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Books
Raising a Child with Hemophilia:
A Practical Guide for Parents
Laureen A. Kelley
LA Kelley Communications, Inc.
5th edition coming in 2015
www.kelleycom.com
Fifth edition of the world’s first parenting
book on hemophilia written by a parent
of a child with hemophilia. Practical, easy-to-understand
info on medical treatment, genetic transmission, child
development, consumer issues, school, sports. Includes
advice from experienced parents, compiled from interviews
with more than 180 families. Sponsored by CSL Behring.
Hemophilia
Michelle Raabe
Infobase Publishing
2008
amazon.com
Scientifically detailed, colorful, easy-toread book focusing on the science
behind the treatment, symptoms,
genetics of hemophilia. Includes stories of hemophilia’s
history; how various treatments are made, such as
plasma-derived and recombinant; how gene therapy
might work.

Managing Your Child’s Inhibitor:
A Practical Guide for Parents
Laureen A. Kelley with Paul Clement
LA Kelley Communications, Inc.
2010
Free to inhibitor families
www.kelleycom.com
World’s first book on inhibitors. From parents’
and patients’ points of view, extensively covers
topics including pain management, surgery,
family life, treatment. Sponsored by an unrestricted grant
from Novo Nordisk Inc.
Success as a Hemophilia Leader
Laureen A. Kelley
LA Kelley Communications, Inc.
2004
English, Spanish
Free to qualified Hemophilia Leaders
www.kelleycom.com
World’s first guide to founding, managing,
and growing a grassroots hemophilia
organization, or improving an existing one. Advice on creating
vision and mission, forming a board, fundraising, producing
a newsletter, programming, establishing an office, working
with a medical advisory board. Sponsored by Grifols.

This resource guide is a sampling of the many resources available in the bleeding disorder community.
Because these are less well publicized, most are non-NHF. You can find more resources by viewing the publications or resources section of each website, or by contacting the company or organization.
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welcome

Laurie Kelley

mazing timing. This issue opens a new year, with the
focus on getting educated about bleeding disorders. It’s
also a watershed year for us—our 25th in business. I
founded LA Kelley Communications in 1990 with the publication
of my first book, Raising a Child with Hemophilia. Never before
did families with hemophilia have a book with medical, consumer,
and parenting information in one place—for free. In 1990 social
media didn’t exist. Internet and email were just starting to
become popular. Most parents in the bleeding disorder
community were isolated with our fears and concerns. We
needed to rely on print materials to teach us, and there wasn’t
much. LA Kelley Communications helped to change that.
And PEN? It’s our 25th anniversary too. After Raising a
Child was published, a mom in North Carolina wrote to ask if
we could keep sharing parenting stories, as we had in the book.
Standing in the tiny kitchen of my first home, I wondered how
we could do this. And that same day, I got a call from Mary
Ann Barth, who had co-founded a home care company called
Quantum Health Resources. She loved my book and wanted to
fund “something” with me. Mind you, I wasn’t looking to start
a business. I was an economist working with a research company,
and I had a new baby and a toddler with hemophilia. But
considering what the North Carolina mom had suggested—and
this new source of funding—I offered a newsletter. Mary Ann
approved, and PEN was born.
Through the years, PEN has morphed from simple story
sharing to a forum for in-depth, well-researched articles. And
education about bleeding disorders has morphed too, becoming
widespread, expansive, creative. Within minutes of learning

A

inbox

your baby’s diagnosis,
you can join a chat
room on Facebook to
share your concerns
with other parents.
You can connect with
families locally or
internationally. You
can download a
tremendous number
Laurie Kelley and Mary Ann Barth at
of resources from
NHF’s 2014 annual meeting
hundreds of different sites.
But I still think print media is vitally important for many
reasons. A newsletter has a shelf life, so it must be accurate and
well done. It’s expensive to print, so we try to make zero mistakes.
And while many in our community are starting to self-publish,
most avoid editing for cost reasons, and their writing contains
medical and grammatical mistakes. So look for resources that
are well researched, well edited, professional, and dependable.
And print media isn’t the only way to learn about bleeding
disorders. There are DVDs, webinars, live presentations, workshops.
Our community is fortunate to have them all. Read this issue of
PEN cover to cover; see what’s available, and take advantage
of it. And stay with us as we continue leading in hemophilia
and bleeding disorder education in the coming years.
Read the complete story about the founding of LA Kelley
Communications in HemaBlog, blog.kelleycom.com.
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MY HUSBAND AND I CANNOT THANK YOU
enough for the cute little books [My First
Factor series]. My son is one year old, and he
loves books. I had been wondering how to start
teaching him about his hemophilia early on,
and these awesome books popped up!
Jasmine L. Eaglin
N EW YORK

THINKING ABOUT THIS ISSUE ON RESOURCES FOR THE
bleeding disorder community inspired me to write down
some thoughts.
When I joined this community as a social worker in
1986, a common complaint [from families] was the lack of
good information. LA Kelley Communications started to
fill that void. Now I hear the complaint of information
overload. There is just too much to process, especially with
easy access to the Internet, from our home computers and
electronic devices.
I also feel for hemophilia healthcare providers who have to
deal with an explosion of published articles—in peer-reviewed
journals, unjuried electronic journals, and many other
page 18

PEN is a newsletter for families and
patients affected by bleeding disorders.
PEN is published by LA Kelley
Communications, Inc., a worldwide
provider of groundbreaking educational
resources for the bleeding disorder community since 1990.
PEN respects the privacy of all
subscribers and registered patients and
families with bleeding disorders.
Personal information (PI), including but
not limited to names, addresses, phone
numbers, and email addresses, is kept
confidential and secure by the LA Kelley
Communications editorial staff in
accordance with our privacy policies,
which can be viewed in entirety on our
website. PEN publishes information
with written consent only. Full names
are used unless otherwise specified.
PEN is funded by corporate grants
or advertisements. Sponsors and advertisers have no rights to production, content, or distribution, and no access to
files. The views of our guest writers are
their own and do not necessarily reflect
the views of LA Kelley
Communications, Inc., or its sponsors.

PEN is in no way a substitute for
medical care or personal insurance
responsibility. Parents or patients who
question a particular symptom or treatment should contact a qualified medical
specialist. Parents or patients with personal insurance questions should contact
their employer’s human resource department, Medicaid or Medicare caseworker,
payer representative, or HTC social
worker.
Articles may be reprinted from PEN
only with express written permission from
the editor, and with proper citation. PEN
and/or its articles may not be
published, copied, placed on websites,
or in any way distributed without express
written permission.

37–39 West Main Street #8
Georgetown MA 01833 USA
978-352-7657 • fax: 978-352-6254
info@kelleycom.com
www.kelleycom.com

Credit for the photos in this issue, unless otherwise noted: Copyright © 2015 LA Kelley Communications, Inc. and its licensors. All rights reserved.
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A Valuable Resource
for a Vibrant, Caring Community
Laura Gray, LICSW
he outlook for children with
hemophilia in the US keeps
getting better. Treatments are
safer and easier to administer, and
extended half-life products are becoming
available. Parents of children newly
diagnosed with hemophilia can feel
hopeful about their children’s future.
Nevertheless, having a child with a
chronic illness presents many challenges.
There is much to learn, much to
understand, and a great deal to adjust
to. Concerns about bleeds, joint damage,
inhibitors, and pain are very real. And
because hemophilia is rare—1 in 5,000
male births for hemophilia A—many
families find themselves initially coping
alone with a mystifying disorder, with
no sense of what lies ahead.
Thankfully, specialists at comprehensive
hemophilia treatment centers (HTCs)
across the country offer innovative
treatments while advancing national
standards of care. Experts at these centers
give patients and families access to the
latest clinical and research developments,
and offer sound medical advice and
support. Yet the journey from receiving
an initial diagnosis to feeling capable

