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Save The Date
    

HNC Blood Brotherhood 
Event
Morrisville, NC
January 10, 2015

HNC Casino Night
Charlotte, NC
January 24, 2015

HNC SOAR Event
Location TBA
February 2015

NOW Conference
Phoenix, AZ
February 20 – 22, 2015

NHF Washington Days
Washington, D.C.
February 25 – 27, 2014

HNC Blood Brotherhood 
Event
Chapel Hill, NC
March 14, 2015

HFA Symposium
St. Louis, MO
March 26 – 28, 2014

HNC Annual Meeting
Location TBA
April 2015

2014 with HNC . . .
A Look at Our Year
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MISSION
STATEMENT

Hemophilia of North Carolina is a non-profit organization dedicated to improving the 
quality of life of persons affected by bleeding disorders through advocacy, education, 
promotion of research and supportive programs and services.

VISION
STATEMENT

Hemophilia of North Carolina’s vision is for all persons affected by bleeding disorders 
to achieve their full potential without barriers or limitations, until a cure is found.

Contact Numbers

Hemophilia of North Carolina
(800) 990-5557
(919) 319-0014
(919) 319-0016 (fax)

National Hemophilia Foundation
(800) 42-HANDI
www.hemophilia.org

Hemophilia Federation of America
(800) 230-9797
www.hemophiliafed.org

Community Health Charities of NC
(919) 554-3272 (Collect)
www.healthcharities.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. 

An electronic version may be found on 
the HNC website. If you would prefer not 
to receive a mailed copy of our newsletter, 
please contact the HNC office.

We maintain a membership mailing list.  
However, we never release any personal 
information without your permission. 

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.

Hemophilia Treatment Centers

East Carolina University
Brody School of Medicine

600 Moye Boulevard
Pediatric Hematology/Oncology

MA Suite 333
Greenville, NC 27834

Phone: (252) 744-4676
Fax: (252) 744-8199

University of North Carolina
At Chapel Hill

School of Medicine
Campus Box 7016

Physician Office Building
170 Manning Drive

Chapel Hill, NC 27599-7016
Phone: (919) 966-4736
htcenter.med.unc.edu

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

Additional Medical 
Resources

Carolinas Medical Center
Pediatric Hematology/Oncology

1000 Blythe Boulevard
Charlotte, NC 28203

Phone: (704) 381-6800

Duke University Medical Center
Hemostasis and Thrombosis Center

DUMC Box 3422
Durham, NC 27710 

Phone: (919) 684-5350
htc.medicine.duke.edu

Novant Health Blume Pediatric  
Hematology & Oncology Clinic 
301 Hawthorne Lane, Suite 100

Charlotte , NC 28204
Phone: (704) 384-1900

Resource Information

National Hemophilia Foundation 
www.hemophilia.org 

Hemophilia Foundation of America
www.hemophiliafed.org

American Pain Foundation (APF)
1-888-615-PAIN (7246)
Hemophilia Chronic Pain Support Group
painaid.painfoundation.org

American Society of Pediatric
Hematology/Oncology
847-275-4716
www.aspho.org

Centers for Disease Control & Prevention
1-800-311-3435
www.cdc.gov

ClinicalTrials.gov
A registry of federally and privately supported  
clinical trials conducted and service of the US 
National Institutes of Health. It gives you  
information about a trial’s purpose, who may  
participate, locations, and phone numbers for  
more details. This information should be used in  
conjunction with advice from health professionals.

Committee of  Ten Thousand (COTT)
1-800-488-2688
www.cott1.org

Inalex Communications
201-493-1399
www.inalex.com

LA Kelley Communications
1-978-352-7657
www.kelleycom.com

Patient Notification System
The Patient Notification System is a free, confiden-
tial, 24 hour commumication system providing  
information on plasma-derived and recombinant 
analog therapy withdrawals and recalls. 
1-888-UPDATE-U
www.patientnotificationsystem.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

World Federation of Hemophilia
1-800-520-6154
www.wfh.org

HNC RESOURCE CENTER

Hemophilia of North Carolina is a chapter of the National Hemophilia Foundation, a chapter member of the Hemophilia Federation of America,  
a member agency of Community Health Charities of North Carolina, a member of the NC Center for Nonprofits.



From the HNC Office
Ch-ch-changes!

What a difference a year makes.  2014 has brought some fantastic experiences 
to HNC, and we see the impact in our community:

• The hiring of a full-time Assistant Director has significantly helped in the 
delegation of leadership and program development

• Summer Interns met the need for additional office support during the busy 
months when HNC retreats, events and conferences took place

• HNC membership, program enrollment and buy-in has grown and continued to increase throughout the year

• Annual events and retreats have been a huge success this year, and attendance is diversifying as more HNC members participate, 
sometimes for the first time

• Our 2014 Hemophilia Walk exceeded our fundraising goal, with community members, partners and supporters showing up in abundant 
numbers to invest in the shared vision for HNC

When a new year is around the corner, people get excited about what could be next as well as what changes they’re looking forward to, 
and we at HNC are no different.  We’re dreaming about new and deeper connections with Blood Brothers across the state, as well as more 
opportunities for them to connect.  We envision an increase in advocacy and awareness for the SOAR program, and improved visibility of 
Latin Union members at HNC events.  We’re looking forward to casting a wider net for financial support, to ensure the longevity of this 

organization.  As you can see, there is much that we’re dreaming 
about and planning for.

