 
health issues to avoid discrimination. This turning 
inward negatively impacted his relationships, but 
fortunately, Tigg had camp. And he had his friend 
and future wife, who understood the tragedy of 
his community and exactly what he was going 
through. He knows too well the importance of re-
membering the heartbreaking times of the bleed-
ing disorders community and schooling the next 

generation of kids so when they watch documen-
taries like “Blood Brother" or "Bad Blood,” they un-
derstand and honor those who died so needlessly 
and tragically. With many of his blood brothers 
dying so young, he had naturally questioned his 
own mortality and suffered survivor’s guilt. Now 
he finds comfort in switching that guilt to honor 
absent friends by making a positive difference in 
the community and helping others.

This inspiration also came from being at camp. 
In the early 1990s, the Executive Director, Office 
Coordinator, and Social Worker of the Tennessee 
Foundation saw potential in him and gave him 
opportunities to get involved in the community. 
“They took baby steps, organizing events, such as 
retreats, and letting me and other young people 
feel we were major factors in the planning, setting 
us up for independence and success to become 
future leaders.” Tigg went on to college to study 
pharmacy and was two classes shy of getting his 
pre-pharmacy degree, but because he’d been very 
sick during college he wasn’t sure he could handle 
the work load in pharmacy school. Inspired by his 
camp experiences, he switched fields and gradu-
ated with a Bachelor of Social Work, which has al-
lowed him to use his education, internships, and 
training to help people with bleeding disorders 
and chronic and terminal infectious diseases. For-
tunately, his current employer is supportive when 
he takes time off for a bleed, but he knows not all 
employers are as understanding, and he recom-
mends signing up for FMLA. He’s still fighting the 
HCV; the 48-week treatment he endured didn’t 
cure it, but he plans to go on Harvoni soon and 
hopes to eliminate one of his triple H’s.
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Don’t let hemophilia hold 
you back from following 
your dreams!
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Tigg continues to give back what was given to 
him in the community. He finds being a mentor 
and making a difference in young people’s lives 
highly rewarding. He has always encouraged oth-
ers to self-advocate. He knows life lessons are the 
best teacher. People must learn to be assertive and 
use a confident, but respectful voice to commu-
nicate with people—especially doctors and nurs-
es—more productively. The community can learn 
from one another and advocate for themselves, 
their families, and at the state and federal levels 
for the bleeding disorders community. 

To families new to the community, his advice 
is to understand the disorder and research new 
products to make the best decisions for yourself; 
most doctors aren’t educated about bleeding dis-
orders, so it’s up to you to become an expert. Find 
support! Life is hard as it is; throw in a bleeding 
disorder, and it gets even more complicated. As 
you find support from others like yourself, give 
support back. Advocate, speak up when you 
have a concern, ask questions, and take a stand 
to get the care you need. Don’t let the HTC or  

industry make you too dependent on them. When  
approached by industry, make sure they are  
genuinely looking out for your best interests.  
Don’t let hemophilia hold you back from following 
your dreams! Follow the mantra, “When in doubt,  
factor up!” If you feel a bleed coming on, promptly 
infuse despite the pain of getting stuck. Use RICE 
& TIE (Rest, Ice, Compression and Elevation—and 
Take It Easy!) when appropriate. For severe bleeds, 
infuse 100% and allow several days to heal,  
especially for your ankle, groin (iliopsoas), and 
hip bleeds. Exercise to keep your joints and  
muscles strong; start prophylaxis as soon as pos-
sible to prevent bleeds and rotate your veins while 
infusing. Make good grades; honor your feelings; 
listen to your parents; be grateful, pray, and re-
member, “Life is going to be tough, but it’s a train-
ing ground where you must persevere through 
many obstacles and hardships to earn your way 
into the afterlife. The ‘training’ will seem unnec-
essarily painful, but there’s a reason you were 
chosen to go through this. And remember, you 
are stronger than you think you are.” S



Gary’s best 
advice to 

families 
new to the 

bleeding 
disorders 

community 
is to gain 
as much 

knowledge 
as possible, 

learn how 
to speak up 
for yourself, 

and solve 
problems that 

arise along 
the way .
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G
ary Pennington was born and raised in 
Oklahoma. He is part Cherokee and part 
Choctaw Indian and none of his family 

or the community had ever heard of hemophilia. 
In fact, the hometown doctor, who’d seen him 
for bad bleeds and bruising over the years, 
diagnosed him with leukemia, though he 
was never treated for it. It wasn’t until he 
was 16-years-old that he was finally 
diagnosed with both FVIII and FIX 
deficiency. 

At 16, he was so excited to get his first 
car, and around that time he also had his 
wisdom teeth pulled. His gums bled profusely 
from the extractions and sutures, and it was all 
he could do to keep the blood from staining his 
new car seats. He kept a cup with him to spit 
blood in or spat out of the driver’s side door. After 
many weeks of uncontrolled bleeding, he was 
admitted to the hospital where an endocrinologist 
finally diagnosed him and treated him with 
Cryoprecipitated Antihemophilic Factor (Cryo)— 
a portion of plasma rich in clotting factors, 
including Factor VIII and fibrinogen—and 
aminocaproic acid (Amicar). He was also fitted 
with a denture plate that he bit down on to 
provide pressure to his destroyed gums. The 
Amicar made him sick, so the doctor enlisted 

the help of the neighborhood ice cream shop, 
allowing Gary to pick any flavor of ice cream  
malt he wanted, which was blended with the 
Amicar. He couldn’t chew solid food, but he 
drank a malt every hour he was awake for 

about four weeks until the Amicar took. He got 
very creative with the malts to keep them 

interesting, mixing different “crazy” 
flavors together. Some of the ice cream 

shop employees became curious 
and paid him a visit to meet the 

patient who ordered malts every hour 
and mixed up all their flavors. The day 

his gums stopped bleeding, his doctor was so 
glad that he took him for a ride in his new truck 

to the local McDonald’s and bought him a burger 
and fries. Fortunately, during the 2-3 month 
ordeal, his teachers had sent him homework to 
help him keep up with his classes, and he was 
able to get out just in time to take the final tests 
and graduate. 

Because he was 16 when he was finally  
diagnosed, he never went to hemophilia camp. 
The first he heard of it was when he was in his 
early 20s, after he started going to the local 
treatment center. Since he didn’t know of his 
diagnosis or the challenges he faced, he was quite 
active throughout his childhood, playing football 

GARY
NEW MEXICO
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and baseball. As he got older, he didn’t pass the 
sports physicals, but his doctor still let him play. 
Even though he’d bruise himself and bleed, he 
had never known anything different, so he kept 
playing. At one point he injured his arm, and the 
rehabilitation actually made his arm stronger, so 
he played outfield because he could throw farther 
than anyone on his team. Some of his friends 
passed away from hemophilia in their early 
20s, but he continued to stay active, successfully 
playing softball as an adult until he was 54. His 
hematologist would just have him infuse before a 
game. He never felt like he couldn’t play or be a 
part of any team, and the younger players looked 
up to him as a role model.

Immediately after high school, he got married and 
enrolled first at Oklahoma Tech Junior College 
and then Central State University (now known 
as University of Central Oklahoma), where he 
earned a degree in psychology. After graduating, 
he worked construction jobs and came to believe 
that people needed his help fixing things more 
than fixing their problems, so he became a 
handyman. To this day, he helps his many loyal 
clients with home maintenance and repairs. 
His marriage didn’t last because his wife and 
her family didn’t understand the challenges of 
hemophilia; they didn’t believe him when he had 
an internal bleed in his joints or muscles that left 
him in so much pain that he couldn’t work. Back 
then there wasn’t a lot of information available 
or community support, and his wife wanted 
to start a family. Gary was never interested in 
having children and passing on hemophilia to 
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his offspring, so they decided to part ways. He 
married again at 32, and his second wife had 
no problem understanding and accepting his 
hemophilia challenges, but they also later parted 
ways. He has lived in New Mexico for the past 
five years and enjoys the single life, being active 
in the community, and socializing with his many 
friends. Now when he gets close to someone, he 
helps educate them by taking them to bleeding 
disorders conferences and seminars. He’s also 
taken family members to events to help them 
understand and support him.

This support is important to surviving the chal-
lenges that face those with hemophilia. After be-
ing extremely diligent about his treatments over 
the years to avoid secondary infections, Gary 
learned of his diagnosis with hepatitis C (HCV) 
two-and-a-half years ago, and was outraged. His 
insurance company was to blame because more 
than two decades ago he was given blood by-
product clotting factor, instead of synthetic clot-
ting factor. Straightaway, he began advocating 
for himself to get the treatment to cure the HCV. It 
took him more than 18 months, as he applied to 
his insurance company for treatment four times, 
and finally persuaded his doctor and the nearby 
pharmacist to give him Sovaldi, which genetically 
kills the HCV and cured him in 24 days. However, 
his liver suffered some damage given the time it 
took to get approval for the treatment. He now 
uses only synthetic clotting factor. 

