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Working with Hemophilia

Sara P. Evangelos
onsider this vintage employment advice: if you’re a
young man with hemophilia, you should become a
lawyer, schoolteacher, artist, physician, architect, pastor, musician, or clerk. Hard physical labor is out. So is the
military. The year? 1872, from a medical publication on
hemophilia.*

C

What about today? For young people with hemophilia
who are planning to enter the job market, choosing a career
path includes these basic elements: education, job security,
job satisfaction, and physical demands. Oh, and one more
that wasn’t mentioned in 1872 but is essential today: good
health insurance.

In the Jobs Journal, we profile five men who have found
rewarding work—in the careers recommended in 1872, and in
some 21st-century jobs, too. We’ll learn how hemophilia influenced their employment choices, how they found their jobs,
and how they created a safe balance between work and play.
This time, we focus on men whose career paths have
included college, but watch for a future installment of the
Jobs Journal to feature vocational schools, community college,
and other approaches to job training.
We hope that the Jobs Journal will inspire and motivate young
job seekers with hemophilia to find rewarding employment.
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* J. Wickham Legg, MD, A Treatise on Haemophilia Sometimes Called the Haemorrhagic Diathesis. London: H. K. Lewis.
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welcome

Laurie Kelley

ne of my favorite
quotes, stuck on
my fridge, is from
poet William Blake: “The
crooked roads are the
roads of genius.” Sometimes we set big goals or
have elaborate dreams, but
we don’t always know just
Psychologist at 24: Laurie in a session
how we will reach them.
We may be inspired by things we’ve experienced, or by people
we’ve met who may open professional doors for us. In this issue
of PEN, we profile some community members who have found
a firm footing on a career path. My own path was kind of winding: I may be founder and president of a consulting firm now,
but my career had a very humble beginning. What helped me
succeed, I think, was a positive attitude, strong work ethic,
inspiring mentors, and a willingness to take risks.
My first job was babysitting every weekend night in high
school—I missed all the school dances! Then at 16, I worked as a
janitor for our city school system (yes, a janitor). One summer, I
earned $1.80 an hour on an assembly line in a card-shop factory.
In college I worked in the cafeteria kitchen, scraping plates into
the swill that would then be given to the pig farms. At $5 an
hour, this was a big raise. But it was my psychology professor
who changed my life. She realized that I had more skills to tap,
and she offered me a job as her research assistant. I published
research with her at age 21, and entered the professional world.
Since then I’ve worked as a state psychologist, an economist, and
in marketing and sales. I can now say I am an author and public
speaker, and I also work in the area of international public
health.
Someone recently asked me if I had ever imagined I’d be
doing all the things I’m doing now, and I said, “Actually, yes”
(without the hemophilia part). When I was 10, in Mexico on a
family trip, I saw a slum for the first time. I stared into the eyes
of a skeletal, weathered, white-haired, elderly woman with a
papoosed newborn on her back, forced to survive by selling
Chiclets gum. This image has never left me. I knew then, at age
10, that I would do international humanitarian work someday. I
got a bit side-tracked through the years, but in the end, I wound
up where I think I was meant to be.
Crooked roads are a must now, in these uncertain economic
times. College is expensive, and jobs are hard to come by. Hemophilia adds an extra challenge: you need a job with insurance.
We have to be patient and flexible, and make sacrifices—but still
not give up our dreams. I’m grateful for the lessons I learned
doing the humblest jobs, and grateful to those who inspired me
and believed in me. I hope you will be inspired by the men with
hemophilia we profile in this issue of PEN. Read how they have
followed their dreams under difficult circumstances, and find
strength in their messages. My message to young people
with hemophilia is to get involved in life, whatever the cost or
pay, and get hands-on experience. You never know when you
will meet the person or experience the event that will change
your life forever.
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THANKS FOR THIS LATEST ISSUE. AS USUAL, IT'S ONE OF THE
most informative and enlightening publications available.

Ed Martin
Consumer Advocate
Delaware
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as i see it
Chris Bombardier

Following

My Dream
rowing up with hemophilia has
its challenges, as we all know.
And as I have grown older, I’ve
realized that the challenges keep coming.

G

One of the more unique and unexpected challenges for me came when I
graduated from college. After the excitement of finishing college and getting ready
to set out into the world, my hemophilia presented me with a challenge
that almost all of my friends wouldn’t
have: I would be leaving my parents’
insurance policy and would have to find
a job that would provide similar coverage. Most, if not all, of my friends were
completely unconcerned about health
insurance. Their reasoning? “I don’t get
sick, so why do I need it?”
I was kind of jealous of my friends.
They could wait, without insurance, for
the perfect job while I had restrictions. I
couldn’t go without health insurance
because I needed my factor. I quickly
decided to take a position in a research
lab at the University of Colorado,
which provided great health insurance
benefits. On my first day of orientation,
when I was given information about
my choices for health insurance, I
quickly realized I had no clue what anything meant! I’d never had to know this
before! My parents had always taken
care of this. There I was, staring at several different plans, wondering how to
decide which was best. It was terrifying.
Fortunately, my hemophilia treatment
center (HTC) had a spectacular full-time
insurance counselor. I went to her with
all the insurance plans in hand, and
asked for help. We spent at least an hour
going through all the different plans. She
explained what everything meant and

what I would
be responsible
for. It was a
great learning
experience.
After
several years
of working in
the research
lab, I realized
this job
wasn’t for
me. I had a
passion for
Chis Bombardier at the summit
starting my own
there is no doubt in my mind that
business, but I believed this could never
opportunities
never before available to
happen because of health insurance. I
people in the bleeding disorder commufelt trapped. What could I do to pursue
nity
will now be available. Maybe you
my dreams? Months and months passed,
have always had the desire to start your
and the feeling persisted. I even looked
own
small business, or to work for no
for other jobs, but with a tough national
one
but
yourself, but you’ve never made
economic situation, I couldn’t find a
the move. Check with your local HTC
position that still provided health insurand
learn what health insurance options
ance. My hope was dwindling.
are available to you. I felt prohibited for
When I felt that I absolutely couldn’t
so many years from starting my dream
take it anymore, I searched and searched
of being an entrepreneur, only to find
for an answer—and found one. The state
that there was a way forward. I have no
of Colorado offered a simple insurance
clue if I will succeed in this new
plan for people like me—who are considendeavor, but now at least I have a
ered high-risk or have a preexisting conchance to try.
dition. Although this plan is not a
permanent fix (it has a million-dollar
Chris Bombardier is 27 and has severe factor
cap), it presented me with the opportuIX deficiency. He owns Karma SnowSports
nity to pursue my dream with the
(karmasnowsports.net). Chris lives in Colorado
knowledge that in 2014, I will be able to
and spends much of his free time hiking,
join the Affordable Care Act health
skiing, and climbing. In 2011, he was the first
insurance exchanges and continue this
American with hemophilia known to have
new and exciting path ahead. I left my
summited Mt. Kilimanjaro; he is venturing to
job at the University of Colorado and
Argentina in early 2013 to attempt to summit
started my own business.
Aconcagua, the highest peak in South
No matter what your personal
thoughts might be on healthcare reform,
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America. Check out Chris’s adventures at
adventuresofahemophiliac.blogspot.com
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inhibitor insights

sponsored by
Novo Nordisk Inc.