So as we gear up for 2015, our sincere hope is that you join 
us in support of these goals.  We’re so grateful for the tireless 
efforts that all of you make to keep HNC what it is – a powerful, 
compassionate force within the bleeding disorders community.

Happy Holidays, and we wish you nothing but the best for 2015.

With Gratitude,
Charlene & Lakia
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Charlene Cowell, 
Executive Director

Lakia Poole,
Assistant Director
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For the 2014 Hemophilia 
Walk, an unprecedented 
amount was raised for  
HNC – $111,000! For 
exceeding our $100,000 
goal, we have HNC 
members, sponsors, and 
community partners to 
thank. Your support and 
investment is outstanding, 
and truly appreciated!

HNC held its 7th Annual Walk event in Morrisville on October 
11th. Over 600 people were in attendance this year.  Early morning 
clouds soon parted, and beautiful sunshine met the crowd, as 
everyone enjoyed fun activities. Starbucks coffee, fresh fruit and 
muffins were provided to attendees as they arrived. Walkers with 
their four-legged friends were sure to grab a bag of doggie treats, 
provided again this year by Pet Mania.

The morning featured a great 
lineup of entertainment – face 
painting by Ebony Child, a 
photo booth (complete with fun 
props!) from MidAtlantic Photo 
(sponsored by MedPro Rx), an 
inflatable slide for kids to enjoy, 
compliments of Interactive 
Playgrounds, and great music 
from Performance DJ.

HNC Staff welcomed every-one, 
introducing our Walk Emcee 
Heather Waliga of ABC11. 
Heather’s energetic personality 
kept the crowd engaged and 
excited through-out the morning.

Back by popular demand, the 
dance group Jacoreiography 
dazzled everyone with another 
incredible performance. From 
their suits to their moves, the show 
was impeccable!

Mike Graham shared a few words 
on behalf of Grifols, HNC’s 
Local Presenting Sponsor. Neil 
Frick, the National Hemophilia 

Foundation’s VP for Research & Medical Information, also 
addressed the crowd, congratulating everyone’s hard work towards 
HNC’s fundraising success, and what this means for the bleeding 
disorders community. Gillian Schultz, the 2014 Walk Chair, joined 
the stage with her family to share their story and their involvement 
with HNC.

Brey Curtis of Baxter International Inc. addressed the crowd and 
presented team Clot Hoppers with an award for being the top 
fundraising team.

At each Walk event, special awards are presented to recognize 
individuals and teams that have displayed outstanding efforts to 
support the HNC Walk:

•  Hospital Cup – this award recognizes the staff of the 
medical group or hemophilia treatment center that has raised 
the most funds. This year, the UNC Tarhealers took home the 
prize, and remain undefeated for this award..

•  King, Queen & Junior Droplet – The coveted Droplet 
award is given to three individuals who have demonstrated 
extraordinary support for the Walk. Reid Coleman was 
the winner of the King Droplet award (setting a record by 
winning the award twice!), Ashley Davis won Queen Droplet, 
and Luke Wilson took home the Junior Droplet award.

•  Top 3 Fundraising Teams – Clot Hoppers, Jaden’s Jewels 
and Jaden’s Gents, Wonderfully Made

With awards given, it was 
time to begin the actual 
walk.  Heather announced 
the start of the walk, and 
the teams took off. Kids 
were able to participate in 
a fun scavenger hunt along 
the trail.  When everyone 
returned, bag lunches, 
courtesy of Jason’s Deli 
were distributed to 
recharge. And thanks to 
Walgreens, there was 
plenty of bottled water to 
quench everyone’s thirst.

A special thank you to all of our sponsors who graciously supported 
the Walk this year. We are truly appreciative of your continued 
investment in the work of HNC. A very special thank you to all 
of our Walk teams and their respective Captains who worked 
tirelessly to help reach this astounding goal!

HNC Sets a New Record for the 2014 Walk!

HNC NEWS & INFORMATION

Continued 



Top 3 Fundraising Teams & Captains
Clot Hoppers – Charles Register
Jaden’s Jewels and Jaden’s Gents – Gwen 
Stewart & Erica Cook
Wonderfully Made – Erin Otey 

Our Teams & Captains
Accredo’s Hemophilia Health  
 Services – Diane Mauldin
Bayer – Tara Lowe
Bennett’s Bro’s – Chris Barnes
Biogen Idec – Nikita Lyons-Murry
Cayton’s Clotters – Shannon Elderdice
Clot Hoppers – Charles Register
CSL Plasma – Damonta Burch
Cullen’s Clan – Lindsey Kissell
CVS Caremark – Wayne Cook

Drugco – Tiffany Holland
Ed’s Eternal Educators – Reid Coleman
Flowers Plantation – Stefanie Balch
GoodGenes – Kelley Sykes
Grifols – Jeff Bridges
Hemo Hero – Erika Wilson
HNC Board of Directors – Luke Waller
Holy Walkamole – James Lowe
HPC Bruise Crew – Nicole Bailey
Hulk Smash – Gillian Schultz
I.V. League – Michelle Hodge
Jaden’s Jewels and Jaden’s Gents – Erica Cook
Jeaven – Quinteta McNeill
Latin Angels – Matthew Nunez
M.L.D. – Ashley Davis
Miles for Andrew – Helen Bratton
One Drop – Dawn Smith