Gary strongly advocates for himself, a necessity 
for him in a life full of challenging experiences, 
starting with a childhood that lacked not only 

support but basic information. His experiences 
have helped him inspire and give a voice to others. 
He often speaks at hemophilia conferences and is 
happy to contribute what he’s been through and 
what he’s learned to help make life a little easier 
for others. Lori Long, his friend and the current 
HFA Advocacy Director, encouraged him to get 
involved in the bleeding disorders community 
a few years ago. She, her mother, and her uncle 
have treated him like family, with kindness and 
appreciation for what he’s been through and 
overcome. His best advice to families new to 
the bleeding disorders community is to gain as 
much knowledge as possible, learn how to speak 
up for yourself, and solve problems that arise 
along the way. Participating in the community 
and gaining an education on whatever type of 
bleeding disorder challenges can help everyone 
live a better life. S
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“Sometimes you won’t feel heard or 
understood . It’s a lifelong struggle . In every 
stage of life, there are always challenges .”
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F
rançois de Paul Silatchom was the first 
in his family to be diagnosed with severe 
hemophilia A. One rainy afternoon upon 

returning home from kindergarten in his native 
Cameroon in West Africa, he slipped and hit his 
head on a water fountain faucet, causing a 
large hematoma. He was taken to the local 
military hospital where his father, an 
Army physician, worked. As the size 
of the hematoma kept growing, 
the doctors opted to cut it open to 
release the pressure, causing him to 
bleed even more profusely. As young as he 
was, François saw the look of desperation on 
the faces of the doctors and his mother, when 
they told her he wouldn’t make it. He could see 
their panic and begged them to keep trying. They 
wrapped his head with tight dressings, changing 
them one after another as they became soaked  
with blood. Then they tested François for 
hemophilia. Once diagnosis was confirmed, 
clotting factor, which wasn’t available locally, 
was ordered from France and administered. After 
a lengthy hospital stay, François was able to 
return home. 

A few other things arose from François’s  
diagnosis as well. The diagnosis prompted similar 
tests on two of his brothers, one older and one 
younger, confirming that they also had severe 

hemophilia A. Also, the diagnosis helped clarify 
some unexplained early deaths in the family tree, 
including his maternal grandfather who died 
when his mother was still a young child. 

Treatment for François and his brothers was 
limited in Cameroon. Clotting factor not 

only had to be ordered from Europe, it 
was scarcely affordable on local modest 

wages. As a medical professional, his 
father was able to enlist the help 

of three hematologists, a professor of 
medicine, and two other associates who 

looked out for them. François was mainly 
treated with whole blood plasma when he had 

a bleed, and his father would donate his own 
blood for the transfusions when needed. Because 
of his father’s donations of blood, François never 
contracted HIV. He did, however, test positive for 
Hepatitis C (HCV) from the whole blood plasma, 
but fortunately the HCV was treated and cleared 
about six years ago.

As François and his brothers handled their 
challenges in living with hemophilia, François 
developed very early on an attitude of self-
awareness. He had to learn how to interact with 
friends on the playground, choosing which games 
to get involved in, based on his own assessment 
of risk of injury, rather than peer pressure. 

FRANÇOIS
NEW YORK



This practice allowed him to grow up as a very 
independent-minded boy. Within his own family, 
François watched his older brother become 
manipulative, using his hemophilia to get his 
way. François found this behavior bothersome, 
and it served to reinforce his own independent 
personality as he learn to advocate for himself. 

 In the 12th grade, François was involved in a car 
accident early in the academic year, and spent 
most of the rest of that schoolyear in the hospital. 
The bleed from the car accident seriously affected 
the use of his left arm but that made him more 
determined. He had his textbooks brought to the 
hospital and he studied hard. His persistence paid 
off when he passed his exams and successfully 
qualified to go to college. 

He had easier access to clotting factor when he 
moved to France for college so his treatment 
plan shifted from plasma-based to factor-based. 
Unfortunately, he also developed an inhibitor at 
this time but went through immune tolerance 
therapy (ITT), and was tolerized almost twelve 
years ago. 

As a student, he missed classes fairly often because 
of bleeds. By necessity, he kept his study materials 
close by since a bleeding episode could happen 
anytime. In so doing, he was able to successfully 
complete his education with a PhD in economics.

When the time came to consider a career, he 
had some major concerns. How accommodating 
was the workplace and work schedule? What 
kind of health plan would be provided? Would 
it be robust enough for his needs? Ultimately he 
decided to pursue a career in academia where 

teaching offered the flexibility he needed. He 
accepted a position within the State University of 
New York system, which also happened to offer 
the best insurance plan as well! 

François continues to be an advocate for himself. 
Several years ago he was hospitalized for major 
surgery in a very highly-rated New York City 
hospital. Because he had inhibitor, the factor 
infusion protocol designed by the hematologist 
provided that he would be under factor VIII during 
the first 48 hours, and would then be switched 
to an anti-inhibitor clotting product. The two 
products were administered at different paces: the 
first was infused at 2cc/hour, and the second was 
at 60cc/20 minutes. Halfway through the first 48 
hours into the infusion process, as the nurse on 
call was mixing his factor doses, he noticed that 
the medication she was mixing was not the one 
he was supposed to be taking at that time, but 
was the other one. He tried to draw her attention 
to her mistake, and even had her check his chart 
three times to have her catch the error, but with 
little success. The nurse told him he should not 
try to teach her how to do her job. His response? 
“Yes, it may be your job, but it’s my body, and 
you will not put that in my body.” She checked 
his chart a fourth time and came back with the 
correct medicine, apologizing profusely. From 
that time on, he always requests a copy of the 
doctor’s orders whenever he’s hospitalized outside 
an HTC, so he can make sure his treatments are 
administered correctly. 

One of his major challenges as a hemophiliac has 
been to have to justify or explain himself. Over 
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the years he has developed a keen sense of body 
awareness that allows him to feel when a bleed 
is about to occur and how severe it is likely to be. 
Even though he is on prophylaxis, that doesn’t 
eliminate the possibility of bleeding so much as 
it just reduces the frequency of bleeds. Whenever 
he feels a bleed is on its way, he has to take action 
in order to prevent it, or at least to reduce its 
severity, generally through infusion, icing and 
elevation. All of this is simply his “normal.” The 
problems that arise from these frequent bleeds 
often come in the form of negative consequences 
to his academic, professional, emotional, and 
social lives. For example, a bleed may result in his 
missing or arriving late to work or an appointment. 
He can say he experienced a bleed and needed to 
take care of it, but there is no proof, because the 
care took place at home, administered by himself. 
Where’s the proof? One morning, while driving 
to teach at one of the SUNY campuses, he felt 
a bleed start in his knee. He stopped along the 
highway to infuse in his car. He didn’t make the 
class on time so it was cancelled. François often 
feels this unpredictability feeds a perception of 
him as unreliable. 

For François, there are two issues facing the 
bleeding disorder community that require more 
advocacy:

1) The medical community has not fully embraced 
the thinking on females having hemophilia. 
A friend of his in her 20s, who was an aspiring 
dentist and had mild hemophilia, recently died 
when her heart ruptured. She had requested she 
be put on prophylaxis, but she was told that she 
didn’t need it. Her hemophilia diagnosis was 

determined soon after she died. Had she been 
under prophylaxis, it’s possible something could 
have been done to save her. 

2) Until recently, the care of bleeding disorder 
patients seems to have focused on the bleeding 
aspect of the condition. The care protocol tended 
to ignore the collateral, non-hematological, issues 
caused by bleeding episodes. It is these issues, 
however, that can have the most damaging 
consequences on the well-being of patients. 
François would like to advocate for a more holistic, 
multi-dimensional care of bleeding disorders, 
beyond simply the hematological side of it. 

His advice for new families facing bleeding 
disorders is to start treatments for the children 
early. He encourages parents to listen to, and 
trust, their children’s feedback. It is important to 
give children the tools they need to handle their 
difficulties, including the psychological hardships 
they will encounter. For most, it will be a lifelong 
struggle full of challenges. As he says, “Even 
though you have this disorder, you can’t help it. 
Don’t feel regretful or apologetic. Live life and be 
yourself!”

François is a single man in his 40s and is actively, 
and happily, helping his sister rear her five 
daughters, of whom he could not be more proud. 
He moved to New York sixteen years ago and has 
been registered with the Hemophilia Association 
of New York (HANY) ever since. He has been 
involved in advocacy events in New York for 13 
years, and, with the New York State Bleeding 
Disorder Coalition, has taken part in Albany 
Advocacy Days since its inception. S



“You only live once, so have fun and love those  
around you, always try to learn a little something 

from everything, whether good or bad, and never let 
your schooling interfere with your education .”38 HEMOPHILIA FEDERATION OF AMERICA
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M
ickey Price lives in California and has se-
vere hemophilia A. Most of his memories 
of growing up include his having a huge 

left knee that bled internally for days with many 
sleepless nights of pain. “I remember the only way 
to get some relief was to stand on crutches and 
look out the window all night; the nights 
it snowed were the best.” He remembers  
another time when he was around 
seven or eight-years-old: he was  
riding his bike and saw his brother. 
He tried to do a cool stunt, and the front 
of the bike fell apart, giving him some  
serious road rash and a front-seat trip on his 
mom’s lap to Children’s Hospital in Columbus, 
Ohio.