T

and in control at home means more than
just connecting with a team at an HTC.
Myriad other resources all play major
roles in a family’s capacity to cope.
What are these resources that have
proven so helpful? From listening to
families, I have learned that a key support
comes from a sense of being part of the
bleeding disorder community. The need
for this kind of shared experience has
provided a wealth of programs, camps,
and community get-togethers throughout
the country and world! If families are
able to attend these programs, there is
nothing more supportive and invigorating
than finding others “in the same boat” to
share thoughts and feelings and
exchange ideas and resources.
What if these community resources
aren’t available, or parents don’t quite
feel ready to reach out to others in the
community? Obtaining educational materials is another valuable way to understand
what having a child with hemophilia is all
about. Many people want to learn and
explore in the privacy of their homes, at
their own pace. Fortunately, we have lots of
material to choose from: books, pamphlets,
videos, movies, webcasts,
and Internet resources offer
wonderful opportunities to
learn about all aspects of
hemophilia and other
bleeding disorders in a way
that fits each person’s unique
learning style. Educational
materials are constantly
being published and updated.
Coauthors Ziva Mann,
Allie Boutin, and I recently
published The Gift of Experience
II, a book for families with a
newly diagnosed or young
child with hemophilia. We
understood that many
families aren’t lucky enough
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The Picture People

as i see it

Authors Ziva Mann, Laura Gray, Allie Boutin (l to r)
to have other hemophilia families close
by, or to travel to national meetings. So
we decided to provide a book of parents’
discussions about raising their children
from birth to age six. This resource
provides excerpts of conversations with
19 parents (15 mothers and 4 fathers) of
children with hemophilia A or B. The
children have mild, moderate or severe
hemophilia and come from a variety
of backgrounds. Some of the parents
interviewed knew that they might give
birth to an affected child, but to others,
hemophilia came as a complete surprise.
All the parents speak frankly about
their journey, from the shattering
diagnosis until, finally, the realization
that their world has become manageable—even normal.
Despite each family’s unique challenges, they all faced similar heartaches
and struggles, made huge achievements,
and saw unanticipated rewards. This
book of experiences is their gift to families
embarking on the same journey: the
strategies, perspectives, and encouragement
offer guidance, hope, and support.
Parents who read The Gift of Experience II
can feel like members of our supportive
community, perhaps even imagining
standing in a kitchen with other parents,
drinking coffee, while their children with
hemophilia laugh, play, and learn.
Laura Gray is projects director of
Boston Hemophilia Center (BHC).
She was the social worker for many
years in both the adult and pediatric
centers of BHC. She is the author, along
with Christine Chamberlain, of The Gift
of Experience, the first book in this series.
She coauthored The Gift of Experience II,
with Ziva Mann and Allie Boutin, two
mothers of children with hemophilia.
Both books are available on amazon.com.
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inhibitor insights

sponsored by Novo Nordisk Inc.

Paul Clement

How to Use Pain Meds Safely
Pain is a more terrible lord of mankind than even death itself.
—Albert Schweitzer (1875–1965)

Part 2
NSAIDs that mainly target COX-2
are called selective NSAIDs.

Nonselective NSAIDS: Risks
hen you’re in physical pain,
nothing else seems to matter.
And if you have hemophilia
with inhibitors, you’re likely to have
more episodes of acute (short-term)
pain during bleeds, and also more
chronic (long-term) pain from joint
damage due to repeated bleeding.
When people with hemophilia want to
reduce their pain, they often turn to
pain medications (analgesics).
In the first of this three-part series, we
discussed the safe use of acetaminophen,
the most commonly recommended pain
med for people with hemophilia.
When taken as directed, acetaminophen
is safe. But it’s easy to accidentally
overdose by taking more than one med
containing acetaminophen, or by taking
high-dose formulations of the drug
more often than recommended. The
result? Liver damage.
What about the other two groups
of analgesics, NSAIDs and opiates?
NSAIDs rarely cause liver damage,
and opiates never do. But like all pain
meds, they carry their own risks.

W

NSAIDs
Nonsteroidal anti-inflammatory drugs
(NSAIDs) include aspirin, ibuprofen,
naproxen, celecoxib, meloxicam,
diclofenac, and ketoprofen. Several are
available in both higher-dose prescription
and lower-dose over-the-counter (OTC)
versions. NSAIDs reduce pain, but
unlike acetaminophen, they also have
an anti-inflammatory effect that helps
reduce swelling, often bringing more
relief than acetaminophen alone.
NSAIDs are a group of diverse
drugs, but they all act to inhibit an
enzyme called cyclooxygenase, or COX.
COX is crucial for the production of
chemicals called prostaglandins, which
have several different roles. One is to
cause inflammation that promotes
healing (for example, to speed the
removal of red blood cells from a joint
after a bleed). Another is to shut down
the inflammation process once healing
has occurred. So by stopping COX,
fewer prostaglandins are produced,
reducing inflammation and pain.
The COX enzyme has two different
forms: COX-1 and COX-2. Although
both forms are involved in inflammation,
COX-2 seems to be the dominant source
of prostaglandin formation responsible
for inflammation and fever. COX-1 performs additional functions, such as protecting the stomach lining from the acid
it naturally produces. COX-1 also plays
a role in making platelets stick together
to form blood clots. Both forms of COX
also reduce blood flow to the kidneys.
Most NSAIDs are nonselective,
inhibiting both forms of COX.

The most serious risk of using
nonselective NSAIDs is severe and
sometimes fatal gastrointestinal (GI)
bleeding. NSAIDs can trigger an
increase in stomach acid, irritate the
stomach and intestines, and reduce the
stomach’s normal protective mucus
layer. This can result in internal
bleeding and ulcers, often with no
prior signs or symptoms.1
This risk is significantly higher if
you have hemophilia because a large
amount of blood may be rapidly lost in
a GI bleed. Also, nonselective NSAIDs
block the action of COX-1 and inhibit
the ability of blood platelets to stick
together (adhere) to make a platelet
plug (the first stage in forming a blood
clot), increasing your risk of bleeding.
These risks vary depending on the
type of NSAID. For most NSAIDs,
the inhibition of platelet adhesion is
temporary, lasting about four hours.
But one NASAID stands out: aspirin
(acetylsalicylic acid or ASA). Never
use aspirin if you have hemophilia!
Aspirin irreversibly inhibits platelet
adhesion for the life of the platelet,
about seven to ten days, preventing
your platelets from forming a platelet
plug. Aspirin is found in several dozen
OTC medications, including many not
indicated for pain relief. Before using
any medication, check carefully to see
if it contains aspirin.2 NSAIDs can
have a variety of other side effects: the
most serious is kidney injury, ranging
from decreased kidney output to kidney failure and death.
page 15

1. According to the American College of Gastroenterology, with millions taking NSAID pain meds every day, it’s
estimated that each year more than 100,000 Americans are hospitalized, and between 15,000 and 20,000
Americans die from ulcers and gastrointestinal bleeding linked to NSAID use. 2. Most aspirin-related compounds containing salicylic acid also affect platelet adhesion, but two do not: salsalate and choline magnesium
trisalicylate do not affect platelet adhesion and are sometime prescribed for children with hemophilia.
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richard’s review

Richard J. Atwood

Telling Our Life Stories
Linda Weaver's Studio

Everyone loves a good story, whether it’s fiction or real life—or a little of both. There are so many ways to
tell our life stories. These three authors all have hemophilia, and all were raised in North Carolina. Each
chose a different style to describe growing up with hemophilia: an autobiographical novel, a fictionalized
memoir, and storytelling.

Winter Birds
by Jim Grimsley
Algonquin Books of
Chapel Hill 1994
Jim Grimsley (1955– )
was raised in poverty
in rural eastern North
Carolina, and graduated from University
of North Carolina–Chapel Hill with the
vision of becoming a writer. He worked
for 20 years as a secretary at Grady
Memorial Hospital in Atlanta before his
first novel, Winter Birds, was published.
The narrator in this autobiographical
novel is eight-year-old Danny Crell.
Reminiscing through dreams, Danny
recalls growing up with hemophilia and
bonding with his sister and three brothers—
one also had hemophilia—in their dirt-poor,
dysfunctional family. The strength of
Danny’s mother in times of distress was
an inspiration. The physical abuse
inflicted by Danny’s father culminated
in an unforgettable Thanksgiving Day.
Like an accident gawker, I was
transfixed by Danny’s plight. Thankfully,
my discomfort with the vivid details was
relieved by immersing myself in the
emotional human story, as I almost
forgot that hemophilia was involved.
Still living in Atlanta, Grimsley is an
award-winning author and playwright
who also teaches creative writing at
Emory University.