Out4Blood – Ashley Emory
Peachtree – Stefanie Balch
SOAR – Heidi Traficanti
South Cows – Charlene Cowell
Taylor Jags – Leroy Taylor
Team Andrews – Scott Andrews
Team B – Brittani Allen
Team Bryan – Troy Schoolcraft
Team Hooker – Tyronna Hooker
Team Liam – Lorin Fentress
The Carolina Warriors – Orson Lovelace
The PoKeMats – Lakia Poole
The Rams – Tashara Young
The Woodge Factor – Sharon Sebolt
UNC TarHealers – Tracy Griles
Von WileWhat?! – Annie Jagger
Wake Forest M’s – Ruth Mastrapa
Wake Walkers – Anita Smith
Wonderfully Made – Erin Otey
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Bronze Sponsors

accredosm

H
special ty pharmacy

Local Sponsors
Local Presenting Sponsor

Gold Sponsors

Health

Supporter Sponsors

Kilometer Sponsor

In-kind Sponsors

National Sponsors
National Presenting Sponsor

Official Sponsor Official Sponsor

Official Sponsor Official Sponsor

Principal Sponsor National Team Member
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HNC Adult Retreat
September 26 – 28
Parkton, NC

HNC Statewide Yard Sale
October 25

Gorgeous weather and beautiful tucked away grounds kept HNC members 
enjoying the Adult Retreat. HNC invited members to spend a weekend to 
learn, share, connect and relax, and everyone did just that!

The Retreat kicked off with a fun Jeopardy-style trivia game, with 
categories ranging from Pop Culture to U.S. History.  Teams worked 
together to scramble to find the answers in time, but all in all it was a 
friendly competition!

Saturday and Sunday brought educational and interactive workshops, 
presented by American Management Association (AMA) and sponsored by 
Biogen Idec. Those workshops include Express Yourself and Managing Chaos. 
This AMA series is designed to present effective life skills for individuals 
living with a bleeding disorder.

There were also opportunities for attendees to enjoy the Retreat grounds, 
with a great deal of activities to choose from. Canoeing was quite popular, 
along with BB gun shooting practice and a high ropes course. And it’s just 
not a Retreat unless a campfire is involved; Saturday evening was complete with enjoying s’mores by an open flame.

The Adult Retreat is held annually, and welcomes any adult age 18 and older living with a bleeding disorder. One guest is permitted 
to accompany that attendee. The 2015 Adult Retreat will be held at the Trinity Center at Pine Knoll Shores on August 28-30.

HNC held its first Yard Sale fundraiser in October and it proved 
to be a success!  With over $300 earned, we raised funds and 
awareness about HNC, and helped a lot of members get rid of 
items just hanging around their homes!

The Yard Sale began at 8:00am, but arrivals started as early as 
7:30 am. There was quite a display of items for sale: electronics, 
cookware, clothes and shoes, children’s books and so much 
more. Warm chili (both meat and veggie), along with bottled 
water and soda were sold to comfort those milling through the 
Yard Sale on a cool Saturday afternoon.

HNC is so grateful for those who contributed items, time and 
support to the Yard Sale.  Due to the success of this year’s sale, 
we plan to have another in 2015!  If you wish to participate in 
HNC’s Yard Sale, or host one on your own on the same day, 
please contact HNC staff toll free at 800-990-8997.

This workshop was developed and presented by:

Thank you to our American Management Association (AMA)
Workshop Sponsor:

Hemophilia of North Carolina graciously acknowledges
our sponsors who made this weekend possible:



Mark your calendar for our 2015 Casino Night, this time in a new location! Our annual Hearts 
for Hemophilia Casino Night event will be held at Banquet One in Charlotte, NC in January 
2015. With food, a silent auction, music and casino games, this is sure to be an enjoyable event for 
everyone!  To purchase tickets and learn more information, please visit the HNC website.

Upcoming Events

HNC Casino Night
January 24, 2015
Charlotte, NC

Join other members of the bleeding disorders community and let your voice be heard. The National Hemophilia Foundation’s (NHF) 
Washington Days conference is an opportunity to meet face-to-face with lawmakers and staff who shape healthcare policies. Attendees 
will receive information on issues that are critical to their access to quality healthcare, including effective techniques to advocacy. For 
more information, please visit the NHF website at www.hemophilia.org. To see if HNC can assist with travel expenses for you to join 
us in D.C., please contact us at info@hemophilia-nc.org.

NHF Washington Days
February 25 – 27, 2015
Washington, DC
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Creating a better today and tomorrow for patients
Baxter’s employees are united in a mission to save and sustain lives. We are passionate about applying scientific 
innovation to meet the needs of the millions of people worldwide who depend on our medically necessary therapies and 
technologies. We focus on increasing access to healthcare, innovating in crucial areas of unmet need, and pursuing 
creative collaborations that bring our mission to life for patients every day. baxter.com



Durante el 2014 Hemophilia Walk, se logró recaudar la inesperada 
cifra de $111,000! excediendo nuestra meta inicial de $100,000. 
Queremos agradecer a nuestros miembros de HNC, patrocinadores 
y miembros de la comunidad de Hemophilia. Su participación y 
apoyo fue verdaderamente excepcional y estamos inmensamente 
agradecidos.