As a child, he attended hemophilia camp a few 
times and had a blast. He remembers mostly  
being out on the lake, solo in a canoe, with no 
worries. He learned to never let hemophilia  
dictate his life, and his mom let him do pretty 
much everything in gym. “Gymnastics was fun, 
mainly the uneven bars. I did everything the  
‘normal’ kids did.”

Fortunately, Mickey’s hemophilia has never  
impacted his work choices, but having bleeds 
definitely affects his productivity and job per-
formance when he takes off time to heal. His  

hemophilia has also never interfered with his 
relationships, but it was also not something he 
disclosed because he didn’t feel it was anything 
special to talk about. “It wasn’t because I was 
embarrassed or trying to hide it.” He just never 

brought it up unless something happened and 
he had to infuse in front of someone, or he 

had a major bleed and someone asked 
what was going on.

In 1989, Mickey was diagnosed with 
HIV and Hepatitis C (HCV), just af-

ter his mom passed away. His first trip 
to Children’s Hospital Los Angeles (CHLA) 

at age 14 was the first time he’d ever heard 
of the two diseases. “I don’t remember it ever re-
ally bothering me, but it did my brother Jamie; I 
just figured, oh well.” Later Mickey almost died 
while on a trip to Michigan from Pneumocystis  
pneumonia, a serious infection that causes  
inflammation and fluid buildup in the lungs in 
people with compromised immune systems. “I 
did not feel comfortable with treatment there, so 
I had my foster parents fly me back to LA. I don’t 
remember much, but they told me people were 
trying to get me kicked off of the plane, because I 
was coughing and throwing up blood.” Whenever 
Mickey would start to feel sorry for himself during 
a severe bleed, his late father would remind him 
to “remember that there is always someone else 

MICKEY
CALIFORNIA
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worse off than you.” As an adult, Mickey carries 
this sentiment with him.

Although he lives with HIV as a chronic condition, 
his HCV was cleared in 2013. The treatment was 
a nightmare, as he took Interferon and Ribavirin 
for 48 weeks. It changed him, and he’s still 
dealing with its effects. “I am glad they have new 
treatments with less time and minimal-to-no side 
effects.” 

When he first started dating his future wife, he 
told her about his diagnoses after they went out 
one evening to the Santa Monica Pier, and she 
asked about his limp. “It was later I found out she 
thought I had a wooden leg and she wasn’t going 
to call me again, but she couldn’t resist my swag. 
Ha!!” Mickey is now a father with two beautiful 
girls, ages seven and 18 months. “I never thought 
I would be a dad since I had HIV and HCV, but I 
had a determined wife who did a lot of research.” 
He tries to spend as much time with his girls as 
possible and doesn’t let his hemophilia stop him 
from being an active father. “I encourage my 
oldest not to limit herself and let her know that 
God makes everyone special and unique. I try to 
instill in her how important it is to work hard and 
love everyone.” One thing he wants his children 
to learn is to avoid discriminating against people 
of different races or ethnicities. “This is my way of 
doing my part to erase racism.”

Mickey’s oldest brother, who has since passed 
away, was always his biggest inspiration. “He 
always reminded me that I have to stand up and 
explain my hemophilia and make sure I know 



how to treat it.” His foster parents also always 
encouraged him to be more demanding about 
his health and other areas in his life and not to 
be walked on. He didn’t know about the bleeding 
disorders community until about five years 
ago when he was told about HFA by his home 
healthcare rep. “From there I began to meet other 
individuals—great people—and basically learn 
my own history. I never knew of the struggles so 
many faced.”

Mickey’s advice to new families with bleeding 
disorders is to protect your children whether or 
not they have hemophilia, but let them be kids. 
“Trust me, they will turn out fine and be thankful 
later. Plus, with treatment these days, there’s not 
too much to worry about. You only live once, 
so have fun and love those around you, always 
try to learn a little something from everything, 
whether good or bad, and never let your schooling 
interfere with your education.” S
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“Don’t forget to trust your instincts .  
You are stronger than you think .”
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A
lthough Michael doesn’t recall any specif-
ic bleeds from his childhood, his parents 
have often told him the story of his worst 

and most surprising bleed—his first one. While 
visiting relatives in Walla Walla, WA, one-year-
old Michael was cruising along the sidewalk in 
what would laughably be called a walker  
today when one of the rickety contrap-
tion’s legs got caught in a rut and 
pitched him face-first onto the  
concrete. With no diagnosis or histo-
ry of hemophilia, his family couldn’t 
understand why his cuts wouldn’t stop 
bleeding. A doctor at the hospital where he 
was taken did conduct a heel poke test to check 
for hemophilia, but his care was otherwise less 
than exemplary. Before receiving a transfusion to 
try and stop the bleeding, his parents arrived at 
the hospital to find him lying in a pool of his own 
blood with his ear nearly transparent from blood 
loss. They quickly decided to return home to the 
San Francisco Bay area where they felt he could 
get better treatment.

He is grateful both for that decision and the fact 
that this episode occurred while his mother was 
pregnant. Otherwise, he suspects that he might 
not have had a brother who shared his condition 
and would have had to deal with hemophilia as 
an only child. He praises his parents, who success-

fully raised two bleeders, giving the two boys the 
freedom to make their own mistakes and provid-
ing loving support when they all had to deal with 
the consequences of those mistakes. 

Michael and his brother didn’t attend a hemo-
philia camp, but they did attend a Catholic 

Youth Organization (CYO) camp, where they 
learned their own brand of self-advocacy, 

educating camp counselors and even 
camp nurses about hemophilia and 

self-infusion. This, he feels, illustrates 
his parents’ bravery and wise parenting 

skills, allowing their hemophiliac sons to 
take risks while growing up and learning to 

make their way in the world.

When looking back on his school days, Michael 
thinks that hemophilia affected his choices in 
subtle ways. Having a bleeding disorder led him 
to shy away from athletics and gravitate toward 
other kids who were more academically inclined. 
These kids tended to be more cerebral in their  
activities and conversations and focused harder 
on schoolwork and grades. His enjoyment of math 
and science created a bond with these friends and 
influenced the field he eventually pursued in 
college. Michael chose computer science, which 
suited his natural interests, and led him to a  
profession in which his hemophilia did not pose a 
significant limitation.

MICHAEL 
WASHINGTON



Because Michael learned to manage his hemo-
philia by himself while still young, his condition 
has not had any great effect on his relationships 
with others. He says that while he doesn’t try to 
hide his hemophilia and will talk with anyone 
who wants to know more about it, he also doesn’t 
wear it on his sleeve. Many are shocked when 
they learn that he has a bleeding disorder and has  
undergone multiple joint replacements. While 
he always makes sure his immediate supervisor 
knows about his hemophilia in case something 
happens at work, he very rarely misses work or 
has his performance affected because of a bleed. 
When camping or hiking with friends, Michael 
avoids certain activities and approaches other  
activities with caution, but he feels these are  
very minor adjustments.

Michael says that neither he nor his wife, 
 Margaret, remembers exactly how their first  
conversation about hemophilia went. Because he 
has always tried to take care of his hemophilia 
on his own, however, it never proved much of an 
issue between them. When serious circumstances 
(like bilateral ankle surgery) have arisen, though, 
Margaret has always provided the support he 
needs.

Both Michael and his brother were fortunate 
enough to not contract HIV from tainted blood 
products, but they were not so fortunate when it 
came to HCV. Both tried PEGylated interferon and 
ribavirin treatment and dealt with its serious side 
effects. Unfortunately, the new incredibly effec-
tive pills did not arrive in time to save his brother.  
For more than five months he struggled in the 
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While Michael’s bleeding disorder played an  
important part in his career choice, the need for 
adequate insurance coverage affected that deci-
sion as well; he needed to work for a company 
large enough that it provided insurance to its em-
ployees. He was concerned that the high cost of 
hemophilia treatment could cause problems for a 
smaller company: an insurance company could 
raise rates or even cancel coverage for a small 
company if it submitted too many expensive 
claims. He only began to consult independently 
after he left a large corporation and was able to 
receive COBRA benefits for 18 months. After that 
he needed to return a stable job with good ben-
efits, and, unfortunately, such positions paid far 
less. This was a trade-off he had to make for him-
self and his family, since consulting for high-tech 
companies like Microsoft can only be done with 
a lot of hours and dedication, and the ability to 
receive health insurance through another means.
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hospital, in and out of comas, in extreme pain. 
He was evaluated for a new liver, but by the 
time one was available he was deemed too weak 
to withstand such a major surgery. Michael’s 
brother died from a condition that is now easily  
curable, but more frustrating, he died from a  
condition he should never have contracted. While 
HIV survivors were eventually recognized by laws 
like the Ricky Ray Relief Fund Act and the Ryan 
White CARE Act, Michael and his brother, like so 
many others in the community, never received so 
much as an acknowledgement for what was done 
to them.