Bleeder: A Memoir
by Shelby Smoak
Michigan State
University Press 2013
Shelby Smoak (1972– )
was born in Indiana,
and moved with his
family near Charlotte, North Carolina.
A large bruise led to a diagnosis of
severe hemophilia when he was two.
Smoak was a patient at the UNC–
Chapel Hill hemophilia treatment
center, where he was diagnosed with
HIV in 1985.
Smoak graduated from UNC–
Wilmington with a degree in English.
But persistent health problems hindered
a full-time career, at least until better
HIV medications with less strict dosing
regimens improved his compliance and
increased his ability to work.
Having kept a journal, Smoak wrote
Bleeder, his fictionalized memoir—he
changed the names of people and events,
but not the North Carolina locations—
covering the years 1990 to 1998. That
time period was probably the most
taxing on his personal development.
His health status complicated dating:
he didn’t know how to inform girlfriends about his hemophilia and HIV.
I empathized completely with the
memoir’s realistic descriptions of this
adolescent awkwardness.
Smoak later earned an MA in creative
writing and a PhD in American literature.
He lives in Arlington, Virginia.

Lions and Tigers and
AIDS! Oh, My!
by Craig McLaughlin
Herne Publishing 2013
Craig McLaughlin
(1957– ) was born in
Chapel Hill. With no
family history of hemophilia, McLaughlin
was diagnosed with hemophilia following
his circumcision. After his parents
divorced in 1972, McLaughlin lived with
his mother and stepfather on an exoticanimal farm in nearby Pittsboro that
housed tigers, jaguars, llamas, and
monkeys. He graduated from Wesleyan
University in Connecticut, and then
earned a graduate degree in journalism
from University of California–Berkeley.
Receiving the dual diagnoses of HIV
and hepatitis C in 1985 forced McLaughlin
and his wife to consider his premature
death. The couple had a daughter using
donated sperm. McLaughlin worked as
an investigative journalist, a newspaper
editor, a domestic violence counselor,
and a creative nonfiction teacher.
McLaughlin took up storytelling,
even performing his stories onstage,
before writing Lions and Tigers and AIDS!
Oh, My! This memoir contains 24 short
stories, as well as 10 tips for storytellers.
I became engrossed in these self-contained
stories, and wished that I could listen to
them rather than reading them, as each
of the stories shared some personal
insight about living with hemophilia.
McLaughlin lives in the Bay Area of
California.
page 18
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Bleeding Disorder Resource Guide... from cover

Teach Your Child about
Hemophilia
Laureen A. Kelley
LA Kelley Communications, Inc., 2007
Free to hemophilia families
www.kelleycom.com
In-depth exploration of how children think and
understand hemophilia as they mature. Examines
children’s understanding, at different ages, of
hemophilia concepts: cuts, healing, blood, severity
levels, blood clotting, infusions, genetic transmission.
Explores how children on prophylaxis understand
hemophilia. Prepares parents to answer children’s
questions and encourage independence. Sponsored
by CSL Behring.

Booklets & Binders
Hemophilia in Pictures
World Federation of
Hemophilia
2008
English, Spanish, French,
Arabic, Russian, Chinese
www.wfh.org
Hemophilia taught in pictures that
provide detailed info for advanced
learning. Tips for effective patient
education, key talking points, review
quizzes. Also available as CD.
Dental Care (series)
CSL Behring
2010
www.mysourcecsl.com
Three-part series on dental care for
individuals and families with bleeding
disorders.
Dental Care for Infants,
Toddlers, and Preschoolers
with Bleeding Disorders

Dental Care for Children
with Bleeding Disorders:
Ages 5 to 10

Dental Care for
Adolescents with
Bleeding Disorders:
Ages 11 to 18
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The Gift of Experience II:
Conversations with Parents
about Hemophilia
Laura Gray, LICSW, Ziva Mann
and Allie Boutin
Boston Hemophilia Center, 2014
Free from NHF
amazon.com
Compilation of personal
stories from parents and
caregivers of hemophilia
patients; offers insights
into the daily life of raising
a child with hemophilia.

A Family Guide to Hemophilia B
CSL Behring
2005
www.mysourcescsl.com
Discusses unique challenges faced by
families living with hemophilia B, including
treatments, recent advances. Easy-tounderstand dosing tools, exercise guides,
self-infusion directions.
Educational Support Brochures
Novo Nordisk Inc.
www.changingpossibilities-us.com
Contact your local HTC
Topics include how bleeding
disorders fit into everyday
life, resources for kids,
games, tips on joint bleeds.
Publications on Living
with Hemophilia B
Pfizer Inc.
benefix.com
PDF download; eBook formats

The Gift of Experience:
Conversations about
Hemophilia
Laura Gray, LICSW,
and Christine Chamberlain
Boston Hemophilia Center, 2008
Free from NHF
amazon.com
Compilation of personal stories from
21 hemophilia patients born before
1965 and caregivers who treated
them. Practical info, guidance,
support, and insight into caregivers’
struggles and achievements.

Hemophilia B:
Your Point of View
2014
The teen years: how
relationships with parents
and peers may take a bigger role.
Young Adults and Hemophilia B
2014
Transitioning through
college, finding a
career, getting married,
starting a family.
Learn from Experience:
A Guide for Mature Adults
2014
Mature adults with
hemophilia B reflect
on experiences that
have molded them
while managing their disorder.

Hemophilia B: A Family Perspective
2014
How having a family
member with hemophilia B can affect
parents, siblings, grandparents
logistically and emotionally.

Many Faces of Hemophilia B:
Challenges and Opportunities
2014
Discussions about
the clinical challenges
and complications of
hemophilia B that
affect daily life; advice
from medical professionals.

Navigating the Preteen Years
2014
How hemophilia B
can affect sense
of self, family,
friendships.

Hemophilia B in Early Childhood
2014
Basics in caring for a
child with hemophilia
B, for parents and
caregivers.
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Pooling Blood
Cheryl Nineff D’Ambrosio
iUniverse, 2010
amazon.com
Personal story of raising
two stepdaughters with
factor V deficiency highlights
frustrations, fears, joys of living
with a rare chronic blood disorder.

Legacy: The Hemophilia of Yesterday
Matt Barkdull
amazon.com
Possibly the first published
diaries of hemophilia:
true story of a teenager
with a passion for writing
in a pre–World War II western farming
community. He records his hopes,
dreams of independence and romance,
suffers excruciating pain, and expresses
profound faith. Sponsored by Specialty
Therapeutic Care.

Programs &
Workshops
Project SHARE
LA Kelley Communications, Inc.
www.kelleycom.com
Humanitarian program donates
factor to developing countries.
Recipients are patients, doctors,
clinics, hospitals in countries
where factor is scarce or unavailable.

Pulse on the Road
LA Kelley Communications, Inc.
www.kelleycom.com
Unique three-hour symposium for local
bleeding disorder communities brings
experts in insurance and urgent healthcare
reform; answers questions about personal
health insurance, state healthcare reform,
national trends and changes. Run in
partnership with NHF. Sponsored by
Baxter Healthcare Corporation.
Inhibitor Education Summits
www.hemophilia.org
NHF provides educational summits
for people living with inhibitors,
covering most travel expenses for
participants. The only national
educational forums for inhibitor
patients to meet and learn about their
rare complication. Made possible through
a grant from Novo Nordisk Inc. and
Baxter Healthcare Corporation.

Inhibitor Family Camp
Comprehensive Health Education Services
www.comphealthed.com
Camp addresses the unique needs of
children with active inhibitors, and their
families. Full weekend of education,
support, fun. Held twice yearly; camper
costs covered. Sponsored by Novo
Nordisk Inc.
CoRe Conversations
Biogen Idec
www.biogenidechemophilia.com
Series of webinars and live presentations
developed and led by Biogen Idec’s
Hemophilia CoRe team. Topics designed
to enrich, educate, motivate bleeding
disorder community members.

