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Inside

A Great Day for Golf
What a terrific day at the course for HNC’s Annual
Charity Golf Tournament on Friday, June 22, 2007.
There was beautiful weather, a challenging course at
The Preserve at Jordan Lake and plenty of food & beverage for everyone.

Chapter News & Events
Resource Center
By 6:30pm everyone was off the course and indulging in their favorite beverage and a wonderful table
of appetizers, entrees and desserts provided by XU
Catering. We then moved on to the prizes, raffles and
silent auction items.
Rounds of golf at The Preserve at Jordan Lake were
also given to the winners of the longest drive, longest
putt and closest to the pin.

The day started out at 11:00am when the army of volunteers showed up to help sort, distribute & sell. The
outpouring of assistance by industry representatives,
board members, HNC members and their families
was invaluable. Everything at registration ran like
clockwork and the golfers were off and going by 1:00
pm.
After going over the rules given by the always attentive staff at The Preserve at Jordan Lake, eleven teams
packed up their carts and headed off for a shotgun
start with their mulligan packages in hand. The teams
all kept pace and made their way around 18 holes
while the volunteers sat as witnesses waiting for the
hole in one on #17. Unfortunately, we didn’t get to
give away the $10,000 in cash for a hole in one but
none the less, all the players had a great time tackling
the course.

A full array of prizes were raffled off including golf
green fees, restaurant certificates, gift baskets, books,
golf lessons and of course, cash, which was generously donated back to HNC. Winning bids were then
announced for the silent auction items that included
autographed sports
memorabilia,
a
lake house weekend retreat and
golf green fees for
4 at a Legends Golf
Club.

Birdie Sponsor
Matrix Health

Par Sponsors
Mr. Jay Barish, CFP ®
Bayer
Bio Rx
CSL Behring
HRF, Inc.
MedPro Rx

Tee Sponsors
Caremark
Hemophilia First
Factor Health
Management
W3 Design

On the National & Legislative Front

Save The Date
Aces for Action
Women’s Doubles
Charity Tennis Tournament
October 20, 2007
Cary, NC
HNF 59th Annual Meeting
November 1 – 3
Orlando, FL
Dads In Action
November 8, 2007
Garner, NC
Hearts for Hemophilia
Casino Night
November 16, 2007
Raleigh, NC
HNC Holiday Celebration
December 1, 2007
Greensboro, NC

Our tournament
concluded with a
gracious thank you
to our tournament
sponsor, Wyeth
and all the other
sponsors listed below whom generously supported
our event.

Victory Junction Gang Camp
Family Weekend
March 7-9, 2008
Randleman, NC
HFA Educational Symposium
May 1-4, 2008
Little Rock, AK

We gratefully acknowledge the support of our sponsors
Tournament Sponsor
Wyeth

On the Health Front

Team Sponsors
Mr. Matt Barnes
Mr. Bobby Eve
Tournament Application
Sponsor - Hemophilia
Health Services

World Federation of Hemophilia
Hemophilia 2008 World Congress
June 1-5, 2008
Istanbul, Turkey

Hemophilia of
North Carolina
PO Box 70, Cary, NC 27512-0070
(800) 990-5557
info@hemophilia-nc.org
www.hemophilia-nc.org
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Hemophilia of North Carolina is a non-profit organization whose goal is to
assist, involve and educate persons affected by bleeding disorders and to
educate the medical community and the public about bleeding disorders.

Contact Numbers
Hemophilia of North Carolina
(800) 990-5557
Executive Director, Sue Cowell
(919) 460-1536
National Hemophilia Foundation Office
(800) 42-HANDI
www.hemophilia.org
Hemophilia Federation of America
(800) 230-9797
www.hemophiliafed.org

About This Publication
THE CONCENTRATE is the official
newsletter for Hemophilia of North
Carolina. It is produced quarterly
and distributed free of charge to
requesting members of the bleeding disorder community.
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Hemophilia Treatment
Centers & Medical
Resources
East Carolina University
Brody School of Medicine
PCMH 288 West
Greenville, NC 27858-4354
Phone: (252) 744-4676
Fax: (252) 744-8199
University of North Carolina
at Chapel Hill
School of Medicine
W1022 Old Clinic Building
CB # 7016
Chapel Hill, NC 27599-7016
Phone: (919) 966-4736
Fax: (919) 962-8224
Wake Forest University School
of Medicine
Wake Forest University Baptist
Medical Center
The Bowman Gray Campus
Department of Pediatrics
Medical Center Boulevard
Winston-Salem, NC 27157-1081
Phone: (336) 716-4324
Fax: (336) 716-3010

We maintain a membership mailing
list. However, we never release any
personal information without your
permission. You may occasionally
receive information that is mailed
from our office. Your response to
these mailings will be of your own
choosing and if you would like to
“opt out” of all third party mailings, please contact us to remove
your name from these mailings.

Duke University Medical Center
Hemostasis and Thrombosis Center
DUMC Box 3422
Durham NC 27710
Phone: (919) 684-5350
http://htc.medicine.duke.edu

Hemophilia of North Carolina does
not endorse any specific products
or services and always recommends
that you consult your physician or
local treatment center before pursuing any course of treatment.