Michael is a dad with three great kids—twins  
(a boy and a girl) and a daughter (two years 
younger)—who are all now in their early 20s. He 
says that his bleeding disorder didn’t have a big 
effect on raising his kids. His daughters know that 
hemophilia will affect their families when they 
are ready to start them, but both have decided to 
avoid making decisions about it until they have 
more solid plans to begin families. One reason 
Michael is so deeply involved in the bleeding dis-
orders community is his hope that bleeding disor-
ders will not play a major role in their lives, even 
if they have children with hemophilia. Only with 
his son, who is more athletically inclined, has he 
really felt that hemophilia has limited his activi-
ties, and even that was only made manifest as his 
son was getting into his teens. 

Michael says that his parents are the people 
who most inspired him to self-advocate. Because 
they chose not to associate with a support orga-
nization in California they felt was overbearing, 

they themselves, under the direction of Dr. Jack 
Lazerson at the Stanford Medical Center, taught 
Michael to self-infuse at the young age of seven. 
They took their boys to Washington, DC at the 
ages of ten and eight to testify before a Senate 
committee. Michael and his brother demonstrat-
ed how healthy kids could be if only they had 
the medical support of a treatment center that 
understood hemophilia. Within a year of that 
testimony, funding began to be implemented for 
what are now more than 140 HTCs nationwide. 
Without the guidance of his parents, Michael says 
he would never have learned the self-reliance and 
confidence to be the advocate he is today.

His advice to new families facing a bleeding disor-
der diagnosis is this: although you are surround-
ed by a great community that has your back and 
will make sure you don’t have to face hemophilia 
alone, don’t forget to trust your instincts. You are 
stronger than you think. And so is your affected 
child. Make sure your children are being treated 
and cautioned appropriately, and then let them 
be kids, not normal kids, but awesome kids. They 
will be anyway. S
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“Having a good relationship with your  
healthcare team is essential when 

 living with a chronic illness .”
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ISAIAH 
MINNESOTA

I
saiah was diagnosed with severe hemophilia 
A as a child and fortunately lived a relatively 
normal childhood. Even with occasional 

bleeds, he never experienced any significant 
change in his quality of life. However, there have 
been a few instances where his hemophilia 
caused more serious complications. One 
particularly vivid memory was from a 
class trip in eighth grade to New York 
and Washington, DC. A few days 
into the trip, Isaiah passed out in 
the United Nations building and was 
admitted to the hospital with septicemia. 
His central line had become infected, and over 
the next few weeks, he received care both in New 
York and back home in Minnesota. Although the 
experience was very traumatic, it really helped 
him appreciate the hard work and dedication of 
the medical professionals who were treating him.

Growing up, Isaiah attended Camp Courage 
North in Lake George, MN for ten years starting 
when he was eight-years-old. “Camp was a really 
life-changing experience for me. It was amazing 
to be with a group of other kids who knew what 
I was going through and to have fun without 
worrying about my hemophilia. I still have several 
lifelong friends I made at camp.” During the last 
few years as a camper, he was also a mentor to 

a younger boy with hemophilia and was able 
to share his experiences and thoughts about 
growing up and managing a bleeding disorder. 
When he turned 18, he worked as a cabin leader 
for a summer, which gave him the opportunity 

to help people with a wide array of physical 
and mental disabilities and broadened his 

experiences beyond the bleeding disorders 
community. He also met his girlfriend 

at camp that summer. She does not 
have a bleeding disorder, but came 

to the US from England to work at 
camp for the summer and to learn about 

bleeding disorders. She was able to watch how 
they infused and learned how bleeding disorders 

were treated and managed. Isaiah volunteers at 
the bleeding disorders session every summer, and 
hopes to continue doing so well into the future.

Fortunately, he hasn’t had any secondary 
diagnoses. However, many of his friends have 
either inhibitors or other diagnoses, and he 
recognizes the importance of addressing secondary 
diagnoses as a community. “Especially in regard to 
products for the treatment of hemophilia, I think 
it’s incredibly important to look at our history and 
remember that drug companies do not always put 
the needs of the patient first. This community has 
been devastated in the past by infectious agents 
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in the blood supply. As a community, people 
living with bleeding disorders need to continue to 
be vigilant and work together when evaluating 
new products as they become available.”

Having hemophilia has been the single largest 
factor driving Isaiah’s desire to pursue a career 
in medicine. “For as long as I can remember 
I’ve wanted to be a doctor. Growing up with 
a bleeding disorder was a difficult experience, 
and the amazing care team at my Hemophilia 
Treatment Center (HTC) was always there to 
support me emotionally, as well as medically.” 
His pediatric hematologist has been his doctor for 
most of his life, and will continue to be for the 
foreseeable future. This long-term relationship 
has gone beyond the treatment of his hemophilia, 
supporting his growth as a person. “I would love 
to emulate her, and pursue a career in pediatric 
hematology/oncology. It would be immensely 
rewarding to enrich the lives of children with 
bleeding disorders and help them navigate 
the same issues I faced growing up.” As his 
education has progressed, he’s continued to foster 
that dream, graduating this past May with a 
BS in Biology from the University of Wisconsin, 
Madison. He began medical school in August 
2016 at the University of Iowa Carver College of 
Medicine. He is tremendously excited to begin his 
medical education and continue on the path to 
become as skilled, compassionate and dedicated 
a physician as those he has admired.

Isaiah’s advice for new families dealing with a 
bleeding disorder is to remember that being born 
with a bleeding disorder today will not necessarily 



have a huge impact on a child’s quality of life. 
“With prophylaxis and the current quality of 
treatment options, it is very likely that even 
severe bleeding disorders can be well managed. 
Also, it’s still very helpful to become involved in 
the hemophilia community through local and/
or national organizations. Having such rare 
conditions, it’s invaluable to have connections to 
others in the community who can share their own 
experiences and give guidance based on them. I 
would also recommend finding an HTC that is 
able to provide excellent and comprehensive care. 
Having a good relationship with your healthcare 
team is essential when living with a chronic 
illness.” S
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“Never blame yourself for your children’s  
bleeding disorder . Rather, give them the tools  

to handle the challenges they face .”
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R
ay Dattoli of Dallas, TX has severe 
hemophilia A. Ray was born in 1960 and 
raised in the Bronx, a borough of New 

York City, where he enjoyed being an active kid, 
playing sandlot stickball and neighborhood 
football. Hemophilia Camp wasn’t available 
when he was young, but his mother made 
sure he stayed active, and participating 
in the Policemen’s Athletic League 
(PAL), enjoying sports, and going 
on field trips all over New York. In 
elementary school, Ray attended a 
small Catholic school run by nuns. His 
mother worked in the school cafeteria and 
kept an eye on him, which he didn’t like, but 
he knew she was always there for him. Ray feels it 
was a great school and it’s where, in third grade, 
he met his best friend. They’re still best friends 
after 47 years, sharing in each other’s joys and 
challenges throughout the years.

Ray’s childhood was full of challenges. Until he 
was eight-years-old, whenever he had a bleed, 
he’d end up in the ER to have whole blood and 
plasma infused. When he was five, he had a 
hernia repaired, which kept him hospitalized 
until he stopped bleeding. His tonsils bled for two 
years and finally stopped right before he was to 
have surgery on them. When he was about eight, 

he was hospitalized for ten months with bleeding 
polyps in his stomach lining, which also stopped 
bleeding right before surgery. During this stay, 
he befriended the doctors and got to explore the 
hospital in between his morning and evening 

treatments. During the night shift, one of the 
doctors showed him the lab where he learned 

about the blood bank, microscopes, and 
how plasma was stored. He even got 

to see the morgue. He was most 
impressed by a phlebotomist, who 

could hit any vein while talking to him 
and looking him straight in the eyes. The 

phlebotomist, Ray’s inspiration to self-infuse, 
was a Vietnam veteran who’d served as a medic 

and learned how to stick wounded soldiers, even 
with bombs and gunfire going off all around him.

Ray’s mother and doctors also inspired him to 
have a voice and stand up for himself to get his 
needs met. She advocated for him, at times even 
by standing on chairs and speaking loudly to doc-
tors who wouldn’t listen. Ray vividly remembers 
going to the beach with his mother where she 
would let him run and play in the sand and water 
to cushion any falls. This strengthened his mus-
cles around his joints and to this day, he doesn’t 
have a limp and has never had a joint replace-
ment. She later found two doctors who were very 

RAY 
TEXAS



“Educate yourself, and advocate  
for your family! You never know  
others’ life experiences .”

progressive for the time, when typical treatment 
meant a sentence of being sedentary (wheelchair-
bound or on crutches for life). It was then, in 
1968, when his doctors put him in clinical trials 
for factor VIII. 