Inalex Communications Workshops
www.inalex.com
Workshops with experts on goal setting
and child rearing. Participants learn and
share insights, support, practical advice
on how bleeding disorders affect families,
relationships, lives.
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North American Camping
Conference of Hemophilia
Organizations (NACCHO)
Hemophilia Association, Inc.
www.hemophiliaz.org
Weekend workshop held early in the
year for planning, organizing, operating
a bleeding disorder summer camp.
Nationally known presenters share
camp resources and techniques; explore
camp programs and activities; facilitate
networking and problem solving.
Funded by Pfizer and Biogen Idec.
Bayer Hemophilia Leadership
Development Program (BHLDP)
www.livingwithhemophilia.com
BHLDP interns with
hemophilia A build
foundational leadership skills, deepen
connections to the
local hemophilia
community. Interns
travel to Bayer’s US
headquarters in New Jersey for six weeks
of activities that foster personal and
professional growth.
HeroPath™ Life Coach
www.changingpossibilities-us.com
Life coach Jeffrey Leiken offers teens
and young adults with bleeding disorders
coaching and peer support to help them
excel in their daily lives and chart a
path forward. Based on findings from
the HERO (Hemophilia Experiences,
Results, and Opportunities) initiative,
the largest international study on the
psychosocial impact of hemophilia
on patients and their loved ones.
Wingmen Foundation
www.wingmenfoundation.org
Nonprofit founded by two men with
hemophilia offers support to people
with bleeding disorders through
physical fitness, fitness education,
advocacy, financial assistance for
physical rehabilitation, exercise equipment.
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REBUILD
BioRx
www.biorxhemophilia.com
Collaborative preventive care program enhances
physical therapy services and promotes positive
therapy outcomes for people with hemophilia.
Directed by physical therapist with 20 years of
hemophilia experience.
For eligibility requirements: rebuild@biorx.com
BioBuddies Workshop
BioRx
www.biorxhemophilia.com
Workshop empowers children with bleeding disorders
by educating about their condition through puppetry,
dress-up, hands-on crafts, activities.

Transition Ignition
Contact your local Bayer representative
Interactive experience for parents and teens
that jump-starts teens’ responsibility for
their own hemophilia and bleeding disorder
care under parental and HTC guidance.
Sponsored by Bayer HealthCare.

Patient Notification System (PNS)
Plasma Protein Therapeutics Association
www.patientnotificationsystem.org
Confidential 24-hour communication system provides info on
plasma-derived and recombinant therapy withdrawals and recalls
through automatic electronic updates.
Families Supporting Families
Walgreens Infusion Services
healthcare.walgreens.com/bleedingdisorders
Mentoring program offers ongoing support from parents of children
with bleeding disorders to parents of bleeding disorder patients.

MORE THAN JUST ANOTHER

Generation IX Project
Coalition for Hemophilia B
coalitionforhemophiliab.org
National mentoring program
for young adults and teens
with hemophilia B. Adventure
education program led by
Pat “Big Dog” Torrey teaches mentoring skills
through experiential learning in an unforgettable
setting. Open to young men with hemophilia B,
ages 14–30. Sponsored by Emergent BioSolutions.
Multiple Needs
BioRx
www.biorxhemophilia.com
Workshop informs and empowers parents and
caregivers of children with bleeding disorders
and other medical or psychosocial needs.
Junior National Championship (JNC)
CSL Behring
www.cslbehring-us.com
First national golf and baseball competition designed
for bleeding disorder community gives children the
chance to compete in golf and baseball; provides
education and information sharing for participants,
parents, caregivers.
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Gettin’ in the GameSM
CSL Behring
www.cslbehring-us.com
Helps children with bleeding disorders participate
in sports and get active. Local GIG events offer
children and their families sports tips from our
national GIG athletes with bleeding disorders.

Making a change in the world
begins by making a change in your
community! Apply to be an intern
through the Bayer Hemophilia Leadership
Development Program and begin to learn
how to be the change YOU want to see in
the world.

Students enrolled full-time in college
who are touched by hemophilia can
apply now for the opportunity to:
• Engage in leadership training
and hands-on business projects

St shaping your future and your community!
Start

Apply today for the Bayer
A
Hemophilia Leadership
Leade
Development Pr
Program.
rogram.
og
ogram.
APPLICATIONS
APPLICA
TIONS ARE DUE NO
O LA
LATER
TER THAN

Friday,
Friday
y, Mar
March
rch
ch 13, 2015 at 11:59 p.m. ET
TTo
o learn more and complete an application,
www.HemophiliaInternship.com
visit www.HemophiliaInternship.com

• Learn how to support the
hemophilia community as a
potential future leader

Apply now for a six-week paid
internship at Bayer HealthCare’s U.S.
headquarters in New Jersey.

Explore Bayer HealthCare's additional
leadership opportunities, Step Up Reach
Out and AFFIRM, at

www.hemophilialead.net.
www.hemophilialead.net.
PAS S I O N + A DVO CACY + R EA L WO R L D E X P E R I E N C E
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VWD

von Willebrand
Disease

Kits
Ingredients to Hemophilia
Health in the School Setting
www.biorxhemophilia.com
info@biorx.com
BioRx staff
conducts program
on request: helps
educators, family,
stakeholders ensure
a safe, healthy
school experience for students
with bleeding disorders.
Baxter Healthcare Corporation
Available through HTCs only
nava.baxter.com
Hemophilia Infusion Kit
Offers comprehensive
overview on venous access
options; info on transitioning
to home and self-infusion.
Hemophilia School Toolkit
Enlighten school staff
about hemophilia through
guidelines for handling
injuries and emergencies, and
Teaching the Educator DVD.

A Guide to Living with
von Willebrand Disease
Renée Paper, RN, with
Laureen A. Kelley
2012 (3rd ed.)
Free to families and patients
www.kelleycom.com
Third edition of the world’s first book on the
world’s most commonly inherited bleeding
disorder. Topics include learning to cope
with VWD, inheritance, the medical system,
treatment, women’s issues, health insurance.
Complete resource guide and real-life stories.
Sponsored by CSL Behring.
What You Should Know about
von Willebrand Disease
CSL Behring
www.allaboutbleeding-us.com
Patient’s guide to awareness, diagnosis, treatment.

Children &
Teens
What is Hemophilia? (series)
Laureen A. Kelley
LA Kelley Communications, Inc.
1995
www.kelleycom.com
Developmentally arranged series explains
hemophilia to children using language and
concepts appropriate for three age levels:
preschool, school age, adolescent. Each
book covers the same topics in educationally
and cognitively different ways. Note to
Parents for each age level. Sponsored by
CSL Behring.

100 Questions & Answers
about von Willebrand
Disease
Andra James, MD
2008
amazon.com
Addresses questions relevant to people
recently diagnosed with VWD. Up-to-date,
authoritative, practical, easy-to-understand
info on diagnosis, treatment.
National
Outreach
von Willebrand
(NOW)
www.arizonahemophilia.org
National educational
conference for individuals
and families living with VWD. Offers info
on new medical advances, tools to better
manage VWD, sharing with others. Travel
expenses paid; funded by a grant from
CSL Behring.

Level 1: Joshua
The Knight of the
Red Snake
Empowering story about
preschooler with hemophilia. Illustrated large-text
format ends on a note of
joy and confidence.
Ages 3–7.
Level 2: They’ll
Probably Ask You...
“What is Hemophilia?”
Humorous story about
Tony, who must explain
hemophilia to his fourthgrade classmates. Includes
glossary. Ages 7–11.
Level 3: Tell Them
the Facts! (backorder)
Q&A book on hemophilia
for pre-adolescents and
adolescents. Material on
genetics divided into two
sections: ages 11–14 &
14–16. Also for teachers
and parents of newly
diagnosed children.
Includes glossary.
Ages 11–16.