Elvira M. Dominguez

Tired of Being Special
have been blessed to have four sons in my life. My first
son, Elijah, had hemophilia and died in 1992 from a spontaneous head bleed at age 22 months. My oldest son now,
Miguel, 20, has severe hemophilia B (factor IX deficiency).
My youngest two sons are hemophilia free.
Miguel was diagnosed at birth because we already knew
the possibility of hemophilia. When the doctors said the word
hemophilia, they quickly told us all the negative things. But
they also told us how “special” Miguel was to be born with
this rare medical condition. Later on in life, I realized that he
was even more special. How special? Well, at age seven,
Miguel developed a high-titer inhibitor.
When Miguel was born, I thought that I would beat
hemophilia through education and involvement in the bleeding
disorder community. I joined parent support groups, attended
every event at my local chapter, and went to all the symposiums.
I read every publication we received in the mail; I highlighted
words, tore off article pages, and eagerly quizzed my hemophilia
treatment center (HTC) hematologist. I felt I controlled
hemophilia. Life was good. So I focused on my military career
and my other sons and life itself.
After a couple of years, we came to a complete halt: suddenly,
our miracle drug didn’t work anymore. The bleeds took
longer to heal, and the pain became more excruciating. Miguel
missed more days from school, and we missed more work
days. We faced a new reality. After several tests, we learned
that Miguel had a high-titer inhibitor. Now, what had been a
routine became a challenge.
As soon as the doctors explained inhibitors, I thought,
“Okay, I can fix it.” We parents always think we can fix it—but
boy, was I wrong!
I was surprised to learn that few treatments were available
for hemophilia B with inhibitors. I didn’t know how complicated
our new life would be. We were confident that because we
had a top hematologist, we would overcome this new situation. In an effort to eliminate the inhibitor, Miguel was started
on a course of immune tolerance induction (ITI) using the
plasma-derived factor IX product Mononine®. Miguel was on
ITI for a year, but shortly after ITI was stopped, the inhibitor
returned and continued to control his life for 12 long and difficult years. He had a special education 504 plan, and graduated with straight Ds from high school. But he finished with
his class. Through all of our challenges, I was proud of him.
Our hematologist suggested that Miguel would be a good
candidate for another round of ITI, this time using the
immunosuppressive cancer drug Cytoxan (cyclophosphamide) in conjunction with high doses of factor. Cytoxan
successfully brought Miguel’s inhibitor titer to zero, and he
received enormous amounts of Mononine; our house looked

I

like a small hospital, with
boxes of factor, medical
supplies, and sharps containers. Our delivery driver
couldn’t believe the size
of the boxes he delivered
every week. The ITI
treatment with Cytoxan
worked for a while, but
then the inhibitor
returned. So we tried a
different immunosuppressive cancer drug, Rituxan
Miguel Dominguez
(rituximab). We followed
the same procedures; again, the inhibitor dropped for a while,
and yet again, the inhibitor returned. By now, we were
exhausted and frustrated.* After three rounds of ITI, two of
them using immunosuppressive cancer drugs, there are no
more options available to eliminate the inhibitor and allow
him to use regular factor to control bleeds. Miguel currently
takes FEIBA on demand. When he has a major bleed, he
takes NovoSeven in conjunction with FEIBA. Every bleeding
episode is unique in treatment and healing. Sometimes it takes
a couple of days just to notice that the treatment is actually
working. We want to avoid returning to the hospital.
We all get tired of explaining hemophilia. But try to explain
the complexity of inhibitors and the inadequate treatment! We
want to go back to the good old days of Miguel just having
“regular hemophilia.” Still, once we got used to the inhibitor,
we just learned to cope with it and live day by day—including
more trips to the HTC to monitor the inhibitor level. All we
can do is wait for a ray of hope.
Our hemophilia B with inhibitor population is so small
within the hemophilia community. But we do exist, and we
suffer plenty. The majority of Miguel’s joints have developed
arthritis from repeated bleeds. As a parent, I try to help him
stay healthy and pain free. This is a constant battle. He has
bouts of depression. I too get overwhelmed. But I continue to
be my son’s voice, helping him to express his anger.
I encourage families with inhibitors not to give up. Get
involved in the hemophilia community. Find that family that
can give you guidance and encouragement. Put down your
pride—don’t be afraid to ask for help. You’re not alone. Caregivers need to re-energize by letting others step in to help.
This doesn’t mean you’re less of a caregiver. You just need a
time-out to regroup and reenergize.
Let’s all urge scientists and pharmaceutical companies to
continue the research into inhibitors. Give us something that
won’t allow any breakthrough bleeds. Give us that ideal factor:

* Ed. note: ITI is often not successful in hemophilia B patients with inhibitors.
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richard’s review
Richard Atwood

Ann Woodruff

A Living Laboratory for Hemophilia
t your annual hemophilia treatment center (HTC) comprehensive evaluation, staff will
draw several vials of your blood for
analysis. And as if that weren’t enough,
you or your insurance carrier will then
be charged for this service. But what if
you had to provide a blood sample
every day as part of your job—and
even live in the hospital to be closer to
the laboratory? Russell White did just
that, and we should thank him for it.

A

Born in 1909, White was a hemophilia patient of Dr. George R. Minot
at Huntington Memorial Hospital in
Boston, Massachusetts. In 1932, when
Dr. Minot moved his blood research to
Thorndike Memorial Laboratory at
Boston City Hospital, White moved
with him.
Thorndike was the first clinical
research laboratory in an American
municipal hospital. In a single building
it combined the wards, laboratories,
clinic, x-ray department, office space,
and lab animal facility—an innovative
design at the time. Thorndike
researchers published numerous medical papers on bleeding disorders. And
the use of social workers for hemophilia care originated in Boston.
Dr. Minot liked to always have a
patient available in Thorndike for his
blood research. White was severely
crippled as a result of joint bleeds, and
his hospital stays sometimes lasted for
months because there was no effective
treatment for hemophilia until 1964,
when cryoprecipitate was developed.
In the 1930s, hospital stays were often