HNC llevó a cabo el 7th Annual Walk el pasado 11 de Octubre en 
Morrisville. Alrededor de 500 personas fueron partícipes de este 
grandioso evento.  Desde muy temprano el cielo se despejó y el 
resplandor del sol se hizo presente para que las personas se divirtieran 
con las actividades disfrutando de un hermoso dia. A medida que 
los participantes llegaban, recibían café de Starbucks, fruta fresca y 
muffins. Los participantes que llevaron a sus amiguitos de 4 patas, 
recibieron una bolsa con golosinas para perros, proveída por nuestros 
amigos de Pet Mania.

El dia fue hermoso y durante la mañana tuvimos diversas actividades y 
entretenimiento para todos - Ebony Child se encargo de pintar caritas, 
MidAtlantic Photo de la cabina de fotos para que pudiéramos capturar 
los momentos graciosos y divertidos, Interactive Playgrounds de las 
resbaladillas y juegos inflables para que los niños se diviertieran como 
nunca y por último, Performance DJ nos hizo bailar con su grandiosa 
mezcla de música.

El Staff de HNC y la maestra de ceremonias Heather Waliga de ABC11 
le dieron la más grata bienvenida a todas personas que llegaban poco 
a poco. Gracias al gran carisma y energía de Heather, las personas 
estuvieron alentadas y motivadas durantes toda la mañana.

A peticion del publico, el grupo de baile Jacoreiography deslumbró a 
todos con sus increíbles pasos y movimientos dejando a las personas 
maravilladas con este show. 

Mike Graham compartió unas palabras en nombre de Grifols, 
Patrocinador Oficial de HNC. Neil Frick, Vicepresidente the National 
Hemophilia Foundation’s for Research & Medical Information, añadio 
algunas palabras para agradecer a todos aquellos que dieron un gran 
esfuerzo para llegar a la meta de recaudación y cómo significa esto 
para la comunidad de Hemophilia. Gillian Schultz, miembro de la 
mesa directiva 2014, se unió junto con su familia a estos momentos 
de emotividad compartiendonos su historia y como inició formando 
parte de HNC.

Como es regular, en cada Walk event, se dieron reconocimientos 
especiales a las personas y equipos cuyo esfuerzo para apoyar the 
HNC Walk fue excepcional.
• Hospital Cup – Este reconocimiento es para el staff médico o centro 

de tratamiento de hemofilia que más haya recaudado. Este año el 
premio se lo llevó UNC TarHealers.

• King, Queen & Junior Droplet – Este reconocimiento se da a las 3 
personas que hayan mostrado un extraordinario esfuerzo por apoyar 
the Walk.  Reid Coleman fue el ganador del premio King Droplet 
(estableciendo récord al ganar por segundo año consecutivo), 
Ashley Davis ganó el premio Queen Droplet, y Luke Wilson se llevó 
el Premio Junior Droplet.

• Top 3 Equipos más recaudadores – Clot Hoppers, Jaden’s Jewels y 
Jaden’s Gents.

Una vez que se dieron los reconocimientos, era tiempo de dar inicio 
a la caminata (the Walk). Heather anunció el inicio de la caminata 
y todos los equipos arrancaron. Algunos niños participaron en una 
divertida búsqueda del tesoro. Cuando todos equipos regresaron, una 
bolsa con lunch los estaba esperando, cortesía de Jason’s Deli. Y gracias 
a Walgreens, las botellas de agua nunca faltaron para calmar la sed de 
los participantes.
Un agradecimiento especial a todos nuestros patrocinadores 
que apoyaron e hicieron posible este evento. Estamos realmente 
agradecidos por su continuo esfuerzo. Y por último, queremos 
agradecer infinitamente a todos los equipos y sus respectivos capitanes 
que trabajaron arduamente para lograr esta excepcional meta!

Top 3 Equipos más recaudadores y su capitán
Clot Hoppers – Charles Register

Jaden’s Jewels and Jaden’s Gents – Gwen Stewart & Erica Cook
Wonderfully Made – Erin Otey 

Nuestros equipos y sus capitanes
Accredo’s Hemophilia Health Services – Diane Mauldin

Bayer – Tara Lowe
Bennett’s Bro’s – Chris Barnes

Biogen Idec – Nikita Lyons-Murry
Cayton’s Clotters – Shannon Elderdice

Clot Hoppers – Charles Register
CSL Plasma – Damonta Burch
Cullen’s Clan – Lindsey Kissell
CVS Caremark – Wayne Cook

Drugco – Tiffany Holland
Ed’s Eternal Educators – Reid Coleman

Flowers Plantation – Stefanie Balch
GoodGenes – Kelley Sykes

Grifols – Jeff Bridges
Hemo Hero – Erika Wilson

HNC Board of Directors – Luke Waller
Holy Walkamole – James Lowe

HPC Bruise Crew – Nicole Bailey
Hulk Smash – Gillian Schultz
I.V. League – Michelle Hodge