University of North Carolina
Thrombophilia Program
CB 7035 Rm 932,
Mary Ellen Jones Building
Chapel Hill, NC 27599
Phone: (919) 966- 3311

Resource Information
LA Kelley Communications
Parent Empowerment Newsletter (PEN)
1-800-249-7977
www.kelleycom.com
Tools and information for families and
individuals. PEN Newsletter provided free
to our members of HNC.
Patient Notification System
1-888-UPDATE-U
www.patientnotificationsystem.org
This organization informs people when a blood
product has been withdrawn or recalled. Free
of charge but you must register.
World Federation of Hemophilia
514-875-7944
www.wfh.org
Centers for Disease Control & Prevention
1-800-311-3435
www.cdc.gov
American Pain Foundation (APF)
1-888-615-PAIN (7246)
Hemophilia Chronic Pain Support Group
http://painaid.painfoundation.org
American Society of Pediatric
Hematology/Oncology
847-275-4716
www.aspho.org
Patient Services Incorporated (PSI)
Assists persons with chronic medical illnesses
in accessing health insurance and pharmacy
co-payment assistance.
1-800-366-7741
www.uneedpsi.org

Hemophilia of North Carolina
PO Box 70, Cary, NC 27512-0070 • (800) 990-5557 • info@hemophilia-nc.org • www.hemophilia-nc.org
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From the Executive Director
Fall is rapidly approaching and I always enjoy watching the transition of the leaves
during this time of year. The change is fascinating to watch and with it brings on
the excitement of anticipating the next stage. At HNC, we are continuing to grow
and change. We’re building our Board of Directors, putting together programs and
have some unique fund-raising activities planned for this fall. I would like to thank
everyone who took the time to complete the latest Member Questionnaire that
was distributed. They are still arriving each day in the mail and we are compiling
all of the wonderful comments and suggestions you made. Our strategic plan for
the upcoming year will reflect the programs that you are interested in and we will
begin to make contact with those of you who have offered to share your assistance.
I look forward to talking with you soon. Thank you.

We are pleased to welcome
three new board members
to HNC!
Jeannie Adair
Leonard Poe
Kathy Register
Look for their bios and more information on
these remarkable individuals in our upcoming
edition of The Concentrate.

Sincerely,

Sue Cowell

Sue Cowell
HNC Executive Director

North Carolina Pharmacy
Providing Patients

All Brands – All Assays
All the Time!
Full-time Nursing Director
Staff of Experienced
Infusion Nurses
No matter where you are,
we are there for you

CALL US

24/7

www.medprorx.com
N.C. Pharmacy Toll Free:

(888) 571-3100

Providing Hemophilia therapy to North Carolina & surrounding regions.
The Concentrate
Fall 2007
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This limited one-time
offer† lets patients
experience the benefits
of Kogenate® FS with
BIO-SET®...for free.

Straight Ahead

Take a Free* Test Drive
with

Kogenate® FS
with BIO-SET®

NEW!
Small
Grab & Go
Package

For enrollment information:
Call 1-800-288-8374
Visit http://www.kogenatefs.com

NEW!
2000 IU
Vial

For more information, please contact your local Bayer HealthCare
Account Executive, Spencer Miller,
at (803) 319-7114, or by e-mail at
spencer.miller.b@bayer.com.

Please consult with your healthcare provider to determine if Kogenate® FS is appropriate for you.
*Please note that patients previously enrolled in the Kogenate® FS Free Trial program and patients currently receiving Kogenate® FS therapy are not eligible to participate in the program. In accordance with government statutes,
patients covered in whole or in part by federal or state healthcare programs, such as Medicare and Medicaid, cannot participate.
†

Enrollment ends 12/31/07.
BAYER, the Bayer Cross, and Kogenate are trademarks of Bayer.
BIO-SET is a trademark of Biodome SAS.
©2007 Bayer HealthCare LLC
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All rights reserved.

Printed in USA.
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It’s Here... Hemophilia Legal Phone Line
We now have access to a very valuable service for the community. The legal phone line is made possible by the The Lone Star Chapter in
partnership with Beth Sufian through a grant by Baxter. The program is endorsed by NHF and the legal information is free of charge and
confidential. Ms. Sufian is an attorney who specializes in the consumer rights of people with a chronic condition and has successfully run the
Legal Hotline for the entire Cystic Fibrosis community for many years. Her services have been retained to serve our community through
the Hemophilia Legal Phone Line. The goals of the Hotline are to provide information that will enable people with bleeding disorders to:
• Secure health insurance coverage that will pay for necessary
medical care.
• Successfully apply for SSI or SSDI benefits when necessary.
• Successfully challenge denials of insurance coverage for medically
necessary treatment.
• Maintain access to prescription drugs and medical treatment
by providing information about protections under the Health
Insurance Portability Accountability Act (HIPAA).

• Be informed about the legal rights of someone with a bleeding
disorder in education under the Individuals with Disabilities Education Act (IDEA) or The Rehabilitation Act of 1973 Section 504.
• Learn about the legal rights of people and their families in the
workplace under the Americans with Disabilities Act (ADA) and the
Family Medical Leave Act (FMLA).

Free of charge and confidential
Hemophilia Legal Phone Line

1-800-520-6154

The Concentrate
Fall 2007
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HNC Holiday Celebration
Save the date! All members and their
immediate families are invited to join
together for the end of year Holiday
Celebration on Saturday, December 1
from 11am to 3pm at the Embassy Suites
Hotel in Greensboro.

During the season for the Durham Bulls, HNC ran
concession stands as a fund-raiser for the chapter.
Over the last several months we have been fortunate
to have had some wonderful volunteers who’ve
come out to serve up hundreds of hot dogs, fries,
sodas & beer on some very fast paced game nights.
This group effort helped to raise over $1,100 for
HNC! Our many thanks to those of you who gave of
your time to help make this opportunity a success.

Relax, enjoy a buffet lunch and help
celebrate the holidays together. Look for
your invitation in the mail soon!