lengthy to allow a bleed to resolve. So
Dr. Minot asked White to become a
permanent resident in the ward—even
during his healthy periods. White willingly agreed, without realizing that this
arrangement would last over 20 years.
Why so long? We don’t know for sure
because the historical documentation is
sparse, but this was probably a win-win
situation: the lab had a readily available source of hemophilic blood, while
White had good medical care and a
place to live. Perhaps over time, no one
questioned the situation.
White was even able to assist the
nursing staff during his residence at
Thorndike, but his blood was more
valuable. During World War II, the
military sent blood samples for testing
at Thorndike, and White’s blood was
used as the standard for comparison.
This was important because having a
bleeding disorder was an exclusion
from military service.
White’s blood was also used to test
the plasma of other patients with
unknown bleeding disorders. Compared with today, lab tests were simpler
and less precise in the 1930s. The clotting or coagulation time tests were
imprecise measurements for hemophilia, so the effect of the specimen
blood on a sample of hemophilic
blood, though a crude test, added
information. If 0.1 mL of a patient’s
specimen clotted 2 mL of White’s
blood, then the patient was diagnosed
as normal because the blood had
“antihemophilic activity.” If the
patient’s specimen did not clot
White’s blood, then a diagnosis of
hemophilia was possible.
As Dr. Minot became increasingly
involved with administrative duties,

other physicians used White’s blood
for their research. In 1937, doctors
Arthur J. Patek Jr. and F. H. Laskey
Taylor demonstrated that a “globulin
substance” was found in normal
plasma but lacking in hemophilic
blood. The further development of
plasma fractionation (separation)
refined this globulin substance to a
smaller quantity called Cohn’s Fraction
I, one of several fractions identified
by Dr. Edwin Cohn, and the most
effective for treating hemophilia.
Later, the substance was refined to
antihemophilic globulin, or factor VIII.
This crucial research conducted at
Thorndike provided the groundwork
for the development of factor concentrates in the 1960s.*
During his time at Thorndike,
White not only provided his own
blood for testing, but he also submitted
to intravenous injections with the
newly identified plasma protein fractions to test their efficacy. White benefited from these research regimens: his
health improved as he received better
treatments for his bleeding episodes.
Thorndike was like an early HTC.
Every newly developed treatment
must be properly evaluated by clinical
trials before its commercial release.
Participating in clinical trials is a vital
contribution that people with bleeding
disorders can make to improve their
medical treatment. So just like Russell
White, you too can be a volunteer in
clinical research—but fortunately, you
don’t have to live in the laboratory!
Contact your HTC or visit www.clinicaltrials.gov to determine your eligibility for enrolling in clinical trials. We
need to thank everyone who is
involved in clinical research.

* The first commercial factor VIII concentrate became available in 1968; development began in 1965.
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a project

share story

Zoraida Rosado with Tara Kelley

Georgia:
Our Newest Country to Receive Factor
eorgia, a mountainous and
agricultural country, is nestled
between Europe and Asia.
Bordered in the east by the Greater
and Lesser Caucasus Mountain ranges
and in the west by the Black Sea, its
population of nearly five million
includes an estimated 500 people
with hemophilia. Thanks to lobbying
efforts of the Georgian Association of
Hemophilia and Donorship for the
past 20 years, Georgia has been able to
purchase adequate amounts of factor.
But in August 2012, Project SHARE
received a plea for help from a Georgian
patient in need. Miriane Odisharia
contacted SHARE through his hematologist, Dr. Marina Abashidze, with an
urgent request for inhibitor medicine.
His need had originated in June:
Miriane had sustained a nasal injury
that required large doses of factor VIII.
After treatment for his nasal injury,
Miriane developed a high-titer inhibitor.
Georgia had no inhibitor medicine
available at the time. Soon after, Miriane
requested a donation from SHARE.
Miriane is used to hardship and
struggling to survive. He is not native to

G

Georgia, but was born in the seaside
city of Sukhumi, the capital of the
Autonomous Soviet Socialist Republic
of Abkhazia, in 1951. There he was
diagnosed with hemophilia A at age five.
Unfortunately, the bleeding disorder
was not commonly known among
doctors in the Soviet Union at that
time. Miriane coped with many injuries
throughout his childhood—including a
serious bleed caused by a tooth extraction—without proper medicine or care.
To keep his mind occupied, he wrote
poetry; and to maintain good health
and ease his pain, he swam in the Black
Sea. He continued school in spite of his
bleeds, eventually graduating from
Sukhumi State University.
Now, Miriane pursues his love of
writing and has published a large collection of poetry and prose. He has also
written several plays, which have been
performed onstage. His works have
been translated into ten languages.
Although hemophilia and inhibitors
are still serious obstacles to overcome,
Miriane is fortunate to have received
inhibitor medicine. Donated medicine
for inhibitors is very hard to come by.

Author Miriane Odisharia: Surviving hemophilia
and inhibitors in Georgia
Project SHARE’s recent involvement
was a stroke of good fortune and timing
for Miriane. The donation was also a
milestone for SHARE: this was not only
the first time SHARE has donated factor
to Georgia, but also the first time we’ve
sent inhibitor medicine there. In helping
Miriane, SHARE has added Georgia to
its growing list of recipient countries,
and now has donated factor to patients
in more than 60 countries.

Our 2012 sponsors: ASD Healthcare, Baxter Healthcare Corporation, CSL Behring, New England BioLabs, Novo Nordisk Inc., Octapharma
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The Jobs Journal... from cover

John McNeil
Age 31
Anesthesiology Resident
Massachusetts
Hemophilia A, severe
“I have no doubt that I would
be in a different career if I didn’t
have hemophilia,” asserts John
McNeil. “From a young age,
I’ve been exposed to hospitals
and have always felt very comfortable in them. The same
goes for needles, blood, and mixing medications—all things that
I deal with countless times a day.”
In his work as a third-year anesthesiology resident at Beth
Israel Deaconess Hospital in Boston, John arrives around 6:00
am, sets up his anesthesia machine, and draws up the necessary
drugs. Then he meets his first patient of the day and begins an
IV just before 7:30 am. John works in the operating room all
day until 5:00 pm, and usually works one late night and one
24-hour overnight call each week. He gets a little more than
half his weekends off.
Tough schedule? Maybe. But John loves working with
patients. “A common perception is that anesthesiologists don’t
have to talk to patients because they are asleep,” he says. Still,
“I’ve found the patient interactions in my field to be very
rewarding. You get to meet a patient at a critical point in their
life, and must gain their trust in a matter of minutes before
they place their lives in your hands.”
John didn’t focus on medicine at first, though he has always
enjoyed caring for others, especially at Hole in the Wall Gang
Camp in Connecticut. As a camper there, and then a counselor
for many summers, John worked with children with life-threatening illnesses. His camp experience, he says, “had a huge
impact on my life.”
John’s mother always stressed getting good grades and a
secure job with health insurance. “I’ve always known that with
hemophilia, a career in manual labor wouldn’t be a good fit,”
John notes, but “I was never pushed toward any particular
field, and I studied business in college before I realized I
wanted to become a physician.”
As a medical student at the University of Virginia, John
loved working in the operating room. But he didn’t want to be
a surgeon. Then, he recalls, “I did a rotation in anesthesiology,
and I really liked all the science—pharmacology, physiology—
that was involved.” He was hooked.
Anesthesiology is more physically demanding than John
had expected: moving patients from hospital bed to operating
table can often mean heavy lifting. Prophylaxis has helped John
avoid taking time off in medical school or residency. And he
wants to keep it that way. “I’ve realized more than ever how
important it is that I stay healthy, so I’ve given up some activities
that I used to really enjoy, such as skiing, basketball, and soccer.”
But he works out regularly on the elliptical, plays volleyball, and
does some road bicycling. The upside is that John’s employer, a
large medical center, provides good health insurance coverage.
At work, John’s residency program director and some of his