Jaden’s Jewels and Jaden’s Gents – Erica Cook
Jeaven – Quinteta McNeill

Latin Angels – Matthew Nunez
M.L.D. – Ashley Davis

Miles for Andrew – Helen Bratton
One Drop – Dawn Smith

Out4Blood – Ashley Emory
Peachtree – Stefanie Balch
SOAR – Heidi Traficanti

South Cows – Charlene Cowell
Taylor Jags – Leroy Taylor

Team Andrews – Scott Andrews
Team B – Brittani Allen

Team Bryan – Troy Schoolcraft
Team Hooker – Tyronna Hooker

Team Liam – Lorin Fentress
The Carolina Warriors – Orson Lovelace

The PoKeMats – Lakia Poole
The Rams – Tashara Young

The Woodge Factor – Sharon Sebolt
UNC TarHealers – Tracy Griles
Von WileWhat?! – Annie Jagger

Wake Forest M’s – Ruth Mastrapa
Wake Walkers – Anita Smith
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Unión Latina

de HemofiLia

SUPPLEMENTO LATINO
Latino Supplement

Invierno, 2015
Winter, 2015

HNC establece Nuevo Record en el 2014 Walk! 
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Our Young Voices Winter, 2015

Our Young Voices is the latest supplement added to The Concentrate.  It is designed to be a platform for the voice of youth that are a part 
of the Hemophilia of North Carolina (HNC) community. This supplement will feature creative writing, drawings and news for our youth, 
from our youth.  If you are a young voice of HNC and would like to submit a written piece or visual art for upcoming issues, please contact 
HNC Staff at info@hemophilia-nc.org.

Womanifesto
A manifesto is a declaration, a speaking of a truth or belief. 
It defines what you want others to accept or understand 
about what you feel and/or think. This writing project was 
presented to the members of HNC’s SOAR program. The 
SOAR program is designed solely for girls and women, so 
what is created instead is a womanifesto.

The SOAR members have come together at the 2014 
Retreat to declare truths: that girls and women have 
a voice, and that the SOAR group share a common 
experience that is to be respected and heard. Each girl/
woman can take time to answer three questions: Who are 
you? What are things that you believe in? What will you 
fight for? These questions are not easy ones to address, 
but the process is just as rewarding as the outcome. The 
results are carefully crafted writings that ring out with 
power, hope and strength. Special thanks to Emma, Claire 
and Sasha for sharing their amazing writing!

I Torin’ell Ingram am willing to fight for ALL 
things unequal and anyone who is mistreated.

– Emma Ingram

I am a woman of faith, morals, respect, strength, 
love, determination, and compassion.  I believe 
in the concepts our country was founded on: 
equality, justice, freedom, and happiness.  I will 
fight long and hard, according to my morals 
and heart, to help achieve the best possible life 
for myself and others, whomever they may be.  
This is my dream, and my identity.  I am Marjorie 
Claire Redfield.

– M. Claire Redfield

I am a young woman who is trying to decide 
who she is. I believe in equality for everyone.  
I will fight for the other young girls who do not 
understand their bleeding disorder. I will also 
fight for equality. No one should be left out!  I am 
who I am and no one can change that!

– Sasha McCoy
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A supplement to

The Concentrate
Winter 2015

Members of SOAR enjoyed a fantastic Retreat this year at 
the beautiful historic Graylyn Estate in Winston-Salem.  
The weekend proved to be a great way for members 
to get away to share, connect, reconnect and, as one 
member humorously put it, relax!

The Retreat kicked off with a social evening, members 
dining and chatting excitedly as they caught up with 
each other’s lives. A Graylyn staff member joined the 
group during dinner to provide a history of the Graylyn 
Estate and its founding family. A cocktail hour followed, 
along with a few fun icebreaker games.

Saturday brought a day of sessions with very relevant 
and helpful topics: Genetics, Emotional and Social 
Support, Treatment plans, and The Current State of 
Health Insurance.  The speakers were very engaging with 
the attendees, allowing so much room for discussion and 
questions. (If you were not able to attend the Retreat, 
please note that printed handouts are available for select 
sessions.  Please contact HNC staff for more information).

Sunday held a much-anticipated discussion about the 
direction of the SOAR program, specifically how SOAR 
members envision SOAR activities for 2015. There were 
great ideas for social dinners, mother/daughter art 
projects, and educational sessions. There was a lot of 
excitement and energy about getting involved and 
participating in upcoming activities. We encourage you 
to join us in 2015.

HNC would like to recognize and thank CSL Behring for 
their sponsorship for this year’s Retreat, and for their 
continued support for the SOAR program.

HNC SOAR Retreat
November 7 – 9, 2014
Winston-Salem, NC
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Support • Outreach • Advocacy • Resources
An HNC Program for Girls and Women with Bleeding Disorders

 

SOAR’s Mission Statement: To improve the quality of life for girls and  
women with bleeding disorders, so that they may SOAR to their full potential.

Membership Information
For more information about SOAR, or to be added to the SOAR mailing list, please send your name and contact  
information, along with any questions you may have, to soar@hemophilia-nc.org.