Ray’s mother and father, a truck driver, allowed 
him to be a kid, but always had factor on hand 
if he got hurt. They encouraged him to do well 
in school and go to college in New York, as they 
wanted him to get a good desk job nearby, but he 
wanted to go out of state. When they discouraged 
it, he rebelled by getting a two-year associate’s 
degree in marketing/management. After that, he 
worked several jobs to make ends meet, includ-
ing working for his father’s candy shop. Later, he 
worked as a New York City cab driver, a roofer, 
and aluminum siding installer. He even started 
a tree-trimming business, cutting down trees and 
selling cords of wood. 

He also worked for the New York State Lottery and 
at a dry cleaner’s. This skill with an iron helped 
him when he went to work at Citibank in collec-
tions, and he had to wear a nicely-pressed suit 
to work each day. As luck would have it, one of 

his assigned clients became overwrought, telling 
Ray he’d never understand why he was 30 days  
delinquent. Ray kept on asking until the over-
whelmed father broke down and explained about 
his two sons having hemophilia. When Ray 
asked what factor they were using and the sever-
ity of the hemophilia, the man was astonished. It 
seems the family’s refrigerator had stopped work-
ing, and the man became delinquent on his loan 
because he’d had to buy a new fridge to store their 
factor. Ray was able to calm him down and give 
him a payment plan that worked for his family.

Ray says he never had any problem relating to 
others until the AIDS virus hit in the 1980s. Up 
until then, he had lived a normal existence and 
was even engaged, living with his fiancee in New 
York City. With the AIDS crisis garnering national 
media attention and the close connection it had 
to the hemophilia community, his fiancee called 
off the wedding. At that time, Ray did not know if 
he had HIV; it was fear that impelled her to can-
cel their nuptials. He moved to Arizona to start a 
new life, and a few years later he found himself 
in love and engaged again. It wasn’t until 1986 
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that he found out he was HIV positive by coming 
home to a yellow sticker on his apartment door 
from the health department that said, “Raymond 
Dattoli has the virus that causes AIDS.” Once his 
fiancee learned of his AIDS diagnosis, she called 
the wedding off and immediately told him to 
pack his bags and move out. He then lived with 
a roommate who, because of Ray’s diagnosis, 
kept his dishes, food, and living space completely  
separate from him. At this time, he also found 
out he had hepatitis C (HCV), which he’s happily 
since cleared with a recently approved therapy. 

After his move to the Southwest, Ray gave up on 
living. He felt he was under a death sentence and 
the stigma around AIDS and HCV wouldn’t allow 
him to have a normal life with a wife and family. 
Then his roommate’s girlfriend broke up with him, 
and she called Ray, asking if he’d like to go out. 
Ray told her about his diagnosis, thinking that 
would be the end of it, but she assured him she  
already knew. Six months later, they were married 
and she was pregnant. Her strong Christian faith 
inspired her to go through with the pregnancy, 
regardless of the risks. Ray was even described as 
a wife- and baby-murderer. They had a daughter 
and fortunately, neither mother nor daughter was 
infected with HIV or HCV. His marriage eventual-
ly ended, but he now has a seven-year-old grand-
son who does not have hemophilia. 

After his marriage ended, Ray moved to Dallas, 
and became involved with a hemophilia support 
group, B-HIV. It started out with four or five men 
and eventually networked into 125 members. He 
later became involved at his local hemophilia 

organization, HFA, and Hemophilia Home Care. 
Since 1993, he’s advocated for men living with 
hemophilia, HIV, and hepatitis and for the past 
10 years has been a vocal advocate for women 
with hemophilia. He assisted in a lawsuit against 
several pharmaceutical companies in Washing-
ton, DC as well as the passage of the Ricky Ray 
Hemophilia Relief Fund Act of 1998 providing com-
pensation to those with blood-clotting disorders, 
who contracted HIV from treatment with anti-he-
mophilic factor between 1981 and 1987. In fact, 
during this time, he was part of the group, B-HIV, 
that instigated an effort to “shut down Washing-
ton” by pushing non-stop phone calls, e-mails, 
and faxes until their issues were finally heard. 
Ray also helped build the history board posted 
on HFA’s website. He met his second wife, a neo- 
natal intensive care unit (NICU) nurse, while on 
the HFA board of directors. She and her sons and 
one grandson all have hemophilia. 

Ray works with families facing bleeding disorders 
and typically shares advice that implies that “it’s 
not rocket science. Let your kid be a kid. Let them 
use their imaginations and do whatever they 
can. No one ever learns from success; you learn 
from your failures. Have hope! There’s fantastic  
medication today, and science is turning a  
corner with new cutting-edge medications,  
including subcutaneous medications currently in 
trial stages. Educate yourself, and advocate for 
your family! You never know others’ life experi-
ences. Never blame yourself for your children’s 
bleeding disorder. Rather, give them the tools to 
handle the challenges they face.” S



“You can choose to let hemophilia control 
your life, or you can choose to control  

your hemophilia; it’s up to you .”
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J
ohn Reed was born in 1959 in Cyril, OK. 
Hemophilia runs in his family, and he and 
his older brother were the 5th generation to 

have it. Their progressive pediatrician in Lawton, 
OK had trained in hemophilia treatment in 
Germany and insisted they go on home therapy 
in 1963. John’s mother used a converted bird 
cage stand as a homemade IV pole and 
hung fresh-frozen plasma on it with 
doses of Benadryl for the allergic 
reactions. Oh, and she used lots of 
tape to hold the 21-gauge needle in 
her wriggling kid’s veins. They lived 25 
miles from Fort Sill, a US Army base north of 
Lawton, so most of their blood donations came 
from GIs, many of whom were returning from 
Vietnam. John and his brother were routinely 
photographed with entire barracks full of soldiers 
listed as 100% participation donors.

John’s mother’s closest sibling, as well as many 
other relatives, had hemophilia, and she was 
determined that her children would live as close 
to a “normal” life as possible. John helped out on 
the farm, worked odd jobs, rode bikes, and hunted 
and fished. He also got hurt a lot, but it was just 
a matter of dosing up and wrapping up. The boys 
started on factor concentrate products in 1971, 
within 30-60 days of FDA approval, and were 
dosed very aggressively, ending up with a kind 

of makeshift prophylaxis protocol many years 
before it was common. Their doctor tried to keep 
them at factor levels that were fairly normal—not 
the 1% “prophylaxis” as it is defined today. John 
recalled, “My brother was already walking with a 

cane or crutches, and, if not for the stubbornness 
of my mother, he probably would have been 

in a wheelchair by the time he was 20.” 

Although he faced many challenges 
having hemophilia, John was 

fortunate to have a lot of support 
from his family, church, and community, 

as everyone knew and accepted that he had 
hemophilia. He never attended camp growing 

up, but was a counselor at camps in Oklahoma 
and Arkansas for about 20 years. Happy 
memories reminded him of all the sore muscles, 
aching joints, camp food, and sleepless nights; all 
were worth it, especially when he had a chance to 
reconnect with his campers. “Camp’s a place to 
learn and find out that hemophilia is something 
you have—not something you are.” 

John’s life in rural Oklahoma was active, as he 
worked on the farm, in a feed store, and on a 
grain elevator. He showed pigs, fished, gardened 
and went hunting. “All during my childhood, 
my family told me that I had to go to college 
because I would not be able to count on doing 

JOHN
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hard physical labor for a living.” He was a good 
student but resisted the idea of college until he 
was offered a scholarship to a private university, 
where he ended up earning a degree in pharmacy. 
For 20 years, he owned and operated a specialty 
pharmacy for people with bleeding disorders, 
and he also helped a friend at an independent 
pharmacy, working there a couple of days a week.

Before he became a pharmacist, he married 
his first wife, Sherrel, in 1978. They had met in 
college. “I was married so young the first time; 
I was just used to everyone knowing that I had 
hemophilia and did not think it was a big deal. 
After we had been married a while, I realized 
that it might have been a big deal to her family. 
That was probably the first time I thought about 
how others view people with a chronic disease.” 
John and Sherrel adopted two boys together and, 
after she passed away in 2008, he married his 
wife Carol in 2009, adding four more children, 
and later 17 grandchildren, and two great-
grandchildren to his nest. “My kids never really 
worried about me having hemophilia until they 

became adults. It didn’t keep me from playing 
ball, fishing, hunting, golfing, and bowling with 
them.” John hated telling his kids about the 
HIV he’d contracted from contaminated factor 
concentrates. “One of my sons said to me with 
tears running down his face, ‘Does that mean we 
won’t be able to fish anymore, if you’re going to 
die?’” He also hated telling them as adults when 
his liver was failing and he needed treatment for 
hepatitis C (HCV).