co-workers know about his hemophilia. But most people don’t.
When he does tell people, John says, they react “with a little
surprise, but primarily with curiosity, and are interested in
learning more about hemophilia and how I treat it.”
When he finishes his residency in about two years, John
may do a fellowship for an additional year, and then be able to
practice on his own. “I will likely end up working in a larger
academic medical center,” he predicts, “because I enjoy teaching,
and because they draw sicker, more complex patients.”
John’s dedication to his patients—enhanced by his own
valuable experience as a hemophilia patient—will surely make
him a compassionate, perceptive anesthesiologist.

Chris Ingram
Age 27
Certified professional medical
coder; amateur bowler
Arizona
Hemophilia A, severe
With his work as a medical
biller and coder, his successful
amateur bowling career, and
his three-year-old daughter
and newborn son, Chris
Ingram is a busy man.
He’s also a man who knows his limits and has learned how
to work within them. Chris has found a way to double the positives: he has a secure job that he enjoys, and he plays it safe
with physical exercise.
As a young adult, Chris played sports, sometimes against
medical advice: flag football, Little League baseball, high
school wrestling. “My dad didn’t want me to hold anything
back,” recalls Chris with a laugh. “He really didn’t encourage
this, but he always told me that you don’t know your limits
until you’ve passed them.” At age 16—on a dare from his sister,
an accomplished bowler—Chris began league bowling. “My
hematologist at the treatment center encouraged it,” says Chris.
“He said he’d much rather me bowl than go back to wrestling.”
But even a recommended sport has risks. “One of my target
joints is my left ankle, and I have degenerative arthritis,” Chris
explains. “Because I’m right-handed, I have to slide on my left
foot, so at the end that’s where I put all my weight—on my left
foot.” Chris doesn’t bowl without an ankle brace, and has
missed some bowling tournaments because of a limp. Still, he
believes bowling has helped strengthen and improve his ankle’s
range of motion.
Chris bowled professionally for two years, and still qualifies
for pro status, though he bowls as an amateur today. “I was getting
hurt, and I wasn’t able to compete out there; I was paying this
big membership fee to stay at professional.” So he decided to
drop to amateur level, where he’s content to compete.
Because of his ankle, Chris was advised to “get a sit-down
job.” He had tried a more physically demanding job: briefly, he
worked security for Cardinal Stadium. But, he says, “I’d be walking out of the stadium every day limping.”
Chris began his career as a medical biller and coder in the
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“
“
“

JOBS
ADVICE
THEN & NOW

1963 1905

Subjects of moderate means should be advised to
take up office work or to become draftsmen...Bleeders
with means should take up some learned profession; if
they are students, dueling should be forbidden.

”
”

Ideal occupations are those which involve sedentary
work and little risk of trauma…the professions,
‘white collar’ occupations and skilled crafts.

1997

There are some occupations that are obviously
unsuitable for all those with bleeding problems such
as the armed services and the emergency services.
However, these rules are often flouted and those with
hemophilia can be successfully employed in a wide
range of jobs that others, including their medical
advisors, think are inappropriate occupations.

2012

“

”
”

There are no clear-cut answers…Having an in-demand
work skill can result in two important things: a good
income and good group medical benefits.

1905: M. Litten, “Hemorrhagic Diseases,” in H. Senator and M. Litten, Diseases
of the Kidneys and of the Spleen; Hemorrhagic Diseases. 1963: C. B. Kerr, The
Management of Haemophilia. 1997: Mary Fletcher, “The Impact of Haemophilia on
the Patient and Family,” in Charles Rizza and Gordon Lowe, eds., Haemophilia and
Other Inherited Bleeding Disorders. 2012: Hemophilia of Georgia, The Hemophilia,
von Willebrand Disease & Platelet Disorders Handbook, www.hog.org

same spirit he began bowling: “I just jumped into it. I was taking
college classes to basically keep my health insurance because I
needed to be a full-time student—pointless classes, and I didn’t
know what to do.” But he liked to be on the computer, and a
nearby school happened to provide training in billing and coding.
“I didn’t even research it,” Chris says. “I just went and signed
up.” A month after he graduated in 2009, he was certified as a
professional coder.
At first Chris worked for a medical billing company, coding for
anesthesiologists. Now he works for a staffing agency, currently
on contract at a family practice office for a large healthcare
company. He audits all the work from the billing company, he
explains: posting payments, calling insurance companies,
“doing the cycle front to back.”
Future plans? Chris has continued his education, and this
fall will receive his bachelor’s degree in technical management
with an emphasis in health services management. “I want to get
into a permanent position in a hospital,” he says, “possibly
managing the billing and coding department.” Finding a position
with good health insurance is key because in his current job,
Chris has inadequate insurance to cover his factor, and must
depend on state Medicaid.
Chris believes that what you enjoy as a young adult may

8

not be the best path in the long run—and vice versa. “When I
first started doing billing and coding, I absolutely hated it, but I
ended up being really good at it, and then just stuck with it.” He
considered returning to school to train for a career in information
technology, but he knew several people who had been laid
off in IT fields. So he changed his mind about IT, he says,
“because it’s too easy to be replaced.” And he notes happily,
“Since being in billing and coding, the longest I’ve been without a job after I got my first job was two weeks.”
Chris has found a good balance: he understands his physical
limits and how to work within them to excel in the sport he
loves; and he’s found a rewarding career field that should offer
good insurance in the future.
Ed. note: Chris will attend the Bowling for H.O.E.P. (Hemophilia
Outreach of El Paso) fundraiser on December 1, 2012, in El Paso,
Texas. He invites others to join him in supporting this chapter.