Hemophilia Starter Kit
Info and advice for families
just learning about hemophilia; supplements info
provided by HTCs.
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My First Factor (series)
Shannon Brush; illustrated by Brooke Henson
LA Kelley Communications, Inc.
2008–2015
www.kelleycom.com
Series of colorful, chunky books just right for small hands. World’s first
toddler books for children with hemophilia. Sponsored by Bayer HealthCare,
except where noted. Ages 18 mo.–4 yr.
My First Factor Words
One-word concepts about family and hemophilia. Sponsored by Factor Support Network.
My First Factor: Week
Regular infusions help a toddler stay active.
My First Factor: Fitness
Yoga, playing, laughing, and good food keep a toddler healthy.
My First Factor: HTC
Who does a toddler meet at the HTC? Sponsored by Factor Support Network.
My First Factor: Infusions
What are the steps in an infusion? A first look for toddlers. Sponsored by Factor Support
Network.
My First Factor: Joints
Let’s name all our joints! How do they work?
My First Factor: Camp
When you get older, what will it be like to go to hemophilia camp?
My First Factor: Self-Infusion
When you start growing up, you can do all sorts of things by yourself!
Mis primeras palabras del Factor
A toddler’s first book about hemophilia in Spanish!
My First Factor: Safety
How do I stay safe? Ways a child learns to protect himself.
My First Factor Coloring Book
Illustrations from previous My First Factor books help keep your toddler busy and happy.
t Facto
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Must You Always Be a Boy?
Laureen A. Kelley
LA Kelley Communications, Inc.
1991
www.kelleycom.com
Four illustrated, rhyming tales explore
adult reactions to bleeds, overprotective
parents, sibling rivalry, classroom
bullies. Ages 3–8.
Sponsored by CSL Behring.
Alexis: The Prince Who Had Hemophilia
Laureen A. Kelley
LA Kelley Communications, Inc.
1992
www.kelleycom.com
True story of Alexis, youngest child of
Tsar Nicholas II, and how hemophilia
influenced events leading to the
Russian revolution. Age 8 and older.
Sponsored by CSL Behring.
Curtis & Jerry on Mount Omega:
Adventures with Hemophilia
Celynd Scaglione
2006
English, Spanish
bookrequest@bdipharma.com
Two young pandas go camping
with their fathers and learn
what it means to live with
hemophilia. Includes info about safe activities for
children. Provided by BDI Pharma, Inc.
The Great Inhibinator
Chris Perretti Barnes
BioRx
2006
www.biorxhemophilia.com
Colorful story about Nate, a boy
who has an inhibitor, centers on
creating a Halloween costume.
Ages 4–7. Produced by Bayer HealthCare
and BioRx.

I Am Nate!
Chris Perretti Barnes
BioRx
2007
Story about Nate, a boy who
explains how having hemophilia
affects his life. Ages 4–7. Produced
by Bayer HealthCare and BioRx.
Quest for Infusion:
It’s Always About Nate!
Chris Perretti Barnes
BioRx
2012
www.biorxhemophilia.com
How Nate’s hemophilia affects the
lives and feelings of his sisters and parents. Ages 4–7.
Produced by Bayer HealthCare and BioRx.

Gadgets
& Gear
“Be A Hero” Infusion Mat
BioRx
www.biorxhemophilia.com
Infusion mat for kids designed to
make infusions easier by providing
easy-to-clean surface and colorful
step-by-step instructions.
StrapWrap™
BioRx
www.biorxhemophilia.com
Medical alert device that
can be attached to a seat
belt, stroller, backpack,
anything else with a strap.
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Periodicals
All periodicals listed are free.
Parent Empowerment Newsletter
(PEN)
LA Kelley
Communications, Inc.
www.kelleycom.com
Quarterly. Oldest
bleeding disorder
newsletter in US
produced and
edited by a parent
of a child with
hemophilia.
In-depth medical,
scientific, consumer, parenting articles
and news to empower parents and
patients as educated consumers.
PEN’s Insurance Pulse
LA Kelley Communications, Inc.
www.kelleycom.com
Annual. Only hemophilia newsletter
completely dedicated to insurance
issues from the
parent and patient
points of view.
Sponsored by
Baxter Healthcare
Corporation.

Information Infusions
BioRx
www.biorxhemophilia.com
Monthly. Bleeding
disorder consumer newsletter.
Factor Nine News
Coalition for Hemophilia B
coalitionforhemophiliab.org
Quarterly. Easy-toread scientific info,
research, community
events related to
hemophilia B.
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Dateline Federation
Hemophilia Federation
of America (HFA)
www.hemophiliafed.org
Quarterly. Healthcare info
and news about bleeding
disorders, government,
healthcare events, clinical
studies, innovative programs
Lifelines for Health
Comprehensive Health
Education Services
www.comphealthed.com
First national publication
for people with inhibitors;
educational, inspirational
tool for families and healthcare providers.
Sponsored by Baxter Healthcare
International.
COTT News
Committee of Ten Thousand (COTT)
www.cott1.org
Quarterly. Info, reports,
viewpoints about issues
and events important to
grassroots healthcare
advocacy and support;
focus on political and
policy events in
Washington, DC.
Quest
Coram Hemophilia Services
www.coramhc.com
Quarterly. Newsletter
for hemophilia patients
features patient profiles,
news, products, services.

Post Script Informer
Patient Services, Inc. (PSI)
www.patientservicesinc.org
Quarterly. Info on insurance
changes for people with
chronic disorders.
Hemophilia World
World Federation of Hemophilia (WFH)
www.wfh.org
Triannual. Articles on
WFH activities and what
hemophilia organizations
worldwide are doing to
improve care.
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The Source
Plasma Protein Therapeutics
Association (PPTA)
www.pptaglobal.org
Quarterly. Info about
the global plasma
protein therapeutics
industry. Interviews
with key leaders;
articles on safety and
innovation; stories
about patients and plasma donors;
US and European legislative and
regulatory topics.
OneVoice
Save One Life
www.saveonelife.net
Quarterly. E-zine reports on
partner organizations, camps,
activities funded by Save One Life,
the international nonprofit founded
by Laurie Kelley that provides
sponsorships to children with
bleeding disorders in
impoverished countries.
Factor in Wellness
Walgreens Infusion Services
healthcare.walgreens.com/
bleedingdisorders
Quarterly. Latest
news and
treatments for
people with
bleeding disorders;
articles from
patient and parent
perspectives.
HemAware
National Hemophilia Foundation
(NHF)
www.hemaware.org
Bimonthly. Newsletter
of largest US hemophilia/bleeding
disorder nonprofit.
Articles on medical
research, treatment,
families and children,
community events, people making
a difference.

Online
Resources

HemoAction Online Game
World Federation of Hemophilia
English,
Spanish, French
Hemophilia Village
www.hemoaction.org
Pfizer Inc.
Adventure game teaches children
www.hemophiliavillage.com
Multifaceted website with info on life stages, about hemophilia: how to prevent
bleeds and manage hemophilia, the
mobile apps, prescription trial programs,
clotting
process, types of bleeds, factor
HTC or chapter locations, scholarship
infusions,
suitable physical activities.
assistance, insurance savings cards.
NAVA
Baxter Healthcare Corporation
nava.baxter.com
Connects patients to resources: local
HTCs, info on managing hemophilia and
insurance, personal mentors with one-to-one
coaching, unique Baxter programs, patient
and family stories, advice from hemophilia
experts, advocacy info. Call center/live
chat available six days a week.

There’s More to Life than
Hemophilia
Baxter Healthcare Corporation
Facebook page
Info and support for all stages of
life with hemophilia. Social media
extension of NAVA; most posts
link back to website. Specialized
info, tools, downloads through tabs.

Stop the Bleeding!
Believe Digital
believedigi.com or YouTube
Comedic web series about a loveable,
goofy guy with hemophilia who thinks
he knows how to run a nonprofit.
Deeper Looks videos dig into what it
means to be a person with hemophilia.
MySourceCSL.com
CSL Behring
www.mysourcecsl.com
Resource for patient support programs,
educational materials, info about
live events.
Living with Hemophilia®
Bayer HealthCare
www.livingwithhemophilia.com
Internships, mobile apps, Living Fit!
program, tips on safety and treatment.
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CD, DVD & Video

www.thereforyou.com

My First Factor Song
Lyrics by Carri Nease
www.kelleycom.com
Sing along and teach through song! To the
tune of “Allouette,” teach your toddler with
hemophilia about bumps, bruises, “boo-boos,”
factor. Sponsored by Baxter Healthcare.
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PPTA Gift of Life
Plasma Protein Therapeutics Association
English with Spanish subtitles
www.pptaglobal.org
llovullo@pptaglobal.org
Donors, patients, physicians
discuss reasons for donating
plasma for plasma protein
therapies; demonstrates
industry’s commitment to
safety, quality, innovation.