Calling All Dads!
Join us for a Dad’s In Action program on
Thursday, November 8th at Logan’s Roadhouse
in Garner. The program will start at 8:00pm
where you’ll get to enjoy a relaxed, casual
dinner (you even get to throw peanut shells on
the floor!). Logan’s Roadhouse is located at
1000 Timber Dr E. in the White Oak Crossing
Shopping Center. For more information and
registration, please contact Sue Cowell at (800)
990-5557 or Matt Igelman (Matrix Health) at
(919) 699-1972.

Aces For Action

Women’s Doubles Charity Tennis
Tournament for HNC
Get your rackets ready and join
us at the 1st annual Aces for
Action tennis tournament to
benefit HNC. It will be held on
Saturday, October 20 at the Cary
Tennis Center from 8:30am12:30pm. A $45 fee covers
breakfast, a visor, round robin
play, a gift bag & lunch.
For information on registering
for the tournament or helping to
volunteer, please call Sue Cowell
at 1-800-990-5557 or by email at
info@hemophilia-nc.org.
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A Fun Night Out for Moms
Our Moms had a great time getting together on Saturday, August
18th in Morrisville for Mom’s Night Out. The afternoon started
with delicious appetizers followed
by a chance for everyone to try out
their crafting skills on a greeting card
creation project. Each person made
four very professional looking greeting
cards under the watchful guidance of
our instructor. After the project, we
had a chance to enjoy a wonderful dinner & dessert. It was a great
night and gave the Moms a well deserved rest with time to relax, meet
new friends and catch up with some old ones as well. Our thanks to
Terry Stone and NuFACTOR for sponsoring the event and helping to
make it such a success.
We would love to expand our
Mom’s Night Out program
to other regions. If anyone is
interested in helping to organize
one in your area, please contact
Sue Cowell, Executive Director.
It’s a great chance to get together
and have a little fun!
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“Hearts for Hemophilia”
Casino Night
Friday, November 16
6:30 ‘til 10:00pm
Museum of Natural Sciences, Raleigh, NC
Join us for an exciting night of good fun and fast action for a good
cause! A ticket to the evening includes dinner & dancing, open bar
of beer & wine, auction items,
great prizes and $10,000 in
fun chips to gamble the night
away! Tickets are on sale now
for $100 per person or $150
per couple. For additional
information, please contact
Sue Cowell at 1-800-990-5557
or info@hemophilia-nc.org.
The registration form is also
available on the website at
www.hemophilia-nc.org.
Corporate sponsorship opportunities available. Contact HNC for more information.

The Concentrate
Fall 2007
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It’s Back to School and Scholarship Time!
We are fortunate to have many opportunities for scholarships in the bleeding disorders community. To
assist you in your search, we have compiled this information on some of the scholarships available and
the companies that provide them. This list is not exhaustive and we recommend visiting the NHF and
HFA websites for additional resources.

Caremark Scholarship Program

MedPro Rx

2008 “Education is Power”
Scholarship Program
MedPro Rx recently awarded 44 scholarships to students living with bleeding disorders in more than 26
states. The number of awards more than doubled that
of 2006. The program is open to individuals living with
Hemophilia and vWD.
Applicants must be US residents, entering or attending
a community college, junior college, four-year college,
university or vocational school, and must participate in
community activities and/or volunteer work.
A minimum of 20 scholarships are awarded each year
and range from $500 to $2,500. To be considered,
students must apply by May 1, 2008. Applications are
available at www.medporrx.com or by calling 1-866528-4963.

The Eric Delson Memorial Scholarship program was created to support and
encourage education for students with bleeding disorders. The program will
award scholarships in the amount of $2,500 per student in post-secondary
schools. Up to three post-secondary awards will be granted each year. In
addition, one award of $1,500 will be given to a student attending a private
school in grades 7-12.
Interested students must send the application and current transcript postmarked no later than July 1. To request an application, please call Caremark
toll-free at 1-866-792-2731.

BioRx Educational Scholarships
The BioRx Educational Scholarships are intended for caregivers of children
affected with bleeding disorders, individuals or a sibling of a person diagnosed with hemophilia. Preference will be given to those seeking a healthcare related education from an accredited college or university or certified
training program. BioRx will award three $2,000 scholarships for 2008.
To obtain an application, e-mail cbarne@biorx.net and forward the written
application to Hemophilia of North Carolina, PO Box 70, Cary, NC
27512.

SevenSECURE supported by Novo Nordisk
SevenSECURE provides educational grants as
assistance for people of all ages.
Edu-Grants are tutoring grants for children K-12
up to $500 per child per year that can assist with
tutors or other forms of learning help.
Professor Ulla Hedner Scholarships are available
to high school seniors and college or vocational
students under age 23 from $2,000 to $7,000 per
person per year. Appplication are due by April 30
for the next school year.

8

Non-traditional grants up to $2,500 per person
per year are available to adults age 23 and over
who would like to take courses or get more
training to help improve their career or transition
to new one. Applications are accepted throughout
the year.
For information on these grants and scholarships,
call 1-877-NOVO-777 (1-877-668-6777).

Hemophilia of North Carolina
PO Box 70, Cary, NC 27512-0070 • (800) 990-5557 • info@hemophilia-nc.org • www.hemophilia-nc.org
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Scholarship Information continued

Soozie Courter “Sharing a
Brighter Tomorrow”
Hemophilia Scholarship Program
Wyeth continues its commitment to providing education and assistance
to people with hemophilia and their families through this scholarship
program. For the 2007-2008 academic year, Wyeth awarded up to
$100,000 in scholarships, including:
Two $7,500 graduate scholarships
Sixteen $5,000 college scholarships
Two $2,500 vocational scholarships.
To be eligible, students must have either hemophilia A or hemophilia
B and be a high school senior, have a GED, or be currently enrolled in
an accredited junior college, college (undergraduate or graduate), or
vocational school.
For more information on the program, check online at http://www.
hemophiliavillage.com/programs_scholar.asp or by calling the Wyeth
Hemophilia Hotline at 1-888-999-2349. Applications for the 2008-2009
academic year will be available in December.