Shane Stanford
Age 42
Senior Pastor
Tennessee
Hemophilia A, mild
“I have always felt a calling to
serve and to help others,” says
Shane Stanford. Part of his decision to become a pastor may have
been a response to his community’s kindness and compassion
when he was young. “We came
from very humble means, and it meant the world to have folks
care about us on this journey.” His family was very active in the
local church where he grew up, he recalls, “exposing me to a
strong experience of church and faith.” From these beginnings,
Shane chose his path.
Although his path—his calling—wasn’t overly influenced by
hemophilia, Shane’s choice of college was. “I chose the location
of my undergraduate and graduate institutions based on the
quality of medical care available in the area,” he notes. “I
remained at home for my BA, and then I chose Duke University—with one of the best hospitals in the world on campus.”
Growing up, Shane had received the standard advice from
friends and family, considering his disorder: choose a profession that won’t require a lot of physical labor, and find work
that offers the best insurance possible. And he has followed this
two-pronged advice.
First, although he regularly works 60–70 hours a week for
Christ United Methodist Church—one of the largest Methodist
churches in America—his job isn’t physically demanding, except
perhaps when he has to stand and teach for long hours.
Second, Shane receives excellent insurance through the
church denomination. “It’s more than sufficient,” he says, “even
with my varied medical costs.” He stresses that insurance
should be a factor when choosing an employment direction.
“Absolutely! You have to make decisions that allow for you to get
the meds and treatments you will need.”
Along with his hemophilia, Shane is HIV positive. About
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the choice to disclose his medical status to his congregation and
co-workers, he says, “I have always been honest about my condition.” How do people react? “For the most part, they have
been very supportive and helpful,” notes Shane, but of course,
“There are always exceptions.”
Shane has written numerous journal articles, plus 10 books
to date, including best-sellers The Cure for the Chronic Life (with
Deanna Favre), The Seven Next Words of Christ, and You Can’t Do
Everything…So Do Something: Small Ways to Change the World. He
has appeared on television programs such as Good Morning
America to discuss spirituality, family, and health, and has
hosted his own television and radio ministry.
In the future, says Shane, “I want to continue to grow the
church I serve, write books, and travel and speak about my
witness. ” Does he recommend his career path to others with
hemophilia? “If you are called to ministry—yes!”

Tim Stowers
Age 27
Manufacturing Associate
California
Hemophilia A, severe
Like many college grads these
days, Tim Stowers began his
employment with an internship.
While earning his bachelor’s
degree in business at California
State University–Channel Islands,
he also interned at a pharmaceutical
company, helping to create courses to train and develop the job
skills of employees and managers.
But after college graduation, Tim changed direction. “I
wanted a different experience of another side of the company,
so I went toward manufacturing.” He applied for and landed an
open position. And now, every day Tim helps to produce

recombinant factor VIII. He works in purification, in the “bulk
drug” end of manufacturing—the big batches of factor that
eventually get diluted to different potencies.
Tim received much of his training on the job. “I like it
because it’s hands-on, but it’s not. It’s hands-off because it needs
to be sterile; but it’s hands-on to move around, make connections, work with machinery, and troubleshoot.” So far, he
hasn’t experienced physical problems related to his work. “I
don’t have any specific target joints that would hinder mobility,
so maybe that’s why,” he speculates.
Hands-on manufacturing work varies in the physical toll it
takes. Tim’s current position is “not very physically intensive.
We tighten clamps, do a little light lifting, and maybe push 50
lbs. It’s physically demanding, but not abusive.” He’s confident
that he can work this job for a while. Not true for his other
love—cars. “I really like to work on my cars, but after a whole
day of rolling around on the floor and busting my knuckles,
I’m pretty torn up the next day,” he admits. “I honestly don’t
think I could make a career out of that. As much as I like to do
it, it just wouldn’t make sense.” Like the other men profiled
here, Tim is finding a balance—working and playing at what he
enjoys, but being sensible about taking physical risks.
Working in pharma was not Tim’s first job. In high school
and college, he worked as a professional stage hand. “The
backstage stuff is very hands-on, and I loved that.” He explains,
“Manufacturing involves a similar set of skills, but the process
is different. It’s kind of like a show: everything has to go off at
the right time, and everything has to work flawlessly; and if it
doesn’t, then you need to be able to fix it really quickly
because there’s product on the line.” For Tim, it’s all about getting the product to the patient, which makes his job even “more
valuable because of the quality of life that you’re sustaining for
somebody else.”
Tim’s immediate co-workers are aware of his hemophilia. If
people ask about his disorder, he’s happy to talk. But he
doesn’t want his hemophilia to define him. “Get to know me,”
he stresses. “There’s more to me than
just this. I’m working here the same as
you’re working here. And this is just
one part of me, not all of me.”
For regular exercise, Tim’s choice is
bike riding. He rides 10–12 hours a
week, and does mountain bike crosscountry racing as well as road bicycle
racing. This August, he participated for
the third time in the California Coastal
Ride for Hemophilia, riding over 500
miles from San Francisco to San Diego
in one week.
The energy Tim puts into his leisure
time matches his work ethic on the job:
“I put forward 100 percent all the time.
And I really try to make the company
a better place.”
His employment future? “There are
a lot of opportunities still within the
company, and new doors open every
day.” Tim often uses the skills he
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gained as an intern, and although it isn’t part of his current job,
he continues working on the online training system he was
involved with before he moved to manufacturing—which might
lead him in yet another direction. He’s also considering a master’s program in biotechnology. “I have a decent understanding
of business,” he believes, “but I probably need a better understanding of the why of the biotech side.”
Tim’s story points to a key element of today’s job search:
internships. Most colleges, and many businesses, offer
opportunities for internships while you’re in school and after
you graduate. To find out what a job will really be like, schedule
an informational interview, try job shadowing, or do an
internship. That kind of homework is sure to be rewarded!

Rich Pezzillo
Age 29
Communications Manager
Washington, DC
Hemophilia A, moderate with
inhibitor
When Rich Pezzillo attended
National Hemophilia Foundation’s Washington Days in
2007, he never expected it
would lead to a job. “I shared
my personal story of living
with hemophilia, and my worry of not finding a good job with
health insurance,” he recalls. “I brought an Explanation of Benefits, and it was close to a million dollars. I explained that if we
had a million-dollar cap, I’d have blown through that within a
year.” Rich left his EOB with Senator Sheldon Whitehouse’s
(RI) health legislative assistant. Three months later, Rich got a
call: the senator was planning a speech on the Senate floor
about the need for healthcare reform, and he wanted to include
Rich’s story.
Hospitalized at college because of his inhibitor, Rich
watched the speech from his bed. “It was a moment I’ll never
forget, because it showed me advocacy at its finest: coming
together as a community and sharing a story, and how one
story can inspire another.”
Rich’s story is unusual: his inhibitor formed when he was
18, after wisdom tooth surgery. “I went most of my life with
moderate hemophilia: I didn’t self-infuse, I wasn’t involved in
the community.” But then, in what he calls his “pinnacle
moment,” Rich went from injury-related bleeding to spontaneous bleeding. “Just rolling over in bed at night, I’d wake up
with a knee bleed or a muscle bleed.” With inhibitors, he says,
“it’s a whole new world.”
Rich’s parents had always advised him to get a good job,
with health insurance. “I knew that would play a role,” he
agrees, “but I didn’t realize how much of a role until I started
taking factor on a more frequent basis.” He graduated from college three years later than expected, because he was often hospitalized; and he had to switch schools because he was too far
from an HTC.
Luckily, the people in Rich’s life had helped him build confi-
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dence. “I knew that I could do whatever I want. I’m a very
driven person. But I also knew the reality is, I have a chronic
condition.” College was challenging, as Rich got used to the
inhibitor. “I learned a lot about advocacy at school, when I had
to advocate for myself because I’d missed so many classes.” As
disappointed as he was to transfer schools, Rich knew he must
“pick up the pieces and say, okay, you want to finish, but
maybe you have to find a different path.”
So in 2008 Rich finally earned his bachelor’s degree in
meteorology, plus an interdisciplinary degree combining communications and business management. He had also learned
about networking, and had maintained contact with Sen.
Whitehouse. In 2009 Rich was offered an internship, becoming
the senator’s press intern. At the end of that year, Rich
accepted a full-time job as press assistant, and eventually was
promoted to deputy press secretary. “It was a fantastic experience,” he says. “Working for a senator from your home state is
absolutely incredible.”
But after four years on Capitol Hill, Rich was ready to
move on. Early in 2012, he accepted a job as communications
manager with Hemophilia Federation of America (HFA).
“With my experience on the Hill, and my communications