Blood clots usually only occur in veins. Veins take the 
unoxygenated blood back to the heart. In the leg veins 
the blood must fight gravity to make its way back, and 
this is done with the help of small one-way valves that 
push the blood forward, preventing backflow.

In the calf muscles there is a spongey-like tissue called 
“the soliel sinus” that holds blood and with each step is 
compressed by the calf muscle that also helps to return 
the blood back to the heart. Clots occur when there is 
slow movement of blood flow or sedentary lifestyle.  
They tend to accumulate at the cusps of the valves and 
can eventually occlude the entire vein.

New or forming clots are the most dangerous because 
they can break off and return back to the heart. Once 
in the heart, they are sent to the lungs for oxygenation.  
The lungs, like a tree, have many branches and the clot/
clots can block these branches.  This is called a Pulmonary 
Embolism or “PE”. This is life threatening and requires 
immediate hospitalization.

Pulmonary Embolism can occur from extended bed 
rest from surgery, especially knee replacement or hip 
replacement surgeries. Care must be taken, especially 
by the hemophilia community when taking cryo for any 
surgery, as the tendency for clot growth increases with 
more clotting factor.

So how do we recognize and prevent blood clots from 
forming in our legs?  The number one sign of a blood clot 
is pain and swelling in just one leg. If there is swelling in 
both legs the general consensus is that it is probably just 

edema. However it is very difficult to ascertain, so this 
is usually confirmed with a vascular ultrasound study.  
Occasionally clots are found in both legs with the clot 
extending into the pelvic area.  Another sign is a red line 
that forms with a cord-like appearance down the leg.

Prevention is the key here.  When on long trips, especially 
when in a sitting position, every 10 minutes or so it is 
important to flex and/or point the foot.  This makes the 
calf muscle squeeze the soliel sinus and keeps the blood 
moving. Get up and walk around to keep the blood 
flowing. Venodynes (compression stockings) should be 
used after surgery while the patient is bed ridden. Once 
again, it is important to get up and move to keep the 
blood flowing.

What is a Blood Clot and How to Prevent Them
By: Yvonne Valov-Celso, RVT



Mark your calendars…the 2015 
Blood Brotherhood schedule of 
events is now available:

Jan 10 – Morrisville, NC June 13 – Outer Banks
March 14 – Chapel Hill, NC Aug 8-9 – Blood Brotherhood
May – Charlotte, NC       Retreat 
      (specific date TBD)

Detailed information on these events, including topics and registration 
information, will be provided on the HNC website (www.hemophilia-
nc.org) throughout the year as the events near. As always, thanks to 
Hemophilia Federation of America for presenting this program and 
opportunity here in NC and many other states.

For more information on Blood Brotherhood nationally, including 
information on the private online forum for adult men with bleeding 
disorders, and the online Blood Brotherhood Chats, visit: www.
hemophiliafed.org/programs/blood-brotherhood.

For more information on Blood Brotherhood locally, visit the HNC 
website www.hemophilia-nc.org and join our Blood Brotherhood group 
at our future events!

Blood Brotherhood Update
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HOPE is an HNC program for 
families with children from birth 
to twelve diagnosed with a bleeding 
disorder. Open to any member of 
HNC, programs are geared towards 
the unique needs of these families - 

to educate and support them so that their children can lead 
fulfilling lives.

HOPE engages in various activities throughout the year, 
and there are staff and volunteers available to provide 
resources and information needed for you and your family.  
You can become a member of HOPE to attend these events 
and obtain materials.  We’re here to help!

For more information, please contact Gillian Schultz, 
volunteer HOPE Program Coordinator, at gillian.schultz@
hemophilia-nc.org or Lakia Poole, HNC Assistant Director 
at info@hemophilia-nc.org.  You can also reach the HNC 
office at (800) 990-5557.

HOPE Update

At CSL Behring, we are committed to 
providing treatments and supportive 
services that make a meaningful 
difference in the lives of people with 
bleeding disorders and those who care 
for them.

We set out on this journey with you 
more than a century ago, starting with 
the development of treatments for those 
with rare and serious diseases. 

As we look to the future, we see 
the promise of new innovations and 
opportunities —just as we always have.

Over the years, we have never lost 
sight of what matters most: you and 
the countless others who inspire our 
efforts every day.

©2013 CSL Behring LLC 1020 First Avenue, PO Box 61501, King of Prussia, PA 19406-0901 USA
www.CSLBehring-us.com    COA13-08-0045    9/2013

Heritage 

Community 

Innovation



Aaron and Luke Curtiss are trying to maintain normal lifestyles, 
even though they’re both battling a rare blood condition.

The brothers from Davie County have hemophilia, a bleeding 
disorder in which the blood doesn’t clot normally.  If the boys 
get a cut, it takes longer than normal for the bleeding to stop. 
That loss of blood could potentially damage one’s organs and 
tissues and possibly even be life threatening if untreated.  About 
one in 5,000 males are born with hemophilia each year.

Hemophilia runs in the Curtiss family. Aaron and Luke’s 
grandfather had dealt with the condition throughout his life. 
With that in mind, the boys’ parents, Kevin and Alisha, had 
them tested when each child was born.  There are two types 
of the disorder and it was found that both Aaron and Luke had 
hemophilia B, which is more rare of the two.