A Bright Future (series)
Inalex Communications
www.inalex.com
DVD series about living with hemophilia.
Sponsored by Baxter Healthcare Corporation.
The Hemophilia Diagnosis for Parents:
Parents’ testimonials on how they felt and coped
inspires new parents to overcome fear and doubt.
The Hemophilia Diagnosis for the Extended Family:
Family members discuss how they coped with the
hemophilia diagnosis in their relative.
Teaching the Educators: How to prepare your child’s
teachers to handle hemophilia in the classroom.
A Time of Transition: How to encourage your
teen to transition to adulthood
and become responsible.

le

cd dvd video

Healthy Aging: Emphasizes
the importance of healthy
aging.
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Hemophilia & HIV
Survivor: One Man’s
Battle with HIV,
Hemophilia, and
Hepatitis C
Vaughn Ripley
amazon.com
A story of courage about
being diagnosed with HIV: how Ripley
turned his life around to become a
professional database administrator,
and how medical advances allowed him
and his wife to become parents.

Bad Blood:
A Cautionary Tale
Necessary Films
2010
Directed by Marilyn Ness
www.necessaryfilms.com
amazon.com
Gripping documentary about how HIV and
hepatitis C contaminated the US blood supply
in the 1970s and 1980s; the role of various
organizations and companies; effects on
hemophilic families; how community
advocates changed the blood-banking system.

Vial023: A Father’s
Pursuit of Justice
Gary William Cross
2012
amazon.com
In this memoir, Cross
recalls his pivotal role in the nation’s
“hemophilia HIV pandemic”: his
17-year-old son, Brad, died in 1993
after becoming infected with HIV
as a child through contaminated
clotting factor.

Ordering
Hemophilia Federation
of America (HFA)
210 7th Street SE, Suite 200 B
Washington, DC 20003
800-230-9797
www.hemophiliafed.org

Baxter Healthcare Corporation
One Baxter Parkway
Deerfield, IL 60015
800-423-2090
nava.baxter.com

Committee of Ten Thousand
36 Massachusetts Avenue NE #609
Washington, DC 20002-4971
800-488-2688
www.cott1.org

Bayer HealthCare
100 Bayer Boulevard
Whippany, NJ 07981
862-404-3000
www.kogenatefs.com

Comprehensive Health
Education Services
80 Washington Street, D-24
Norwell, MA 02061
781-878-8561
www.comphealthed.com

Inalex Communications
38 East Ridgewood Avenue, #374
Ridgewood, NJ 07450
201-493-1399
www.inalex.com

Coram Specialty Infusion Services
555 17th Street, Suite 1500
Denver, CO 80202
800-267-2642
www.coramhc.com

LA Kelley Communications, Inc.
37–39 West Main Street, #8
Georgetown, MA 01833
978-352-7657
www.kelleycom.com

CSL Behring
1020 First Avenue
King of Prussia, PA 19406
888-508-6978
www.helixatefs.com

National Hemophilia
Foundation (NHF)
116 West 32nd Street, 11th Floor
New York, NY 10001
800-42-HANDI
www.hemophilia.org

Walgreens Hemophilia Services
517 Ivy Street
Truth or Consequences, NM 87901
healthcare.walgreens.com/
bleedingdisorders

Necessary Films
167 East 67th Street, Suite 10EF
New York, NY 10065
212-639-9383
www.necessaryfilms.com

Wingmen Foundation, Inc.
1425 Grand Rd
Winter Park, FL 32792
407-340-3684
www.wingmenfoundation.org

Novo Nordisk Inc.
800 Scudders Mill Road
Plainsboro, NJ 08536
609-987-5800
www.novonordisk-us.com

World Federation of Hemophilia
(WFH)
1425 Réne Lévesque Boulevard
West, Suite 1010
Montreal, Quebec H3G 1T7 Canada
514-394-2832
www.wfh.org

BDI Pharma, Inc.
120 Research Court
Columbia, SC 29203
803-732-1018
www.bdipharma.com
Biogen Idec
133 Boston Post Road
Weston, MA 02493
781-464-2000
www.biogenidec.com
BioRx
5800 Creek Road
Cincinnati, OH 45242
866-44-BIORX
www.biorxhemophilia.com
Boston Hemophilia Center
300 Longwood Avenue, Fegan 701
Boston, MA 02115
617-355-7165
www.brighamandwomens.org
Coalition for Hemophilia B
825 Third Avenue, Suite 226
New York, NY 10022
212-520-8272
www.coalitionforhemophiliab.org
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Factor Support Network
900 Avenida Acaso, Suite A
Camarillo, CA 93012-8749
877-FSN-4-YOU
www.factorsupport.com
Grifols USA, LLC
2410 Lillyvale Avenue
Los Angeles, CA 90032
888-474-3657
www.grifolsusa.com
Hemophilia Association, Inc.
818 East Osborn Road, Suite 105
Phoenix, AZ 85014
602-955-3947
www.hemophiliaz.org
www.naccho.com

Patient Services, Inc. (PSI)
PO Box 5930
Midlothian, VA 23112
800-366-7741
www.patientservicesinc.org
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Pfizer Inc.
500 Arcola Road
Collegeville, PA 19426
888-999-2349
www.hemophiliavillage.com
Plasma Protein Therapeutics
Association (PPTA)
147 Old Solomons Island Road,
Suite 100
Annapolis, MD 21401
800-UPDATE-U
www.pptaglobal.org
Save One Life
65 Central Street, Suite 204
Georgetown, MA 01833
978-352-7652
www.saveonelife.net

Bleeder: A Memoir
Shelby Smoak
2013
amazon.com
Free from LA Kelley Communications
Tender memoir of Shelby’s life from 1990
to 1998, with flashbacks to share college,
dating, career difficulties experienced by a
young adult with hemophilia and HIV.
Sponsored by BioRx.
Insights... from p. 4

Studies have shown that the safest nonselective oral NSAID
is OTC ibuprofen (Advil® or Motrin®). High-risk NSAIDs
include piroxicam (Feldene®) and ketorolac (Toradol®);
compared to OTC ibuprophen, these have four and five
times the risk of upper GI bleeding. People with bleeding
disorders should avoid these drugs.

Selective NSAIDs
Selective COX-2 inhibitors were developed to reduce the risk
of GI bleeding—that’s very important for people with inhibitors
to know. Two selective prescription NSAIDs are available in the
US: celecoxib (Celebrex®) and meloxicam (Mobic®).3
NSAIDs with a slow-release formula and long plasma half-life
have been associated with a greater risk for GI bleeds than NSAIDs
with a short half-life.4 And the more alcohol you consume, the
greater your risk of a GI bleed. NSAIDs can be taken along
with acetaminophen, but never take more than one type of
NSAID at a time.