A

Dozen Tips
from the Guys

31. Follow your dreams. Find a career, not just a job.
32. Think long term. If something happens to your job,
will it be easy to find another?
33. Weigh your options. What you love growing
up may not be what you’re good at when
you’re older.
34. Get insured! Make sure your employer offers good
health insurance and a chance to buy life insurance
for your family.
35. Find out the physical demands of any job. They
may not be what you expect.
36. Consider a career in healthcare. Your experience
with your own disorder gives you an advantage,
and many healthcare fields (medicine, nursing,
allied health, pharmacy) offer good benefits.
37. Finish your education. The more degrees, the better.
38. Work safely. Find a way to fit in physical exercise
without jeopardizing your work or your health.
39. Talk to the right people. Ask, what do you do for a
job? Do you love your job? How did you get to
where you are?
310. Networking is key. Maintain contact with people
who can help and advise you.
311. Use your leadership training. What you’ve learned
at hemophilia camp, or at your chapter, has given
you marketable skills. Translate them into a job!
3 12. Remember: The experience of being a hemophilia
patient can create strength, resiliency, and maturity
that you may not realize you have.
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More than 26,000 Americans die each
year beause they don’t have access to
health insurance.
In the past 10 years, PSI has saved
over 50,000 lives by helping people
afford health insurance.
Call or visit us online today to see
if you are eligible for assistance!
www.patientservices.org
1.800.366.7741

background, I was a good fit.” Now he’s responsible for
brochures, quarterly newsletters, marketing campaigns, and the
HFA website and communications fund. “I absolutely love it,”
he says with a smile.
On the job, Rich is thrilled to “take everything I learned in
school, with everything I learned on the Hill, and everything I
learned being a patient with hemophilia, and apply it to something that I’m extremely passionate about and that affects a lot
of people I know and love.”
Ask him where he wants to work next, and he doesn’t hesitate: “The Red Cross. That’s my dream job.” Rich believes that
working in disaster relief, possibly overseeing operations on the
ground from a communications perspective, would be “the best
of both worlds for me—to take my passion for meteorology, my
desire to help people, and combine it.”
Even with a late-forming inhibitor that took everyone by
surprise, Rich didn’t give up. He created an employment path
that includes networking, internship, education, and the valuable
experience of being a hemophilia patient. “When you really enjoy
what you’re doing,” he believes, “it’s not a job. It becomes more
of a passion, and you put everything you have into it because you
want to succeed—you want to do the best that you can.”
Special thanks to Richard Atwood for unearthing the history of advice
about jobs and hemophilia.
Sara P. Evangelos is managing editor of PEN and other publications of
LA Kelley Communications. Find her writing and editing service, JAS
Group, online at www.JASgrouponline.com

Inbox... from p. 2

CAELEB STARTED FIRST GRADE TODAY,
and the teacher invited me to the class
to talk about hemophilia. I read Joshua,
The Knight of the Red Snake, and the class
was mesmerized... they just loved it!
Thank you for your passion to
educate others. That wonderful little
book made a huge impact on some
young minds today.

experience. It gave the association the inspiration
needed to better focus its efforts and energies to
strengthen and convert it into a chapter/nonprofit
in the very near future. This seeds the ground
for a brighter future for all hemophilia patients in
Puerto Rico.
Anonymous
Puerto Rico

Cazandra MacDonald
New Mexico
2brotherswithhemophilia.blogspot.com

WE ARE SO GRATEFUL TO YOU AND YOUR
organization for what you’ve done for us.
Thanks for such a strong and incredible article.
It was definitively an eye opener. Also, thank you
for your time with such great workshops, and for
believing in us!
Allison Plaud
Puerto Rico

Caeleb MacDonald

J UST WANTED TO LET YOU KNOW HOW MUCH I ENJOY YOUR BLOGS.
Informative and insightful with a splash of humor. A fun read. On behalf
of the community you service, I wish to thank you. Your “roving reporter”
work fills an important information gap that helps keep us all connected to
what’s going on in the hemophilia world.
Laurel McDonnell
California
“Problems in Paradise,” Aug. 2012
YOUR ARTICLE WAS VERY ACCURATE, AND PAINTED A PICTURE OF
hemophilia care in Puerto Rico. The [subsequent] leadership workshop
[by LA Kelley Communications, Sept. 15, 2012] was a very constructive
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headlines

MANUFACTURER
Highest Dosage in Commercial
Factor VIII

INTERNATIONAL
European Economic
Crisis Affects
Hemophilia Treatment
The outstanding debts of Greek public hospitals
and the Greek Organization for the Provision of
Health Services to pharmaceutical companies
have reached the amount of €1.8 billion ($2.3B).
Several pharmaceutical firms have suspended
sales to Greece or threaten to do so. The Hellenic Association of Pharmaceutical Companies
said that rising levels of debt at Greek hospitals
could lead to medicine shortages and drive some
domestic drug companies out of business. Some
hemophilia manufacturers have warned the
Greek Ministry of Health that they would exit
the market if no payments are made on outstanding invoices. One pharmaceutical company
reportedly has unpaid Greek invoices of roughly
$8.7 million. Why this matters: The pharmaceutical industry is as susceptible as any industry to
economic downturns that affect all countries,
regardless of whether they have socialized or
privatized medicine.
Source: IBPN, July 2012