For ten years prior, only John’s mother and wife 
knew about his HIV and HCV diagnoses. HIV 
had cost him many friends, five cousins, and 
his brother, but it helped him strengthen his 
marriage and appreciate his family, as he took 
the time to enjoy his kids’ ballgames, stock shows, 
school programs, vacations, and fishing trips. He 
felt that hemophilia made him a better person, 
helping him keep his life and relationships 
in perspective. It gave him faith, not in cures, 
but in love, compassion, and strength. After 
surviving the HIV crisis, he fought to survive the 
HCV. John assisted two friends in taking on the 
pharmaceutical and regulatory establishment 
to champion including people with hemophilia, 
HIV and HCV in trials and treatments. And they 
won. 

That wasn’t John’s first rodeo as an advocate and 
activist. He once said “HIV took a community, 
which was not always that open about itself, and 
drove it into full-blown survival mode.” In the 
early 1990s, John stopped hiding his diagnosis 
and spoke out on television, in magazines, 
and in newspapers. He got involved with AIDS 
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Clinical Trials Group (ACTG) as a liaison between 
researchers and the consumer constituency 
group (CCG), which had predominately gay 
members. “The [gay members] were angry with 
the hemophilia community as 
a whole, because they felt we 
had hidden behind a rock and 
let them do all the hard work 
because of our fear.” Ryan 
White’s mother, Jeanie, was 
also angry because she felt she 
and Ryan had been abandoned 
by the bleeding disorders 
community. When John was 
president of the Oklahoma 
Hemophilia Foundation, one mother told him 
she was worried her child would be thought to 
have HIV simply because he had hemophilia. She 
asked him to “tone it down a little” or at least not 
mention that he had hemophilia. John reflected 
on this time by saying, “I am very proud of our 
community about many things, but our track 
record during the first decade of HIV was not our 
finest hour.”

His drive to help himself and the community was 
first inspired by his mother. “She’d graduated from 
college in the 1940s with degrees in chemistry and 
biology and minors in philosophy and zoology. 
She worked in the lab at a refinery and rode a 
Harley to and from work. She was the original 
feminist and one of the strongest, smartest, 
and the most compassionate people I have ever 
known. She taught everyone around her to stick 
up for themselves, because no one else is going to 
do it for you.” 

Other mentors in his rural community and church 
made a difference in his life, including his uncle 
who was a father figure for him. John’s uncle taught 
him mechanics, carpentry, wiring, plumbing, 

fishing, and masonry, as well 
as about how a man should or 
shouldn’t act. “I have been so 
blessed having people at every 
step of my life who have been 
great influences on me, and I 
hope that I can pass that on 
in some small way every day.” 
One person who inspired him 
to make a difference by being 
involved in the community is 

his mentor John Jarratt, a gracious, soft spoken, 
and straightforward man who “makes one feel 
like the most important person in the world.”

For those new to the community, John would 
advise them to make choices that coincide with 
their abilities, their disease, and their insurance. 
His mother’s mantra was, “You can choose to let 
hemophilia control your life, or you can choose 
to control your hemophilia; it’s up to you.” John 
believed that how you look at chronic disease is 
a choice, not something life has unfairly handed 
you. When you look at it this way, then you can 
take control over it. “Choose control. Choose 
happiness. And marry a redhead.” S

Memoriam
During the development of this book, John 
Reed passed away due to complications of 
an ankle replacement . He will be missed and 
remembered with gratitude and love .
John Reed (1959-2016) 



“Raise  

your  

children 

normally, 

keeping them 

active . Don’t be 

overprotective—

let them test 

their boundaries 

and figure  

it out . ”

58 HEMOPHILIA FEDERATION OF AMERICA



BLOOD BROTHERHOOD 59

M
urali Pazhayannur was born in India in 
1960 and was diagnosed with hemophil-
ia at the age of four-and-a-half when he 

experienced uncontrolled bleeding after a tonsil-
lectomy. Before that, he’d had several joint bleeds 
but was thought to have a form of rheumatism, 
or even a “curse.” With no history of hemo-
philia in the family, his young, inexperi-
enced parents followed any advice. 

Murali had a normal childhood with 
a loving, supportive family. Back 
then, there were no computers or vid-
eo games, so he played cops and robbers, 
cricket, and soccer. He often ended up with 
swollen joints (mostly knees), treated with RICE 
(rest, ice, compression, elevation), plastic bags of 
ice, Ace-wraps, and make-shift slings for elbow/
shoulder bleeds—rarely getting transfused with 
whole fresh blood, the only treatment he had. 

At his school, run by Jesuit priests, corporal pun-
ishment for mischief and incomplete homework 
was normal. In second grade, he was caned on 
his right palm, and a day later, his palm swelled 
up. To hide it, he ate with his left hand, and no 
one noticed until his fingers curled up like a claw 
and his palm darkened. His father confronted the 
school authorities who wrote “No Corporal Pun-
ishment” in Murali’s calendar, then and at the 
start of each year.

Before his senior year of high school, Murali fell 
and hurt his hip. Although there was no visible 
bruising, after several days, he started to lose color, 
feel tired, and have a low grade fever. His parents 
suspected jaundice, a waterborne illness caused 
by hepatitis A, but once the pain went to the 

right hip and abdomen and his mobility was 
affected, he was admitted to the hospital. 

The doctors found that his hemoglobin 
levels were dangerously low, so Mu-
rali received 24 hours of continuous 
blood transfusions and his first dose 

of cryoprecipitate (cryo). Eventually, 
the bleed clotted, but the clot compressed 

some nerves, damaging them and paralyzing 
his right leg. At age 18, in great pain and un-

able to walk, he missed his senior year at school. 
Even with extensive physical therapy, he had a 
permanent limp because of a tennis-ball-sized 
clot that had formed in his right hip. Over the 
years that clot continued to grow until it reached 
the size of a football. It was finally removed sur-
gically in 2003, when he was 43-years-old. Over 
the next decade after high school, he continued to 
receive cryo treatments once or twice a year and 
took painkillers frequently. 

Even with these challenges, Murali went to  
college and graduate school, earning a PhD 
in Immunology. In 1989, he came to the US to  
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involved in the community. His wife has learned 
to compromise and be patient with him as he’s 
navigated his challenges. 

One of his biggest challenges has been his chronic 
kidney disease (CKD), which started when he in-
jured his hip so long ago. Murali was diagnosed 
with Stage 1 kidney disease at 30. He tried vari-
ous treatments and endured anemia and Restless 
Leg Syndrome, but by 2015, his CKD had reached 
stage 5. Brother Rajesh turned out to be a perfect 
kidney donor match. Since the transplant in De-
cember 2015, his life has improved dramatically. 
“I have no anemia; my energy levels are higher; I 
can travel long distances without thinking twice; 
and I have no diet restrictions. My brother is do-
ing well, too. Once again, I am fortunate to have 
the support of my brother, family, and friends.”

Another challenge for Murali was learning to self-
advocate. After his accident, he couldn’t hide his 
hemophilia, since he needed assistance with his 
daily activities, but once he was in the US, he was 
on his own. “There was no HTC in Milwaukee, 
the internet was in its infancy, and not much he-
mophilia information was published.” His first 
attempt at advocating for himself was reading 
up on advancements in hemophilia research and 
product development through scientific journals. 
“I understood the safety that recombinant prod-
ucts offered and talked to the doctor to make a 
product switch to recombinant when it became 
available.” 

Self-advocacy definitely required a cultural shift 
for Murali. In India, he had few choices and 
many rules to follow. “It took me a few years to 

pursue postdoctoral research and job opportuni-
ties. In the 1990s, there were no home care com-
panies, infusions were done in hospitals, and he-
mophiliacs were not prophylaxing with factor. 
Later, he received factor and found it quite conve-
nient to infuse in the research lab with a doctor or 
a laboratory technician present. After eight years 
working in research, he found the job-related 
stress often caused spontaneous bleeds, and with 
his arthritis gradually worsening, he changed 
careers, enrolling in a graduate program in com-
puter science. Today, he’s a database administra-
tor and enjoys his job with a flexible schedule 
and good insurance, which allows him to spend 
time with his wife, traveling, hiking, and being 
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realize that in America, I had options, and I could 
explore freely and even ask boldly to fulfill my 
needs.” During a routine blood test, he learned 
for the first time that he’d been exposed to hepa-
titis B, likely from childhood blood transfusions. 
Fortunately, the virus wasn’t active, but the hep-
atologist wanted to treat him with Interferon. 
“I had already researched the available treat-
ments before seeing the doctor. I knew the mean 
side effects from taking interferon-gamma—so I 
refused.” When Murali was in his early 40s, he 
spoke up for himself prior to the surgery for his 
pelvic pseudotumor. The assigned surgeon was a 
cancer surgeon and had never treated a hemo-
philiac, so Murali gave him publications on pseu-
dotumors and prior similar surgeries. On another 
occasion, despite factor treatment, he had severe 
pain because of multiple bleeds in his knee. His 
hematologist asked him to consider knee replace-
ment. He chose physical therapy instead, recover-
ing after two months.