Topical NSAIDs
Despite the risks of GI bleeding, many people with hemophilia
use NSAIDs. A 2010 pain study5 of people with bleeding disorders (almost all having hemophilia) found that 36% use NSAIDs
to treat pain. (It’s not clear if this is due to ignorance of the potential effects of NSAIDs or believing that the chance of a GI bleed
is tiny.) But safer alternatives to oral NSAIDs exist: topical
NSAIDs.6 Topical NSAIDs are formulations of rub-on gels or

Dying In Vein: Blood, Deception…Justice
Kathy Steward MacKay and Stacy Milbouer
2004
amazon.com
kmackay@aol.com
Stirring photo journal of individuals and families
with hemophilia affected by HIV and hepatitis.
Portrays people who suffer, become advocates,
and mourn loved ones.

creams or adhesive patches applied directly to the painful joint.
Many studies7 have found that topical NSAIDs are as effective as
oral NSAIDs at reducing joint pain, with a much lower risk of GI
bleeding and other systemic complications, because typically less
than 5% of the drug is absorbed into the blood. Long-term safety
of topically applied NSAIDs has not been studied.
Although topical NSAIDs have been used for many years in
Europe, and many are OTC, US physicians have been slower
to embrace topical NSAIDs, which may be an excellent analgesic
option for people with bleeding disorders, particularly with
inhibitors. If you have joint pain and hemophilia, and you don’t
want to take acetaminophen or opiates, talk to your doctor
about using a topical NSAID.
The bottom line? Are NSAIDs safe for people with hemophilia, especially those with inhibitors? Topical NSAIDs appear
safe, but most oral NSAIDS are not. Yet several studies have
found that low-dose ibuprofen (less than 400 mg per dose),
Celebrex, and two other NSAIDs (see note 2) have a very low
risk of GI bleeding when used to treat acute pain for fewer than
10 days. People with hemophilia can use these drugs, with
caution, under doctor supervision. Don’t take ibuprofen during
a bleed, because it inhibits platelet adhesion, reducing your
ability to form a clot. And don’t take oral NSAIDs to treat
long-term chronic pain. If you have pain, develop a treatment
plan in cooperation with your hemophilia or pain specialist.
Next in this 3-part series: Safe use of opiates for chronic pain.

Clarification: In Part 1 of “How to Use Pain Meds Safely,” we listed some pain meds containing acetaminophen, including Anacin® and Excedrin®. Our
thanks to Ryan Seeley, a retired nurse, for pointing out that these meds come in several formulations and most contain aspirin, which should not be
taken by people with hemophilia. Always read the label listing the ingredients, and look for “aspirin-free” formulations of Anacin and Excedrin, which
contain acetaminophen instead of aspirin.
3. Mobic is sometimes called a COX-2 selective inhibitor, but it is not as selective as Celebrex. Although many people with hemophilia use Celebrex for long-term chronic pain,
it has similar risks to Bextra and Vioxx (both withdrawn from the market due to increased risk of heart attack and stroke), and the Medical and Scientific Advisory Council (MASAC)
of National Hemophilia Foundation (NHF) notes that people with hemophilia have reported clinically significant bleeding when taking this drug. MASAC recommends using coxibs
like Celebrex at the lowest effective dose, for the least amount of time possible. 4. Massó González, E.L., Patrignani, P., Tacconelli, S., and Rodríguez, L. A. G. (2010),
“Variability among Nonsteroidal Antiinflammatory Drugs in Risk of Upper Gastrointestinal Bleeding. Arthritis and Rheumatism, 62: 1592–1601. doi: 10.1002/art.27412.
http://onlinelibrary.wiley.com/doi/10.1002/art.27412/abstract. 5. http://www.henryford.com/painstudy. Accessed Jan. 2015. 6. Although many websites confuse the terms topical
and transdermal, drug companies use the term topical to refer to the local delivery of a drug that remains near the site of application. Transdermal refers to a drug that is applied
to the skin (as in a patch) but is designed to be absorbed and available systemically (throughout the body). 7. Cochrane Database of Systematic Reviews, Sep 12, 2012,
9: CD007400. doi: 10.1002/14651858.CD007400.pub2. S. Derry, Moore, R. A, and Rabbie, R. “Topical NSAIDs for Chronic Musculoskeletal Pain in Adults.”
http://www.ncbi.nlm.nih.gov/pubmed/22972108.
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headlines
World Hemophilia Day
Save the Date!
HFA Symposium
March 26–28, 2015
St. Louis, Missouri
Hemophilia Federation of America Symposium is a familyfriendly educational meeting dedicated to improving the
lives of people living with and affected by a bleeding
disorder. Why this matters: Community members can
learn and grow personally and collectively, and become
strong self-advocates.
For info: www.hemophiliafed.org

April 17, 2015
How will you show your solidarity with
fellow patients and families? Use a red
bulb in a lamp in your home, office, or
front porch as community members
will do worldwide. Order posters and
materials to share. Why this matters: WHD
provides an opportunity to speak about bleeding
disorders with colleagues and friends, for
public awareness and education.
For info: www.wfh.org

Workshops Offer Support

Inalex Communications is a national nonprofit dedicated to meeting
the emotional and informational needs of those living with a bleeding
disorder. Inalex develops and distributes bleeding disorder education,
materials, and programs in a straightforward,
inspiring way. Why this matters: Some
families benefit from interactive, in-person
workshops, in addition to or instead of print
Inhibitor Family Camps are designed to provide education with fun activities
material.
Workshops in 2015:
in a relaxing atmosphere that helps inhibitor families establish meaningful
bonds. Why this matters: Until this program was created, inhibitor families
April 4, 2015
often felt unable to participate in regular hemophilia camps due to
Rush
Hemophilia and
their unique needs.
Thrombophilia Center, Chicago
Painted Turtle
Victory Junction
May 23, 2015
Lake Hughes, California
Randleman, North Carolina
Hemophilia
of Greater
April 10–13, 2015
October 16–19, 2015
Florida, Orlando
For info: www.comphealthed.com
For info: www.inalex.com

Got an Inhibitor? Go Away!

On-Demand vs. Prophy
Pfizer announced positive results from a recently completed phase III study
comparing a prophylaxis regimen of BeneFIX® recombinant factor IX dosed at
100 IU/kg once weekly to on-demand treatment in 25 participants with moderately
severe to severe hemophilia B. The median annualized bleeding rate (ABR)
for the prophylaxis regimen was 2 bleeding episodes, compared to 33.6 for the
on-demand regimen, representing a 94% decrease in the bleeding rate.
And…
Prophylaxis with AlprolixTM, Biogen Idec’s recombinant factor IX Fc fusion
protein (rFIXFc), was associated with a 52% decrease in median weekly usage
from pre-study dosing with conventional recombinant factor IX (BeneFIX),
according to an analysis of 26 subjects with severe hemophilia B. The annualized
bleeding rate was reduced from 5.5 pre-study to 2.9 during the study with rFIXFc.
Why this matters: Not only does prophy reduce annual bleeding rate as
compared to on-demand therapy, but products with extended half-life may also
help reduce bleed rates.
Source: IBPN, Sept. 2014
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New rFIX Product
The US FDA has approved CSL Behring’s
biologics license application (BLA) for marketing
authorization of its long-acting fusion protein
linking recombinant coagulation factor IX with
recombinant albumin (rIX-FP). Why this matters:
Coagulation Factor IX (Recombinant), Albumin
Fusion Protein (rIX-FP) offers a long-acting
treatment option for hemophilia B, with dosing
intervals of up to 14 days.
For info: www.cslbehring.com
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This is our 25th anniversary year! In
1990, Laurie Kelley published her
groundbreaking book Raising a Child with
Hemophilia, and started her company.
When parents wrote and asked her to
keep the information coming, Laurie
founded Parent Empowerment Newsletter,
then called Parent Exchange Newsletter.

Baxter International Incorporated
will divide into two companies
in 2015. The biopharmaceutical
division that produces factor will
be Baxalta Incorporated.
Baxter’s Rixubus recombinant
factor IX product is now FDAapproved for routine prophylactic
treatment, as well as for control and
prevention of bleeding episodes,
and for perioperative management
in children with hemophilia B.
The US FDA has published the
Purple Book listing biological
products, including any biosimilar
and interchangeable biological
products licensed by the agency.
The cost of producing one unit of
blood in Zimbabwe represents
18.5% of the per capita gross
domestic product (GDP) in that
country. In the US, the cost of one
unit of blood equals approximately
0.4% of the per capita GDP.
The Marketing Research Bureau
reports that recombinant factor
VIII products now account for 60%
of worldwide factor VIII use, while