Merçi Mark!
Bienvenue Alain!
The World Federation of
Hemophilia (WFH) has
elected Alain Weill president. Weill will succeed
American Mark Skinner,
Alain (l.) and Mark who is past president of
National Hemophilia Foundation (NHF) and served WFH for eight years. A
French citizen, Weill has extensive professional
experience in management and business in
international environments. He retired from a
30-year career with Air France, where he was
chief of staff to the chief executive. Weill has
a son with severe hemophilia A and has been
an active member of the French Hemophilia
Association and a board member of the
association since 2006. Why this matters:
An institution is profoundly affected by its
leadership, and the past two presidents
have catapulted WFH to become the
world’s premier hemophilia organization.
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Baxter International now has a 4,000 IU dose of Advate, its
plasma/albumin-free recombinant factor VIII product for patients
with hemophilia A. This is the 11th dosage size available for Advate,
and Baxter is the only manufacturer in hemophilia to offer this size.
Why this matters: Because dosing is done primarily by weight and
by bleed severity, 4,000 IU provides a convenient single-vial dose
for adults in need.
For info: See your HTC staff or www.thereforyou.com

Coming: HemMobile™ Innovative
Logging App from Pfizer
A new mobile app, HemMobile, soon to be released, will allow
patients and caregivers to record dates and locations of infusions
and bleeds, view and share log history and graphs, find nearby
NHF chapters or HTCs, and passcode protect personal data. Designed
for patients and caregivers regardless of hemophilia type or factor product used.
Personal health information is not collected unless you enroll in Hemophilia
Village. Why this matters: Insurers will require treatment logs more often as our
community comes under more intense cost-cutting scrutiny.
For info: www.hemophiliavillage.com

Hope for Acquired Hemophilia A
Inspiration Biopharmaceuticals, Inc., reported positive results from its ongoing
phase 2/3 clinical trial evaluating the efficacy of OBI-1, a recombinant porcine
(pig) factor VIII, for treating serious bleeds in people with acquired hemophilia
A (an autoimmune type of hemophilia). All seven trial participants experienced
control and resolution of their bleeds. A second phase 2/3 clinical trial is underway to evaluate OBI-1’s ability to control bleeding in people with congenital
hemophilia A with inhibitors. Why this matters: Acquired hemophilia A is a rare
and often life-threatening bleeding disorder that is caused by inhibitors against
factor VIII; OBI-1 is close enough to human factor VIII that it can participate in
the clotting cascade and produce clots, but different enough to avoid recognition
by most antibodies to human factor VIII.
For info: www.inspirationbio.com

Bayer’s Leadership Intern Program
Apply Now!
Bayer’s Hemophilia Leadership Development Program Internship (BHLDP) is now accepting applications for its eight-week
program in 2013 for full-time college students who have hemophilia and want to be leaders in the hemophilia community.
Interns will travel to Bayer’s US headquarters and participate in
a variety of activities: formal training in communication skills,
effective problem solving, leadership and compliance; working
with local hemophilia organizations to learn how business professionals can
support their efforts; meeting with healthcare public policy professionals in
Washington DC to see how effective advocacy relations impact legislative decisions. Why this matters: New hemophilia leaders will someday take the reins at
our national organizations, and they need training now to prepare.
For info and an application: www.livingbeyondhemophilia.com/intern
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Connect with Inhibitor Mentors

MANUFACTURER
Novel Therapy in Development
for Hemophilia B
CSL Behring was granted orphan drug status by the US
FDA for its novel recombinant fusion protein linking coagulation factor IX with recombinant albumin (rIX-FP). The
designation includes routine prophylaxis treatment, control
and prevention of bleeding episodes, and prevention and
control of bleeding in preoperative settings. rIX-FP extends
the half-life of factor IX through genetic fusion with recombinant albumin. Why this matters: Albumin has been chosen
as the ideal recombinant genetic fusion partner for coagulation factor proteins because of its long half-life, proven safety
profile, and low potential for immunogenic reactions.
For info: www.cslbehring.com

A new Novo Nordisk program called Sharing PossibilitiesTM
allows patients with hemophilia and inhibitors and those with
factor VII deficiency to connect with mentors, who are more
experienced and can offer advice and friendship. Mentors and
mentees are matched according to diagnosis and age, and then
connect in a private online forum. Why this matters: Connection
is essential for inhibitor patients, who have a difficult time finding others who can share stories and offer advice; and because
they are so rare, factor VII patients have an even harder time.
For info: www.changingpossibilities-us.com/Mentor

Positive Long-Lasting Factor IX Data Released
Biogen Idec and Swedish company Orphan Biovitrum presented
positive data from a clinical trial investigating long half-life
factor IX for treating bleeds in hemophilia B. Results were from
the B-LONG phase III 123-patient study of the companies’
long-lasting recombinant factor IX Fc fusion protein (rFIXFc).
(See PEN, May 2012, for more about Fc fusion.) The treatment
effectively controlled and prevented bleeding in both routine
prophylaxis and surgery. One injection of rFIXFc controlled
90% of bleeding episodes, and the treatment was well tolerated.

featured by

LA KELLEY COMMUNICATIONS, INC.
My First Factor Series
Expands!
The My First Factor series is a
set of chunky board books
designed to help young
children, 18 months to
4 years, understand their
bleeding disorder.
Mis primeras palabras
del factor
One-word concepts in
Spanish about family and hemophilia.
By Shannon Brush, mother of a son with
hemophilia. Illustrated by Brooke Henson.
Published July 2012 by LA Kelley Communications, Inc.
Supported by Bayer HealthCare Corporation. Free to
Hispanic families with hemophilia.
To order: www.kelleycom.com

rFIXFc’s half-life is 82 hours compared to 34 hours for the
current hemophilia B recombinant product. Why this matters:
There is currently only one recombinant factor IX on the US
market. With US FDA approval of this new product, consumers
will have more choice, and could infuse prophylactically once a
week—using less than half the factor they currently use. Biogen
Idec plans to submit a Biologics License Application to the FDA
for its long-lasting factor IX in the first half of 2013.
For info: www.biogenidechemophilia.com

It’s Back and Better:
A Guide to Living with
von Willebrand Disease
The third edition of A Guide to Living with
von Willebrand Disease, the world’s first
book on VWD, has just been
released. Written by Reneé Paper, a
woman with VWD, emergency room
nurse, and national advocate, with
Laureen Kelley. Topics include learning
to cope with a VWD diagnosis, inheritance, the medical system, treatment,
women’s issues, and health insurance.
The third edition includes key medical
and scientific updates about VWD and
treatment products. This 175-page book
offers parents, patients, and healthcare professionals a
complete resource guide featuring real-life stories.
The book was funded with a grant from CSL Behring,
a world leader in developing and manufacturing safe and
effective solutions to treat and manage bleeding disorders.
Free to patients with VWD.
For info: Contact your local CSL Behring representative
or info@kelleycom.com
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NONPROFIT
NHF Twins with Nigeria

¡Tengo hemofília!