Murali also started getting involved in the bleed-
ing disorders community in Chicago. In 2000, he 
helped build the Illinois member organization’s 
first website. He was elected and served on the 
board for a year. As he met more community mem-
bers and shared their life stories, he was surprised 
at how different the hemophilia care had been in 
India. He attended his first HFA annual meeting 
in Louisville, KY. He was also introduced to all the 
available products at the different manufacturer’s 
booths. “Most importantly I made new friends in 
the community. It was like I found a whole new 
family. At the end of this meeting, I had found a 
place where I belonged. I met so many members 

around my age and stayed in touch. I learned 
about the Blood Brotherhood group and attended 
their educational events.” 

Murali now writes newsletter articles and blogs 
and speaks at events, and his workplace has con-
tributed generously to his local member organiza-
tion for the past 16 years. He and his wife donate 
at the Walk and Silent Auction fundraisers each 
year, and last year, his walk team raised $1000. 
Rajesh has also donated dollars to NHF with 
his company matching funds. For the past two 
years, Murali has assisted patients in India at the  
Bangalore chapter by giving an audio-visual  
presentation on physical therapy. He has a cous-
in in India with hemophilia and is committed to  
improving hemophilia treatment and care for  
patients in his native country. His parents have 
also raised significant funds to construct the first 
fully operational bleeding disorders treatment 
center in Bangalore.

Murali’s advice to new families is to “hear 
your hematologists out, as they have followed  
multiple patients and have the experience. Learn 
to discriminate based on your own experience  
and relationship with the doctor. Also, learn to 
identify bleeds in your toddler and what triggers 
them. Children need a lot of support from the 
whole family. Caution your pediatrician against 
the use of NSAIDs. Raise your children normally, 
keeping them active. Don’t be overprotective— 
let them test their boundaries and figure it out.  
Attend camp. Learn about new products. And  
find resources and stay connected to the  
community.” S



Douglas 
believes that 

we need to 
combat the 

stigma by  
normalizing 
the disease .
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D
ouglas Rice was first diagnosed with  
severe hemophilia as a toddler after his 
parents noticed he was often bruising 

his hands after falling. His first treatments were 
whole blood transfusions with donated blood 
from his father. In 1972, he started using clot-
ting factor, a relatively new treatment at the 
time. For the first couple of years, when-
ever he had a bleed, he would visit his 
pediatrician’s office for an infusion. 
Eventually, his parents learned how 
to infuse him at home. Douglas started 
attending hemophilia camp when he was 
six-years-old, and it was there that he would 
learn how to infuse himself.

Sometimes Douglas tries to imagine what his 
parents must have thought when he was first  
diagnosed. The internet wasn’t around back then, 
so they weren’t able to Google what was in store 
for them. The belief at the time was that hemo-
philiac children could not lead normal lives, and 
needed constant shielding from injury. But Doug-
las’s parents treated him like any normal child, 
and so he grew up skateboarding, bike-racing, 
motorcycle riding, and playing basketball and 
backyard football with his neighborhood friends. 
Douglas didn’t see himself as being any different 
from other kids, so he wanted to do everything 
they did. 

DOUGLAS
OREGON

This approach to his condition would take its 
toll. Looking at old photos, there are few pictures 
where Douglas isn’t wearing an Ace bandage 
or sporting a couple of large bruises. It wasn’t  
unusual for him to have 6-8 bleeds in a month. 

He would miss countless school days because of 
bleeds in his knees, ankles, or elbows, bleeds 

that often wouldn’t go away. He spent the 
entire third grade with his right knee  

in a cast, just to prevent chronic 
bleeding.

Through his formative years, Douglas 
saw Dr. Everett Lovrien at the Hemophil-

ia Treatment Center at Oregon Health Sci-
ences University in Portland. Dr. Lovrien was, as 
Douglas put it “a whimsical, eccentric, bug-eyed 
goofball with a ponytail,” whose relaxed bed-
side manner was part of the reason his parents 
took a relatively carefree approach to managing 
his hemophilia. Dr. Lovrien made his patients 
feel as though they could do anything they set 
their minds to. He helped Douglas talk his mom 
into allowing him to get a motorcycle at age 12. 
When Douglas was 17, he asked Dr. Lovrien how 
impractical it would be for a severe hemophiliac 
to travel around Europe. Lovrien didn’t hesitate 
in his encouragement. He told Douglas to not 
give it a second thought; just throw some medi-
cine in a backpack and go. Douglas would later 



find out that, in reality, it wasn’t so easy. At the 
time, one dose of the plasma-based concentrate 
that he used required three to four boxes of medi-
cine, which ideally needed to be refrigerated. And 
Dr. Lovrien didn’t say anything about having to 
infuse in train stations or dirty youth hostels. But 
Douglas needed someone like Dr. Lovrien to give 
him the courage to go for it.

When Douglas was young, having hemophilia 
meant being a part of a close-knit community. 
If there were hemophiliacs living close by, their 
families would know each other. One family could 
borrow medicine from another if they ran out. All 
the hemophiliacs in the region went to the same 
treatment center, and many of them got to know 
one another, became friends, wrote to each other 
as pen pals, and raised hell at camp together. And 
then, in the 1980s, the AIDS crisis happened, and 
that community disappeared.

Douglas first heard of the connection between HIV/
AIDS and the hemophilia community in 1985 at 
age 14 at his annual clinic visit in Portland. He 
learned that a significant percentage of the hemo-
philiac population had been exposed to the AIDS 
virus through contaminated blood. Many hemo-
philiacs had already tested positive for AIDS anti-
bodies, and it was unknown at the time whether 
they would progress to full-blown AIDS. 

His family didn’t talk about it on the two-hour 
drive back home. Douglas was shocked by the 
news, but he also remembers taking the ambigu-
ity of the language as a sort of psychological life-
line. His teenage mind focused on the word ‘anti-
bodies’, which seemed too ethereal and strange to 
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be life-threatening. What he and his family didn’t 
realize at the time were the vast social conse-
quences that AIDS would have on the hemophilia 
community. Not long after that trip, they would 
hear about thirteen-year-old hemophiliac Ryan 
White being barred from attending his middle 
school in Indiana because of his AIDS diagnosis. 
And then later that year, the home of the three 
hemophiliac Ray brothers was burned down after 
the federal court in Arcadia, Florida forced their 
school to allow them to attend.

Even though Douglas knew about these events 
and took them to heart, he somehow remained 
in a state of denial about his own status until 
his best friend in the hemophilia community, 
John, died from an AIDS related pneumonia. 
In the coming months, he would hear many  
other names of friends with hemophilia who were  
dying because of AIDS.

On a summer day when Douglas was 16-years-
old, his dad asked him if he would go for a drive 
with him. After some miles had passed, he told 
Douglas that the hemophilia clinic had done 
some blood tests showing that he had tested posi-
tive for HIV and would need to start taking medi-
cine for it. Douglas asked him to take him home, 
and they never spoke about it again.

Confronting a serious and ostensibly terminal ill-
ness can cause a kind of psychological paralysis, 
a reflexive excuse for inaction. Anyone who has 
grown up with hemophilia recognizes the surface 
banality and restrained worry of day-to-day liv-
ing with a chronic illness and understands how 
constant vigilance can have a weakening effect 

on the will over time. Anxiety tends to obliterate 
everything but itself. But by the same token, for 
Douglas, having hemophilia was a kind of ironic 
preparation for HIV, since by the very nature of 
the disorder he was practiced at facing injury with 
a compromised defense.

When Douglas first learned he was HIV positive, 
the only treatment available, if you could get it, 
was AZT—a drug known for its high toxicity and 
myriad side effects. The drug’s efficacy beyond 2-3 
years was as yet unknown. Up until this point, 
Douglas had been a typical happy-go-lucky kid, 
so he had somewhat of a cushion to fall back 
when things started to get bleak. He didn’t wallow 
in self-pity, but neither did he fight. He trudged 
forward, day by day. Deep down, he felt an urgen-
cy to cram a lifetime of experiences into whatever 
time he might have left, but apprehension and 
worry diluted that urgency. Over the next decade, 
he went in for his checkups grudgingly, took his 
medications every day, and hoped for the best. All 
the while, he didn’t tell a soul around him what 
was happening.

Like so many others in his situation, at the height 
of the AIDS crisis, Douglas stopped telling people 
he had hemophilia. He also quit mentioning any-
thing about it to the people who already knew, 
hoping they would forget. The link had become so 
strong between hemophilia and HIV that he wor-
ried if someone knew he had hemophilia, they 
would figure out his HIV status. With the intense 
fear of HIV and the misperceptions that people 
had, he worried that, like Ryan White, or the Ray 
brothers, he would be ostracized if anyone found 
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out. As a result, Douglas hid what he considered to 
be one of the most defining aspects of his life, what 
he thought about almost daily, what governed 
many of his life decisions, and limited him and 
helped him grow, what made him into the person 
he is today. Douglas would go on to hide that part 
of his life from every single one of his friends and 
most of his family for the next twenty years. 