Applications and information on all scholarship programs are available through HNC at 1-800-990-5557
or by email at info@hemophilia-nc.org. We will continue to provide you with additional information on
scholarship opportunities in our upcoming editions of
The Concentrate.

The Eric Dostie
Memorial College
Scholarship
The Eric Dostie Memorial College Scholarship was
created to honor the memory of Eric Dostie by awarding
financial assistance to students with hemophilia or a
related bleeding disorder, or to their family members.
Students must be citizens of the United States, and
enrolled full-time in an accredited two- or four-year
college program.
The scholarship will award $1,000 each to 10 students
who can best demonstrate scholastic achievement,
community service and financial need. Applicants must
submit an essay describing how his or her education
will be used to serve humankind and to encourage selfimprovement and enrichment.
Applications will be available after November 1, 2007
by calling NuFACTOR at 1-800-323-6832 ext. 1300 or
on the web at www.nufactor.com.

The Concentrate
Fall 2007
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A Real Hero
By Dale Michael Brisson

When I was a boy, hemophiliacs were often placed in the same
hospital ward to better monitor the I.V.’s and countless transfusions we needed. On one occasion, five of us shared the same
room. One of our “blood brothers,” Ralphie, had been hit in
the stomach with a baseball. Despite his pain, he talked and
laughed with us until he complained of feeling very tired and
fell asleep.

He spoke slowly, softly and warmly. He said it was okay to be
sad but we needn’t be frightened - that death was part of life;
and through Ralphie’s loss, doctors would learn more about
hemophilia.

Ralphie died sometime that night.

I’m sure he said more, but the words traveled right through
me. In the years since, I have often recalled how special that
man made me feel. Now, I am the father of three. If I lost a
child, would I have the courage to be so considerate during
such personal grief?

The next morning, we young boys lay on our beds, stunned,
in utter disbelief. We’d never seen death before and we were
frightened, sad, shell-shocked…we hardly spoke a word. We
lay silent, our faces turned to the wall, ten years old - going
on fifty. We missed Ralphie. We couldn’t believe so much had
changed in the span of a few hours. It seemed like such a simple injury, the kind we all endured. We did, and didn’t, understand.
That afternoon, Ralphie’s father came in to speak with us. We
feared we were in trouble…as if our raucous laughter had
caused Ralphie’s death.

10

“You’re all brave soldiers,” he said. “Each of you deserves a
medal.”

I hope Ralphie’s Dad will read this someday and know the tremendous impact his gentle words made on four bewildered
ten-year-olds.
Dale Michael Brisson is a former HNC board member
who’s been living with hemophilia for more than half a
century. His articles, stories, essays and poems have been
published worldwide.

Hemophilia of North Carolina
PO Box 70, Cary, NC 27512-0070 • (800) 990-5557 • info@hemophilia-nc.org • www.hemophilia-nc.org
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Joint Outcome Study Results Published in New England Journal of Medicine
Reprinted from HNF eNotes - September 2007

A recently published report in the New England Journal of
Medicine (NEJM) uses hard clinical data to suggest that when
it comes to reducing joint bleeds and life-threatening bleeding
in young boys with severe hemophilia A, prophylactic therapy
is favorable to on-demand treatment. The principal investigator
and lead author of the report is Marilyn J. Manco-Johnson, MD,
Professor of Pediatrics and Associate Professor of Pathology
in the Department of Pediatrics, University of Colorado at
Denver and Health Science Center. She is also Director of the
Mountain States Regional Hemophilia & Thrombosis Center at
the University of Colorado.

3 elbows and 2 knees) were found in 15 boys, with two coming
from the prophylaxis group and a disproportionate 13 from the
episodic group.

The data was collected and analyzed from a five-year, multicenter study involving 15 U.S. academic and medical
institutions. Funding for the study came from the Centers for
Disease Control and Prevention and the National Institutes
of Health. Study participants were treated with donated
recombinant factor VIII (Kogenate® or Kogenate FS®) from
Bayer HealthCare.

Five boys were removed from the study—two in the prophylaxis
therapy group who developed an inhibitor to infused factor
VIII, and three in the episodic therapy group who experienced
life-threatening bleeding.

Enrollment in the study occurred between August 1996 and
September 2000. Eligibility criteria included being younger
than 30 months old, factor VIII level of 2 Units per deciliter or
less, a history of two or fewer joint bleeds into an index joint
and undetectable FVIII inhibitor. The 65 boys with hemophilia
A were between one and two-and-a-half years old when they
were enrolled in the study, and were randomly assigned to one
of two groups. While 32 of the patients on prophylactic therapy
were given regular, every-other-day infusions of recombinant
factor VIII, 33 patients on episodic therapy were treated more
intensively with multiple factor infusions only at the onset of a
“clinically recognized.” Most participants were in the study for
approximately four years, until they turned six years old.
The study was designed with special emphasis on the “target
joints”—the elbow, knee and ankle joints, which are most
prone to bleeding in severe hemophilia patients. Joint structural
outcomes and functioning were measured by X-ray, magnetic
resonance imaging (MRI) and physical exams. The study also
tracked the amount of factor used to treat each child. Results
indicated that 93% of children in the prophylaxis group showed
normal joint function, in contrast to 55% in the on-demand
group. Overall, there was an 83% reduction in the risk for
joint damage in patients receiving prophylaxis from an early
age. Investigators reported that 18 abnormal joints (13 ankles,

“Our results show for the first time that prophylaxis, initiated
between six and 30 months of age, is effective at preventing
joint bleeds and preserving joint function and structure in
young boys with hemophilia A,” said Manco-Johnson. “These
results provide health care professionals - as well as parents of
children with hemophilia A - with solid information to guide
optimum treatment.”