For the first time, National Hemophilia Foundation will
“twin” with a hemophilia organization in a developing
country as part of WFH’s twinning program. NHF has
selected the West African nation of Nigeria, the most
populous African country, with an estimated 170 million
people, where 250 ethnic groups speak 4,000 dialects.
NHF CEO Val Bias has already visited Nigeria for an
initial assessment. Why this matters: As part of WFH’s
Close the Gap campaign, NHF brings many tangible
and intangible resources to assist Nigeria’s healthcare
system and hemophilia organization.

A wonderful new video in Spanish helps children know
what to tell schoolmates about hemophilia. Features real
kids with hemophilia and their schoolmates. Produced
by Hemophilia Association of Puerto Rico. Available
soon on DVD. Why this matters: Spanish material
about hemophilia is lacking, especially for children; this
exceptionally well-done video can be used in schools.
View: www.youtube.com/watch?v=iYkmoJIuUIk&feature=youtube_gdata_player
For info: Allison Plaud, allipr@yahoo.com

We’ve got our finger on the Pulse!

Pulse on the Road (POTR) is an interactive, educational
symposium that addresses a variety of insurance and healthcare
reform topics of urgent importance to families with bleeding
disorders. Inspired by the informative newsletter PEN’s Insurance
Pulse, POTR is sponsored by Baxter Healthcare Corporation.
The three-hour POTR symposium educates people at hemophilia
chapter annual meetings and retreats, and includes presentations,
breakout sessions, and a community forum.
From 2010 to 2011, POTR visited seven chapter events:
Great Lakes Hemophilia Foundation, Texas Central Hemophilia
Association/Lone Star Chapter of National Hemophilia
Foundation (NHF), Oklahoma Hemophilia Foundation, Bleeding Disorder Foundation of Washington, Hemophilia of South
Carolina, Hemophilia Association of the Capital Area, and
Hemophilia of Indiana.
So far in 2012, POTR has visited Hawaii Hemophilia
Foundation, Hemophilia of North Carolina, Tennessee
Hemophilia & Bleeding Disorders Foundation, Florida
Hemophilia Association, and Maryland. Topics have included
how to choose a healthcare plan, and an update on the
Affordable Care Act and what elections might bring. The
symposium’s centerpiece is Michelle Rice’s NHF Insurance

POTR in Boca Raton: (l. to r.) Michelle Rice (NHF), Laurie Kelley,
Marvin Poole (Baxter), and Jim Romano (PSI) at the Florida
Hemophilia Association meeting
Toolkit. Michelle, director of public policy at NHF, helps
participants calculate, compare, and contrast sample healthcare
plans to weigh out-of-pocket costs against services covered.
Our participants always learn a lot!
Thanks to Baxter Healthcare Corporation for its support
of this educational and stimulating program. Next stop:
Springfield, Massachusetts! To learn more, visit our website:
www.kelleycom.com

Inhibitor Insights... from p. 4

effective, doesn’t cause inhibitors, long-lasting, no refrigeration
needed—and at a low cost. I dream that one day my son will
get rid of his inhibitor.
Elvira works for the State of Illinois, Department of Human Services. She
is a US Army Reserves civil affairs officer, currently holding the rank of
major. She has been in the military for 26 years, and deployed twice to
Iraq. Last year she was called up for Afghanistan, but did not go because
Miguel was scheduled for surgery. Miguel lives in the City of Chicago
with his brothers, and continues to motivate other young men like him.
He is an active camp counselor for Bleeding Disorders Alliance Illinois.
For more info on inhibitors and factor IX, see chapter 5 in Managing
Your Child’s Inhibitor, free to patients at www.kelleycom.com or
978-352-7657.
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Parenting Moment
The true meaning of life is to plant trees,
under whose shade you do not expect to sit.
—Nelson Henderson
Parents can only give good advice or
put them on the right paths, but the final forming of
a person’s character lies in their own hands.
—Anne Frank
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Congratulations

2012 Alex Lieber Memorial
Scholarship Winners!
Jacob Jansen
Florida

“Service to others is one of the most important things a person or organization
can do.”
Jacob was an active Eagle Scout and a strong community leader for
years, volunteering many hours at food banks and improving local
playgrounds. Jacob is a sophomore this fall at Florida Institute of
Technology in Melbourne, Florida, studying civil engineering.

Austin Knurr
Wisconsin

“You can choose to do whatever you want without your disorder dictating the
decisions you make in your journey of life.”
Austin served as a counselor in training at Courage Center Camps
during the bleeding disorders camp week. He was a member of his
high school’s marching band and performed in Honolulu, New
York City, and Chicago. He also earned a black belt in karate.
Austin graduated from Ashwaubenon High School in June and is a
first-year student at the University of Wisconsin–Madison.

David Mordigal

OUR DEEPEST
THANKS TO PEN’S
CORPORATE
SPONSORS

800-423-2862
www.thereforyou.com
Baxter is a registered trademark
of Baxter International Inc

888-508-6978
www.cslbehring.com

Ohio

“The leader-in-training program at Hole in the Wall Gang Camp gave
me the enormous opportunity to improve my leadership skills and gain
self-confidence.”
David enjoys music, reading, and learning about technology.
He was a member of his high school’s symphonic band and the
Tri-M Music Honor Society. David is a first-year student at
Rochester Institute of Technology in Rochester, New York.

Caleb Taylor

800-727-6500
www.novonordisk-us.com/
biopharm

North Carolina

“This year I had an extraordinary opportunity to serve and give back to the
North Carolina Hemophilia Foundation.”
For the past four years, Caleb has been educating classmates at
his high school about hemophilia and the challenges that he faces.
He designed and directed a production of the play The Yellow Boat
by David Saar, which tells the true story of eight-year-old Benjamin, his challenges with hemophilia, and his eventual death
from the AIDS virus. Caleb has also been an active member of
the National Honor Society and the Environmental Club. Caleb
is a first-year student at Webster University in St. Louis, Missouri,
studying theatrical lighting design.
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888-999-2349
www.hemophiliavillage.com
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65 Central Street
Georgetown, MA 01833 USA
www.kelleycom.com

Visit Your HTC Annually!
ADVERTISEMENT

WE’RE LAYING THE
FOUNDATION FOR

Deeper
Connections

We are Biogen Idec Hemophilia,
and we’re developing long-lasting factors
But that’s only the beginning…
From the community. For the community
Our CoRe Managers are currently out in the community
working to improve the lives of people with hemophilia
BiogenidecHemophilia.com
Connect with our CoRe team, watch videos about
Biogen Idec Hemophilia, and more!
Biogen Idec Hemophilia
Community Connections
Stay informed on the most recent developments from
Biogen Idec Hemophilia and the issues that affect you most

Join our community today!
www.BiogenidecHemophilia.com/CommunityConnections
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