Aaron, now 10 years old and in the fourth grade, had an 
especially challenging time with the condition during his first 
few months.  When he was a moth old, Aaron suffered a muscle 
bleed while receiving normal child immunizations. Aaron has 
battled with several other bleeds that he has been hospitalized 
for at Brenner Children’s Hospital.

Luke, now seven years old, is in the second grade. Luke has also 
battled bleeds that had him hospitalized at Brenner. The family 
is always on alert.  Kevin and Alisha spend time educating the 
boys’ teachers and day care workers about hemophilia, namely 
what to look for and what to do if an incident occurs.

While there is no known cure for hemophilia, it is a condition 
that can be managed throughout one’s lifetime. The Curtiss 
family tires to ensure that Aaron and Luke have a normal life, 
while not potentially endangering themselves to a serious 
incident.

Wake Forest Baptist Health has been at the forefront of making 
sure the boys remain in good health.  The family praises nurse 
practitioner Anita Smith for going above and beyond to achieve 
that goal.

During school, Aaron and Luke love recess. While home, they 
enjoy watching PBS Kids programming and playing around 
with Hot Wheels cars. Both boys love playing outdoors, 
riding their bikes and playing ball. They’re both big fans of the 
Carolina Panthers and quarterback Cam Newton.  Despite their 

condition, the boys will occasionally “rough house”. “That’s 
what brothers do,” says Aaron.

Aaron and Luke Curtiss are excited to be a part of the Dash 
game against the Carolina Mudcats on Saturday, August 23 
as a Home Run for Life honoree.  Please join us at the BB&T 
Ballpark that evening as we celebrate their character, courage 
and enthusiam for life.

This article was previously published in PlayBall, a program for the Winston-
Salem Dash baseball team, on August 23, 2014.
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NCABBD Update
The North Carolina Advisory Board for Bleeding Disorders 
(NCABBD) meets quarterly, our most recent meeting held in 
September. Many topics were discussed at the recent meeting, 
including:

• Hemophilia Treatment Center (HTC) Updates: patient 
population is growing at the ECU treatment center, with busy 
Friday clinics.  Katherine Batt has joined the WFU treatment 
center staff, serving adult patients.  An ongoing discussion 
of pharmacy utilization of factor brought in by patients 
(commonly known as “brown bagging”) is taking place at 
all treatment centers and continues to be a discussion of the 
committee.

• HNC Advocacy: The NC state budget was resolved except 
for Medicaid reform. The HNC Advocacy Committee prefers 
the version approved by the House and the Governor for an 
accountable care model of Medicaid, rather than the version 
approved by the Senate for managed care and capitation.  
Medicaid expansion in NC is still a possibility, as many 
groups, including the Governor and DHHS, now understand 
the benefits of the expansion.

NCABBD members include staff from North Carolina’s 
Hemophilia Treatment Centers, as well as representatives 
from the bleeding disorders community.  Hemophilia of 
North Carolina staff, board members, and volunteers are well 
represented. Membership is by invitation only, where important 
information is exchanged to help carry out respective missions.

Local Brothers Try to Tame Lifelong Condition
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2014 Friends of HNC
We gratefully acknowledge the individuals who generously donated to HNC during the past quarter of 2014.  

We extend a sincere thank you to our supporters, some of who have contributed several times during this period.

Donors
Sue & W. Allen Heafner   •   Irene Cowell   •   Mr. & Mrs. Gregory Carbone

In Honor of Jewel Yvonne Murphy
Mr. & Mrs. James Howey

In Memory of Marjorie Batton Hedgepeth
Donald Boula & Janis Donaldson

In Memory of Kasey Frye
Mr. & Mrs. Eric Lineberger   •   Mr. & Mrs. Kevin Frye   •   Mr. & Mrs. W. Harold Lineberger

In Honor of Charles & Kathy Register
Dr. & Mrs. Gilbert White

Celebrating our 2014 Corporate Sponsors
Cash and In-Kind contributions received from July 1, 2013 – June 30, 2014

We thank our sponsors for their continued support of the community.

Diamond
($15,000 or More)

Baxter International Inc.
Bayer Healthcare

Bayer – Aging Research
Biogen Idec
BioRx LLC

CSL Behring
Drugco Health

HPC Specialty Pharmacy
Novo Nordisk

Platinum
($10,000 - $14,999)

Accredo
CVS Caremark

Hemophilia Federation of America – Grant
Pfizer Hemophilia

Gold
($5,000 - $9,999)

Grifols
Kedrion BioPharma

MedPro Rx
Octapharma

Silver
($1,000 - $4,999)

AHF
Bristol-Myers Squibb Co.

Community Health Charities

Coram
Ethical Factor
Factor For Life

Inalex Communications
Jason’s Deli

Matrix Health
Specialty Therapeutic Care

Bronze
($500 - $999)

Another Broken Egg
Carolina Photo Booths
Martin Eye Associates
Miller-Motte College

Pet Mania
Richard Petty Driving Experience

Starbucks
The Preserve at Jordan Lake

United Way

Friends of the Community
(Up to $499)
Apex Wings

Art of Shaving
Asheville Glass Blowing Center

Carolina Hurricanes
Carolina Panthers

Christine “The Spa Lady” Engelbrecht
Crystal Coast Photo Booth

Durham Bulls
Elite Building Solutions, Inc.