“Our results show for the first
time that prophylaxis. . . is
effective at preventing joint bleeds
and preserving joint function and
structure”
Manco-Johnson, who has years of extensive experience
with pediatric hemophilia and joint disease prevention, is a
former member of the National Hemophilia Foundation’s
Medical and Scientific Advisory Council (MASAC). In MASAC
Recommendation 170 Concerning Prophylaxis (Regular
Administration of Clotting Factor Concentrate to Prevent
Bleeding) prophylaxis is considered optimal therapy for
individuals with severe hemophilia A and B.
The report, “Prophylaxis versus Episodic Treatment to Prevent
Joint Disease in Boys with Severe Hemophilia,” was published
in the August 9, 2007, issue of the NEJM.
Source: AScribe Newswire, August 8, 2007

For a copy of the full report, contact HNC.

The Concentrate
Fall 2007
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Prepare Ahead for School
Reprinted from Hemophilia OUTLOOK, Newsletter of Hemophilia Association of NewYork
Summer 2007
Preparation for the school year is best done before the first day
of school. Contact the principal, school nurse and your child’s
teachers (including gym instructors) to explain his or her special
needs. Give them the name of their doctor and hospital and a
telephone number at which you can be reached at any time.
• Remind them that he/she will not bleed any faster than other
children.
• Explain the indications of a bleed (e.g., favoring an arm or leg)
and the events – such as a hit on the head – that require immediate
attention.
• Tell them to believe him/her and respond whenever he/she
indicates that he/she might be bleeding.

IANAd

9/6/07

5:27 PM

• Be clear about what he/she can’t do and insist that he/she be
permitted to do everything else.
• Let them know how your child wants information about his/her
condition to be treated. Does he/she want it not to be mentioned?
Does he/she want to tell the class about it?
• Assure them that you know he/she could get a bleed in school
through no fault of the staff.
HNC can provide you with free pamphlets and information
for educators and school nurses to explain hemophilia and
other bleeding disorders. Call Sue Cowell at 1-800-990-5557.
Your treatment center is also available as a great resource for
starting the school year right.

Page 1

BioRx and Bayer HealthCare
are proud to announce
the release of
their new children’s book

I am

NATE!

Written by
Chris Perretti Barnes

12

This is the second
educational tool in the
series of “Nate” books.
I am NATE! is designed
to teach children
ages 2 to 7,
the basics of hemophilia
in Nate’s own words.
To obtain a free copy,
simply call BioRx
at 1-866-442-4679,
or email the author,
Chris Barnes at
cpbarnes@ biorx.net.

Illustrated by
Michael Graham

Hemophilia of North Carolina
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Surgical Prep for Women With VWD
This article appeared in the May/June 2007 issue of HemAware, a publication of the National Hemophilia Foundation.
For Jennifer Koles, a tonsillectomy at age 13 led to prolonged bleeding
that required five trips to the emergency room and two months off
school. Four years later, when surgeons repaired her broken ankle,
the cast had to be replaced twice because of excessive bleeding. These
episodes, as well as frequent bruising, nosebleeds, and extremely
heavy menstrual periods, were blamed on “increased bleeding time”
– until age 18, when Koles consulted an oral surgeon about having
her wisdom teeth removed. Upon hearing her history, he sent her
for a full blood workup, which revealed that she had von Willebrand
Disease (VWD), the most common bleeding disorder among women.
Treated with medications prior to surgery, she weathered the wisdom
teeth removal with no complications. Now 31 years old and a clinical
systems analyst for a hospital in Salt Lake City, Koles makes sure she
checks with her hematologist before all medical procedures.
Like Koles, many women with bleeding disorders have learned the
hard way that without proper preparation, surgery can pose significant
risks. But many other minor procedures, including biopsies and
some types of cosmetic, gynecologic, and dermatologic procedures,
fall below the radar, with neither patient nor physician realizing that
these, too, require special vigilance.
“In general, any time we’re cutting into tissue, we do want to take
precautions,” says Peter A. Kouides, MD, medical and research
director of the Mary M. Gooley Hemophilia Center at Rochester
General Hospital in Rochester, New York.
“Just a Little Needle”
“Too often I hear, ‘It’s just a little needle,’” says Ruth Ann Kirschman,
RNC/NP, a women’s health nurse practitioner at the Mountain State
Regional Hemophilia and Thrombosis Center in Denver. “But some
of the more difficult case we’ve had for getting bleeding under control
have been with things like needle biopsies of the breast, because breast
tissue has a lot of blood vessels.”
The location of a procedure can be critical. It may be “just a pinch” to
remove a polyp during a colonoscopy, “but it’s a pinch inside where we
can’t put pressure on it for 10 minutes,” Kirschman says, so it’s wise to
pre-treat just in case. Because the spine is an especially sensitive area
where bleeding could put pressure on the nerves and cause permanent
damage, even a patient with mild VWD might need replacement factor
prior to cortisone injections for back pain.