PEN remains the oldest hemophilia
newsletter in the US. A generation of
parents and children have used LA Kelley
Communications’ books and newsletters
to help raise their children and learn about
new treatments. Since 1990, all of our books
and newsletters have been provided free to
families, thanks to the generous funding

recombinant factor IX accounts for
50% of worldwide factor IX use.
Virtually all recombinant factor is
used in developed countries.
Argentine Foundation of
Hemophilia celebrated its 70th
anniversary in 2014. It was the first
organization in the world to provide
comprehensive health services to
hemophilia patients.
Bayer HealthCare announced that
it plans to submit documentation
required for regulatory approval of
BAY 81-8973, a full-length human
recombinant factor VIII protein
intended to eventually replace its
Kogenate® FS product.
Glybera®, a drug used to treat
lipoprotein lipase deficiency
(LPLD), is the first gene therapy to
go on sale in Europe. It’s set to cost
about $1 million per patient, making
it the world’s most expensive drug.
Odisha, an impoverished state in
India, has agreed to provide recombinant factor VII free to hemophilia
patients with inhibitors.

of many factor manufacturers and home healthcare
companies. LA Kelley
Communications remains
a vital source not only of
publications, but of free
factor to developing countries
through Project SHARE,
now in its 13th year.
For info: www.kelleycom.com

Pfizer Gets into Gene Therapy
Pfizer is partnering with biotech company Spark
Therapeutics to research gene therapy for hemophilia B.
The program, called SPK-FIX, will focus on producing
an adeno-associated virus (AAV) that delivers a
high-activity factor IX gene to the patient’s liver for
treating hemophilia B. Spark expects to enter clinical
trials in the first half of 2015.
For info: www.sparktx.com

Promising Gene Therapy at Last!
St. Jude Children’s Research Hospital, University College
London, and the Royal Free Hospital published results
of a four-year gene therapy trial in ten men with severe
hemophilia B. Participants received one of three doses
of gene therapy that used a modified AAV8 as the vector
to deliver the genetic material for making factor IX.
Factor IX levels rose in all ten men and have remained
stable for more than four years. Because factor IX is
normally produced by liver cells, AAV8 infects liver cells
but does not cause disease in humans or integrate into
human DNA. Why this matters: In the six participants
who received the highest gene therapy dose, levels
of the blood-clotting protein increased from less than
1% of normal levels to 5% or more, and episodes of
spontaneous bleeding declined 90%.
Source: New England Journal of Medicine, Nov. 20, 2014

Will the FDA Back Bax 855?

Canada Goes Au Naturel

Baxter has submitted a BLA to the US FDA seeking approval
of BAX 855, an investigational, extended half-life recombinant
factor VIII treatment for hemophilia A. BAX 855 is a PEGylated
version of Advate. The submission is based on results from
a phase III study of 137 previously treated patients with
hemophilia A. Why this matters: Patients using twice-weekly
prophylaxis experienced a 95% reduction in median ABR
as compared to those using on-demand treatment (1.9 vs. 41.5,
respectively).

The Canadian healthcare system has approved Octapharma’s
new recombinant factor VIII product Nuwiq® for treatment
and prophylaxis of bleeding in patients of all ages with
hemophilia A. Nuwiq is under review by regulatory authorities
in the US. Why this matters: Nuwiq is produced in a human
cell line cultured with no human or animal additives or
exposure to human blood or plasma, eliminating the possibility
of introducing human blood-borne pathogens during the
manufacturing process.
For info: www.octapharma.com
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Inbox... from p. 2

sources. There isn’t enough time to read all the
current research to stay up-to-date and still have
time to work. But at least searching for articles is
easier now.
Unfortunately, we now have to deal with the
additional problem of bad information. I cringe
when I read some of what’s available on the
Internet, or when I hear a newly diagnosed
family say that they get all their information
online. There is no way to block bad information,
and misconceptions about bleeding disorders
seem to stick around.
The one constant is a need for high-quality
information. The need for education remains
both within and outside of the bleeding disorder
community. There is always more to do.
Richard Atwood
NORTH CAROLINA

“Running on Empty?”
(PEN, Nov. 2014)
PERFECT TIMING FOR YOUR ARTICLE. I’M ABOUT TO
take time to take care of myself after having
major surgery. The one thing I keep hearing is
“You will need to take it easy for a while. Even
when you start to feel better, you must take it
easy.” I’m not good at this “slow down and let
others help” thing. But here’s to an awesome
New Year!
Carri Nease
MARYLAND
BEING A MOTHER WITH HEMOPHILIA AND RAISING
an active—or should I say “typical”—boy with
hemophilia is stressful, and he always comes first.
So this issue helped with a little more insight.

THIS IS AN EXTREMELY IMPORTANT TOPIC, AND THE ARTICLE WAS VERY
interesting. Exercise is so important for each individual, and even more for
people with chronic conditions and those who care for them. I am proud to see
someone promoting the same thing that we do here at Wingmen Foundation,
and sharing the same ambition in promoting fitness. Keep up the good work!
Chad Brown
President, Wingmen Foundation
F LORIDA

Coming

s

April Mae Thrift
TEXAS

Richard’s Review... from p. 5

Maybe you want to tell your life story. Common
advice for writers is to write about what you
know. You can choose from a variety of genres
to describe your experiences living with a
bleeding disorder. The authors reviewed here
all grew up with hemophilia in North Carolina,
yet each has unique experiences to relate.
Another sound piece of advice is to always
employ the services of a qualified editor,
especially if you decide to self-publish.
Take the time to learn about these three
authors with hemophilia by reading their
well-written stories.
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THIS WAS ANOTHER GREAT ISSUE FULL OF
facts, inspiration, and a connection to our
worldwide family!
Deborah Marie
I LLINOIS
I LOOK AT THE LADY IN THE PICTURE, LIKE
wow! I wish I’d stuck with my exercise
years ago. Better late than never is my quote
for 2015!
Anna Yoder Rorick
VIRGINIA
I FINALLY SAT DOWN WITH MY LATEST PEN
and read the feature article. I enjoyed it very
much and found it inspiring and a perfect
read for the new year. And since I’m now 41
and still hopeful I’ll get back to my healthy
self, it was motivating. You always look
fantastic and fit, Laurie Kelley!
Destinee DiPrima
N EW HAMPSHIRE
WHILE I TRY YEAR-ROUND TO MAKE EXERCISE
a habit, a little junk food and old movies
never hurt anyone and do just as much for
stress. The article was great, though, very
encouraging and informative!
Marcy L. Foertsch
F LORIDA
WE HAVE A REMARKABLE YOUNG MAN IN
India with severe
hemophilia A who
demonstrates the
principles in your
article. Abhijit
Sarkar is 32 and
lives in a slum in
Calcutta. Abhijit
couldn’t finish
school due to two
head bleeds before
age 15, after which he developed some kind
of memory loss. He also suffered from
abdominal tuberculosis.
Living alone in poverty, Abhijit joined a
local gym through a friend. When he started
building his body, his mother rushed to me,
asking me to stop him as she feared he
might suffer severe bleeding. He proved
us wrong. Abhijit has been bodybuilding
without factor as he cannot afford it.

Last year Abhijit and his mother invited
me to witness a State Level Body Building
Show. I was amazed that he achieved third
in the competition!
Abhijit was selected to participate in the
National Body Building Competition last
March in North Bengal. But his father
discouraged him from attending because
of lack of funds. Please, if anyone can help
this boy financially, he badly needs help
and wants to continue competing.
He is not a miracle but has proved that
perseverance can make a difference.

OUR DEEPEST
THANKS TO PEN’S
CORPORATE
SPONSORS

800-423-2862
nava.baxter.com
Baxter is a registered trademark
of Baxter International Inc

Ujjal Roy
Former Director
Calcutta Chapter of Hemophilia Federation (India)
I NDIA
WHAT A GREAT ISSUE THAT WAS! I REALLY
liked the way you were very specific about
suggestions to caregivers. So often, the language is “well, take care of yourself”—not
very helpful or actionable. There were so
many good and specific suggestions in the
issue. Really good!

888-508-6978
www.cslbehring.com

Ann Prisland
I LLINOIS

Project SHARE
THANKS A MILLION FOR THE VIALS OF WILATE
for baby Shareen, who will take these
injections for home use when she leaves
the hospital.
Dr. Shahla Sohail
PAKISTAN

Abhijit has courage, tenacity, and passion
for his bodybuilding and a reduced number of
bleeding episodes. He has received certificates
at the district and state level competitions in
the Handicapped Category (as they call it).

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

888-999-2349
www.hemophiliavillage.com
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