Coping with HIV and hemophilia all alone has 
its obvious costs, but one of the biggest is that it 
prevents you from finding others in your situation 
with whom you can relate. So many times in his 
life it would have helped Douglas to know some-
one who was going through what he was going 

through. This phenomenon of extreme privacy is 
rare in other disease communities.

Today, the outlook for those with HIV has vast-
ly improved, as medical advances have allowed 
those infected to live longer and healthier lives. 
With proper treatment, HIV is considered a chron-
ic rather than fatal disorder, and transmission 
rates are close to zero. While the future is brighter 
in many respects, living with the disease still pos-
es significant challenges, and one of the biggest 
is the social aspect. Many hemophiliacs, because 
of the negative perceptions of HIV, still feel com-
pelled to remain private about their HIV status, 
and so they remain unnecessarily alone socially. 
Douglas believes that we need to combat the stig-
ma by normalizing the disease. We need to talk 
about it and share our experiences with others in 
order to put a face on it for those around us. If 
more people know someone with HIV, and know 
that person is perfectly healthy and living their 
life with hopes and goals just like anyone else, 
then gradually people will begin to see HIV for 
what it is, a chronic disease that can be managed 
with proper care.

In the decade following his HIV diagnosis, Doug-
las worried whether or not he had a future. Then, 
improved treatments came along and over time 
it dawned on him that he was going to live for 
a long time, and he would have to figure out 
what he was going to do with his life. Nowadays, 
Douglas spends his time with his family, chasing 
around his three-year-old daughter Emily and 
nine-month-old son Crosby. It’s not always easy 
with aching joints, but Douglas considers that to 
be an extremely lucky problem to have. S
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S
hawn remembers being around 13-years-
old when he experienced his first big joint 
bleed. He was riding on the back of a Hon-

da three-wheeler with a friend in South Georgia 
when they hit a washout in the dirt road. He was 
thrown off the side; his leg was twisted and 
the ATV rolled over it. Despite the severity 
of his injury, he wouldn’t admit to any-
one what had happened. He spent 
the rest of the week on a sofa with 
an ice pack on his knee. When 
he returned home he was laid up for  
another week until the swelling went 
down.

Shawn attended Camp Running Brave at Clem-
son University on Lake Hartwell. He remembers 
the Clemson Tiger football players coming out to 
see the campers one day and how he was able to 
get Michael Dean Perry’s autograph, which at the 
time he thought was the best thing in the world.

During Shawn’s childhood, his parents had him 
situated in schools within his dad’s fire district (he 
worked for the local fire department at the time) 
because all of the firemen there knew him and 
knew what to do if they were ever called for an 
emergency involving him.

Despite everyone’s wishes and advice, Shawn 
worked in heavy construction for 25 years. He re-
tired in May 2015 from a local grading contractor 
where he was a Grading Superintendent. He was 
in charge of some impressive projects in upstate 

South Carolina, like BMW’s Performance Cen-
ter, First Quality Paper, and Upward Sports 

Complex, in addition to multiple sub-
divisions and commercial sites. He 

enjoyed the work immensely and 
misses it dearly, but a life in con-

struction is not something he would 
recommend to another person with  

hemophilia. It’s very hard on the body!

Shawn remembers having told his wife about his 
hemophilia on their very first date, never having 
seen any need to keep it a secret. He admits that 
he has found it hard as he gets older to depend on 
his wife for help with some of his regular routines 
and medical care. As an adult with young sons, 
he has sometimes found it hard to tussle outside 
with the kids or throw a football because of joint 
pain.

When asked about a person who inspired 
him to be a self-advocate, Shawn thinks of his 
mother. She taught him not to be afraid of his  

SHAWN 
SOUTH CAROLINA



“As a parent, 

you are your  

child’s biggest  

advocate .  

No one  

knows your 

child better 

than you,  

no one!”
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hemophilia, encouraging him to live his life as 
fully as possible and never let the condition con-
trol him or who he was as a man. He also praises 
his grandmother, Dean Mauney, who helped get 
his local chapter started many years ago. Today, 
he is on the board of directors of Hemophilia of 
South Carolina (HSC) in her memory and honor.

Shawn never infused with clotting factor until he 
broke his leg at work in January of 2000. After 
that he only infused when absolutely pressed to 
do so. He had a port installed three years ago 
and finally was able to start true prophylaxis  
treatment about a year later.

When asked about his advice to families new to 
the challenges of dealing with a bleeding disor-
der, Shawn notes that with the way medical tech-
nology has advanced, children with hemophilia 
can live almost completely normal lives. He says 
parents should always make the medical person-
nel listen to them, because “as a parent, you are 
your child’s biggest advocate. No one knows your 
child better than you, no one!” S

As an adult with young sons,  
he has sometimes found it hard to tussle 
outside with the kids or throw a football  
because of joint pain .
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Remember that with every challenge  
there is a lesson learned and a tool  

you can use in the future .
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Stewart has always known the challenges of 
having hemophilia A.

Infusing yourself for the first time should always 
be a proud memory of accomplishment, but for 
Stewart it was also one of fear. “I happened to 
find myself in a situation that left me with 
no other choice: infuse myself and go on a 
spontaneous beach trip with my friend, 
or wait until my parents returned 
and stay at home.” Being the 
determined 11-year-old he was, the 
answer was obvious. He had done every 
part of his infusion up until this point, but 
never without supervision. He remembers his 
eyes filling with tears. But he really wanted to go 
to the beach that day, and he successfully infused 
himself. “That day, the tether was cut, and I have 
been on many beach trips since.” 

Being able to infuse has always brought Stewart 
a sense of comfort. He compares it to wearing 
a seatbelt in a vehicle. “Without it you feel 
vulnerable, and something can happen out of 
your control. As a hemophiliac you develop a 
sixth sense for when your clotting factor dips 
below a certain level, and it may take a few 
lessons on the way.” One day, Stewart knew he 
was behind his infusion schedule, but he was 
already in the car, on the way to the dock to go 

wakeboarding. “It was the perfect summer day in 
Portland, OR and I didn’t want to slow anybody 
down. Unfortunately it was a busy time and I did 
not take my factor when I should have. I would be 
lying if I said I was not worried about the onset of a 

bleed. I couldn’t enjoy myself.” The uneasiness 
worsened when it was Stewart’s turn and 

the wakeboard cinched down on his feet. 
He remembers trying to think positive 

once there was no turning back. “At 
least the water was numbingly cold 

in case anything did happen.” Luckily, 
sitting in the water mostly summed up 

his experience. “That may or may not have 
been intentional. Heck, at least I can say I 

tried wakeboarding. But from then on I was sure 
to stick to my infusion schedule. Prepare for the 
unexpected.” 

Stewart started attending summer camp at the age 
of five, as his parents were involved with the local 
chapter. The early years are a blurry memory, 
with many tears and bouts of homesickness. It 
took time to get comfortable; when he started 
seeing people year after year, camp became 
more enjoyable. “It was time with people I had 
something in common with and looked up to.” It 
also was a gateway to a lot of unique experiences 
growing up. “Horseback riding interested me 

STEWART 
OREGON
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because it was something my grandfather did. 
And with him was the only other time I would 
ride outside of camp.” Stewart loved getting dirty 
and moving fast. And camp was a great place 
to do it with all of its activities. “Anything that 
had me running was a favorite of mine. I would 
return to the cabin at night needing to change my 
clothes from the day’s activities.” But there were 
also more tranquil times. Stewart always looked 
forward to the campout held one night during the 
week. “We lived in the wilderness that night. We 

cooked and sang around the fire and slept under 
the stars.” 

Camp was also a climate for personal growth. 
Each year Stewart returned, there was more 
emphasis on responsibility and leadership. “I had 
always wanted to become a counselor, mostly to 
drink coffee and hold a schedule,” Stewart jokes. 
“Everyone came from a different background 
so you could learn something from everybody.” 
Camp to Stewart was a ‘refresh’ button: “a place 
where I could be thrown into a new environment, 
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spend time with old friends, learn new things, 
and return home with a new perspective.” He is 
now in his third decade of camp participation.

Stewart thought his camp counselors were 
hilarious. Sporting great attitudes, they all had a 
lot of influence on him, and he always wanted to 
come back to camp and see them again. Stewart 
was impressed with how involved they were 
in the community, and he tried to keep up. His 
family was also a strong influence on him. They 
volunteered for years within the Oregon chapter 
and got Stewart initially involved. 

Stewart’s advice to new families with bleeding 
disorders is to remember that with every challenge 
there is a lesson learned and a tool you can use in 
the future. “There are many experiences I am glad 
hemophilia brought me. I sometimes question if 
my life would be as rich without it.” S

“There are many 
experiences I am glad 
hemophilia brought me . 
I sometimes question if 
my life would be as rich 
without it .”
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