For cosmetic procedures, such as injections to erase spider veins, for
example, pre-treatments can minimize accumulation of blood that can
mar the desired outcome, Kirschman says.
A Dose of Prevention
Communication between a patient’s hematologist or hemophilia
treatment center (HTC) and the medical staff performing the
procedure is vital for determining a treatment plan, how and when
drugs will be administered, and what follow-up will be necessary.
For many patients with mild to moderate VWD, a dose of DDAVP
(desmopressin acetate which is a synthetic hormone) administered
up to an hour before the procedure is sufficient protection for most
dental work, biopsies and minor surgery. Available as injections or in
nasal spray form, DDAVP allows the blood vessels to release whatever
von Willebrand factor is stored in the vessel linings. In general, if
DDAVP does not produce factor levels about 50 percent of normal,
the patient my need replacement factor. Ideally, women who have
never been tested for their response to DDAVP should have their von
Willebrand factor levels checked prior to surgery or other medical
procedures, Kouides advises.
Another drug, Amicar (aminocaproic acid), is especially useful in
procedures that damage the mucous membranes, such as dental work
beyond routine cleaning, D&C (dilation & curettage – a procedure to
scrape and collect tissue from inside the uterus), or removal of a polyp
discovered during colonoscopy. Taken an hour before and, often, for
several days afterward, Amicar blocks an enzyme the body produces
to break down clots.
Plan Ahead
Here are some tips to keep in mind when preparing for surgery:
• Develop a personal treatment plan. Work with your hematologist
or HTC so that you have guidelines for dealing with any situation in
which bleeding might occur.
• Educate healthcare providers about your bleeding disorder. Despite
their medical training, some healthcare providers may not be familiar
with a condition like von Willebrand disease.
• Be your own advocate. “If someone says it’s just a small thing, I
insist that my hematologist has to be contacted,” says Koles. Informed
by emergency room doctors that she needed an appendectomy, Koles
demanded that they get a copy of her treatment plan. “I told them I
Continued on page 14
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Surgical Prep for Women With VWD continued from page 13
I wasn’t moving until they got my records,” she says. “I was in
the ER almost 12 hours waiting for all the information to come
through.”
• Contact your hematologist or HTC before any planned surgery
or biopsy. Planning ahead ensures that the staff can coordinate
with the physician performing the procedure. “Too often the
patient is in the dentist’s chair or on the table ready to have the
procedure done and then we’re called almost as an afterthought,”
says Kouides. Visit the HTC in advance, especially is a complex
procedure is being planned or if you haven’t been there in a
year. The HTC can update your medical and bleeding history,
and coordinate prophylactic measures in advance. The center can
also look into cost of coverage for various treatments that may be
prescribed during the procedure.
• Don’t schedule the procedure late in the week. Bleeding
problems can be more difficult to manage during weekends.
Since most HTC’s aren’t open on weekends, you may have to go
to the ER, where you will end up waiting longer and probably
paying out of pocket, says Kouides.

• Even for minor surgical procedures, go to the hospital, not a
surgical center. If problems arise, a hospital is better equipped to
handle them.
• Know what to expect following surgery. Find out when is
considered normal bleeding following your procedure and ask
what precautions you should take. Drinking too much fluid after
treatment with DDAVP, for example, can dangerously upset the
body’s sodium balance, Kouides warns.
The goal of such preparation, says Kirschman, is to achieve the
best possible outcome in the shortest possible time for minor as
well as major medical procedures. “I always tell patients that it’s
much harder to turn off a faucet once it’s been turned on that to
turn it off before we start.”

When you need us,
Baxter will be there.
Through Therapies
Providing innovative recombinant factor, plasma-derived, and inhibitor
management therapies highlights our commitment to choice and
illuminates our investment in research and development.

Through Participation
Offering initiatives for patients, families, physicians, and nurses
and supporting local and national organizations and community events,
in addition to volunteering.

Through Progress
Improving current therapies and developing new and better ways to
manage hemophilia A—innovations inspired by listening to you.

For more information on Baxter programs
and services, visit www.thereforyou.com.

There when you need us

Baxter, Advoy, Camp SuperFly, Factor Assist, and www.thereforyou.com are trademarks of Baxter International Inc.
©Copyright (January 2007), Baxter Healthcare Corporation. All rights reserved. HYL2652
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NHF Announces New Interim CEO
The National Hemophilia Foundation announces the appointment of
Howard A. Balsam, CPA, to the position of Interim Chief Executive
Officer effective immediately. He replaces Dr. Alan Kinniburgh, who
held the position of NHF CEO since January 2005.
“The Board of Directors would like to thank Dr. Kinniburgh for his
dedication to our owners and for helping to make NHF a more robust
and stable organization,” said Ray Stanhope, Chair of the Board.
Howard Balsam joined NHF in April 2005 as Chief Operating Officer.
Since then he has successfully enhanced NHF’s financial and operational
structure. Previously, he was the Chief Financial Officer of The Education
Alliance, Inc., where he managed the Finance, Management Information
Systems and Facilities Divisions.
Prior to this, Mr. Balsam served as Controller of the MET Council,
Inc., and Director of Finance/Corporate Administration of the Catholic
Medical Center of Brooklyn and Queens, NewYork. Mr. Balsam received
a B.A. in economics from New York’s Hunter College. He is a member
of the American Institute of Certified Public Accountants and the New
York State Society of Certified Public Accountants--Member, Not-forProfit/Tax Exempt Committees.
For further information, please call Ray Stanhope at 646-522-7619 or
e-mail him at: rwstanhope@hemophilia.org.
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Status of State Children’s Health Insurance
Program Expansion (SCHIP)
Reprinted from HNF eNotes - September 2007

Prior to month-long recesses, both the House and Senate approved
bills reauthorizing the State Children’s Health Insurance Program
(SCHIP) and allowing states to expand eligibility for the program to
more children in families above the federal poverty level. Currently,
the level is set at $20,650, but several states have recently received
waivers allowing them to expand eligibility from 250 to 400 percent
above that. Although there are differences between the two versions
of the bill that will have to be reconciled in the fall session, both bills
support expanding eligibility. Many state governors from both parties
also support expanding eligibility and covering more children.
However, on Friday, August 17, 2007, a letter was sent to state health
officials from Dennis G. Smith, the director of the federal Center for
Medicaid and State Operations, informing them of new administration
policies that would severely restrict the ability of states to expand
SCHIP coverage. Further, these restrictions would apply to states that
had already received waivers and had started covering more children.
The restrictions described in the letter include a requirement that states
demonstrate that they have already enrolled at least 95% of those children
who are eligible under the original requirements, or no more than 200
percent above the poverty level – a standard that advocates and policy
experts agree is impossible to meet. Ironically, the Congressional Budget
Office reported that President Bush’s budget did not include enough
funding for the SCHIP program to cover the children who are enrolled
now. Therefore, it will not be able to cover those who are eligible but
not yet enrolled, and/or those who might be eligible under an expanded
program.
The rationale for the new restrictions is the government’s desire to
prevent the SCHIP program from being used as a substitute for private
insurance. However, the reason many states want to expand coverage is
that numerous lower- and middle-income families do not have private
insurance. The data in states where SCHIP has been expanded show
that families with private insurance are not abandoning it in favor of
the program. The new restrictions will be in force indefinitely, although
Congress may attempt to override them in the fall.

Andrew, an actual patient with his son.

10mL
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The National Hemophilia Foundation (NHF) will continue to monitor
this issue, inform the community, and take any appropriate actions to
ensure that children and families who rely on this and other programs
will be able to maintain access to adequate, reasonable coverage and
high-quality care.
For more information on how you can take action now, visit the NHF
website at http://www.hemophilia.org or call the HNC office at
1-800-990-5557.

Working for health since 1940

5555 Valley Boulevard, Los Angeles, CA 90032
(888) GRIFOLS www.grifolsusa.com

The Concentrate
Fall 2007

15

On

t h e

N a tio

n a l

& Le

g isl a ti v e

Fro

n t

State to Cover Riskiest Illnesses;
Legislature Passes Health Insurance
Byline: Lynn Bonner, StaffWriter
The News & Observer (Raleigh, North Carolina) - August 3, 2007
North Carolina residents whose illnesses have pushed them out
of the market for private health insurance will soon have another
option.
The state House gave final approval Thursday to a plan to build
a government-sponsored insurance pool for people with serious
illnesses who cannot afford or qualify for private coverage. It could
help as many as 14,000 people in North Carolina within 10 years.
Thirty-four states already offer such insurance plans.
For at least four years, legislators have talked about offering
insurance to people whom companies won’t cover, or will cover
only at high costs. Now the bill needs only the signature of Gov.
Mike Easley to make it a reality.
Barbara Garlock of Raleigh has been waiting for legislators to
approve such a program. She might need it. Garlock, 47, was
diagnosed with cancer three years ago, when her husband was selfemployed, and has undergone treatments since then.
An insurance plan with a $1,800 monthly premium and a $10,000
deductible was the most affordable she could find -- easier on the
family budget than the policy they found that would have cost
$3,400 a month.
Garlock’s husband now gets insurance through an employer, but she
fears having to go back to search for coverage if he should change
jobs. “It’s scary enough to face the prospect of dying,” Garlock said
in a trembling voice. “It’s even scarier to think that your family
could lose their home because you got sick.”
The insurance won’t be free. Subscribers will pay 65 percent of the
cost through their premiums. Premiums will be set at 150 percent
to 200 percent of what a healthy person would pay for private
insurance.
Establishing a high-risk insurance pool was a priority for Democratic
lawmakers this year, but questions about how to pay complicated
the debate.

16

In May, the House decided to put an assessment on private health
insurance policies, but key senators did not like that idea. The
Senate decided to take revenue from an existing tax on health
insurance premiums. In addition, the state employee health plan
will pay about $700,000 a year into the pool, the equivalent of
$1.50 for each person who has state government insurance. The
Health and Wellness Trust Fund, which handles some of the money
that comes from the state’s share of the 1998 tobacco settlement,
will provide $5 million in the first year. The Senate approved the
insurance plan Wednesday.
The premium tax is expected to provide $14.3 million to the
insurance program next year.
It is important to connect private insurance companies to the highrisk insurance pool, said Rep. Verla Insko, a Chapel Hill Democrat
and the bill’s sponsor.
“The taxpayers of the state are accepting some of the risks that are
normally borne by the health insurance industry,” she said.
Enrollment would start no later than Jan. 1, 2009. About 2,000
people are expected to enroll in the first year, Insko said. As many
as 14,000 people are expected to have the insurance in 10 years.
People who enroll buy the insurance for three years, on average.
North Carolina has lagged in adopting an insurance program for
people with serious illnesses.
Workers who lost their jobs and their health insurance in the 2001
economic downturn awoke policymakers to the need, Insko said.
The state has taken steps to insure more children, too.
“Our consciousness is being raised here in North Carolina,” she
said.
INSURANCE RISK POOL MONEY IN THE FIRST YEAR
$5 MILLION - Health and Wellness Trust Fund
$14.3 MILLION - transfer from the premium tax
$685,973 a year - from the state employee health plan
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Genetic Information Nondiscrimination Act of 2007
Passes in the House
This article reprinted from NHF eNotes – April 2007
On April 26, the Genetic Information Nondiscrimination Act of
2007 (GINA - H.R. 493) passed the U.S. House of Representatives by a vote of 420-3. The bill prevents employers and insurance companies from requiring genetic testing or information,
and from discrimination based on genetic information for hiring
and promotions, insurance eligibility or premiums, and related
matters. Without this protection, individuals who could benefit
from genetic testing, including many with bleeding disorders,
may avoid these tests out of fear of possible discrimination. The
legislation has been introduced yearly for the last 12 years.
NHF has worked for passage of the legislation the past few years
and most recently at our annual Washington Days advocacy conference and grassroots advocacy day in March. In addition to strong
support from the entire bleeding and clotting disorders community, the legislation was actively promoted by a broad coalition of
consumer and medical groups. These included such diverse organizations as the American Academy of Pediatrics, American Heart
Association, American Society of Hematology, Cystic Fibrosis
Foundation and the Susan G. Komen Breast Cancer Foundation.
Rep. Louise M. Slaughter, D-N.Y., the chief sponsor, said the need
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The parallel bill in the Senate has yet to come up for a vote. However, it passed in the Senate last year by a comfortable margin and
is almost certain to pass again this year. President Bush has indicated he will sign the legislation once it reaches his desk.
Call or write the Senators from North Carolina today and ask for
them to co-sponsor the Genetic Information Nondiscrimination
Act (bill number S 358). As of today, there are no NC Senators
signed on so let’s take action and let them know the importance of
this bill to the community. For information on how you can help,
contact HNC at 1-800-990-5557 or info@hemophilia-nc.org.
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for the legislation has grown because of advances in the science.
“There’s not a single person on the planet who has perfect genes,”
she said. “We’re all vulnerable to genetic discrimination.”
Rep. Judy Biggert, R-Ill., another sponsor, said the government
spent $3.7 billion on the Human Genome Project, completed in
2003, and then, “Congress walked away and left the job unfinished. ... We left people without any insurance that their genetic
information wouldn’t be used against them.”
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The Hemophilia of North Carolina organization gratefully accepts
donations in support of its programs and services. Your dollars directly impact the bleeding disorder community by providing education to parents, scholarship opportunities and financial assistance for
families in crisis.
For new members,
please complete the following application form.
For existing members, we are currently updating our database
and would like to make sure we have the most current contact information for you. Please take a moment to fill in the application and
check “currently active member – information update”.
Please mail completed applications to:
Hemophilia of North Carolina
P.O. Box 70
Cary, NC 27512-0070
Please make checks payable to Hemophilia of North Carolina. Your
donation may be tax deductible to the extent allowed by law.
We are pleased to send you a receipt for your donation.
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Member Questionnaire Update
In July 2007, HNC mailed questionnaires to all members. The
purpose is to update our database, gather email addresses and
gain a better understanding of how you and your family are affected by bleeding disorders. We are interested to know what
programs and services will be most beneficial and the information you provide will assist us in doing a better job of communicating with you.
We would like to thank those of you who took the time to complete the questionnaire and return it to us. We are working on
compiling the information and preparing an outreach program
to respond to your comments and interests.
If you have not completed the questionnaire, we strongly
encourage you to do so as this information is important to the
Chapter and it’s ability to provide viable programs and services.
For additional copies of the questionnaire, please contact the
HNC office.
Please know that your personal information will be treated
as completely confidential. HNC will never share, give or
sell your name, address, or health-related information to
any other organization, company or individual without your
express permission.

Membership Application
Name:_______________________________________________________________________________
Address:______________________________________________________________________________
City:____________________________________________ State:_________ Zip:___________________
Check One
____ I am a person with a bleeding disorder. Type ________ (ie: VII, IX,VWD)
____ I am a family member of a person with a bleeding disorder
Relationship _____________________
Type of bleeding disorder _______________________
____ I am a medical professional
____ I am an interested person
____ I am a currently an active member – information update
Annual membership fees, while not mandatory, are at the following suggested rates:
Individual Member
Family Membership
Contributor		
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$10		
$25		
$50		

Supporter
Patron		
Benefactor

$100
$200
$500
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It’s never been easier
to try ADVATE

trial program
Receive 6 FREE doses of ADVATE*
Visit www.advate.com or call 1-888-4ADVATE for more information.

*For new ADVATE patients only, after consultation and approval by a doctor. Participants will receive 6 complimentary doses of ADVATE sent directly to their home.
Baxter and ADVATE are registered trademarks of Baxter International Inc.
© Copyright (August 2006), Baxter Healthcare Corporation. All rights reserved.

Matrix Health
Dedicated to Making a Difference

in the Lives of People with Hemophilia and Other Bleeding Disorders

When you are
ready for
homecare
services that go
beyond the
ordinary...
Contact Your
Regional
Care Coordinators:

Turn to

Matrix Health

Eperience the
Difference!

Matt Igelman

Matthew Compton

Donna Compton

migelman@matrixhealthgroup.com

mcompton@matrixhealthgroup.com

dcompton@matrixhealthgroup.com

919•699•1972

Visit Our Website!

919•931•1761

919•270•8382
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Hemophilia of North Carolina
Programs and Events:
Please tell us if you or a family member would be interested in assisting with any of the following programs and events:
Call for more details and volunteer opportunities at (800) 990-5557
• Annual Golf Tournament

• Advocacy

• Annual Meeting

• Education

• Chapter Membership & Board Information

• Outreach

• Regional Workshops

• Finance

• Holiday Celebration
• Casino Night

Hemophilia of North Carolina is a chapter of the National Hemophilia Foundation, a chapter member of the
Hemophilia Federation of America, and an affiliate agency of Community Health Charities of North Carolina.

Hemophilia of North Carolina
PO Box 70, Cary, NC 27512-0070
(800) 990-5557 • info@hemophilia-nc.org
www.hemophilia-nc.org
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