Food Lion
Four Points by Sheraton (Asheville)

Graylyn International Conference Center
Instant Imprints

JD’s Tavern
Kelly’s NC Erosion Control

Kroger
La Cantina at Historic Biltmore Village

Lifetime Fitness
Lookout Cruises

Mediglo LLC, Dr. William Zamboni
Mellow Mushroom

Moore Printing & Graphics, Inc.
NC State Athletics

North Carolina Symphony
Park West 14 Movie Theater

Pepsi-Cola Bottling Company
Target

The Body Shop
Travinia Italian Kitchen

Tribeca Tavern
Walgreens (Wake County)

Special Contribution
for Scholarships

($8,000)
BioRx, LLC



Grifols Factor Savings Card Programs
Apply for a card and start reducing your out-of-pocket factor costs today:

855-831-2090 
ALPHANATE Savings Card Program 

Help Desk

Call

www.alphanatecard.com
ALPHANATE Savings Card Program  

Website

Visit

OR
855-355-2574 

AlphaNine SD Savings Card Program 
Help Desk

Call

www.alphaninecard.com
AlphaNine SD Savings Card Program  

Website

Visit

OR

www.grifolsusa.com

COA11-0214Solvent Detergent Treated/Virus Filtered

INTRODUCING
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On Saturday, October 18, 2014 Jack Traficanti, represented 
Hemophilia North Carolina at the CSL Behring “Getting in 
the Game” Annual golf tournament held at the Sheraton Wild 
Horse Hotel and Whirlwind Golf Course in Chandler, AZ. 
Jack may be small in size and young in age at only 7 years old, 
but he made a big impression on the selection committee by 
winning the Outstanding Sportsmanship Award.  This award 
was given to the player who best embodied professionalism, 
good sportsmanship and a positive attitude throughout the 
tournament!

It was an exciting event from beginning to end as the players 
arrived on Friday and attended a golf clinic that evening 
consisting of chipping, putting and driving.  Boys and girls 
from 7 to 17 – and from nearly every state and skill level –
demonstrated their talents in front of Perry Parker, CSL 
Behring’s golf pro in charge of hosting the event.  Parker gave 

an inspirational talk on Friday to get the group motivated 
(as if they needed much more motivation to play golf), and 
introduced two former GITG champions from years past.  It 
was exciting to see the kids, all decked out in their golf attire, 
soaking in every tip Parker delivered on how to make their 
game better.  

The big moment arrived on Saturday morning at 7:30am as 
the players – all 54 of them – made their way to the course. 
They would be playing the Devil’s Claw course at Whirlwind 
Country Club. An ocean of golf carts, each with the player’s 
name and the name of their assigned caddy, lined the staging 
area outside the pro shop, while another battalion of carts lay 
reserved for parents to follow along.  Caddies wore the name 
of their player on the back of their white golf bibs, and after 
some last minute instructions, the players were off!  Follow 
your child – if you could find them!  

Traficanti wins award at CLS Behring  
“Getting in the Game” Golf  Tournament

Continued  on page 16



We caught up to Jack on the third hole where he and his 
caddy, Mike Delaney, were settling in quite well. Mike, an 
avid golfer himself from the New Jersey area, seemed right at 
home helping his young super-star determine the distance to 
hole and selecting the appropriate clubs.  By the 6th hole, Jack 
appeared to be hitting his stride, declaring “I was confident 
in my swing!” as his ball bounced off the top of a bunker and 
came to rest against the face of front face of a sand trap. It 
took four strokes to get out of that predicament. But moments 
later (and not quite as confident) Jack elected to hit a “ junker 
ball” over the water. He not only cleared the water but barely 
made it onto the fairway, ending up just in a patch of brush. 
Fortunately, being left-handed, he had a good enough lie that 
he could hit up onto the green to make par. And, as if to 
impress the crowd, Jack managed to nearly sink a 60-foot put 
on the 8th hole – right in front of Perry Parker! Apparently 
that was all it took for Parker to later proclaim at the awards 
ceremony that he “fully expects this boy to come back and win 
the entire tournament one day.”  

Jack shot a 52 for the 9 holes, with the top three scores coming 
in at 41, 43 and 47. And on the way home, after an exciting 
weekend of golf, swimming and friend-making, the 7-year old 
exhausted boy from North Carolina turned to his parents and 
said, “That was fun. Can we come back next year?”  

Thank you to the selection committee at HNC for choosing 
Jack to represent North Carolina. And thank you to CSL 
Behring for providing such a wonderful event that allows kids 
to truly dream, and know that those dreams can someday 
become reality.

The Traficanti Family  (10/24/2014)

HPCSpecia l tyPharmacy.com
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• Hemophilia, von Willebrand  
   (Related Bleeding Disorders)
• HIV/AIDS
• Immune Deficiencies    
   (Related Disorders)
• Hepatitis B
• Hepatitis C

• Rheumatoid Arthritis
• Osteoporosis
• Pulmonary Arterial Hypertension
• Pulmonary Disease
• Psoriasis
• Cystic Fibrosis
• Crohn’s Disease

• Blood Cell Deficiencies
• Renal Disease
• Growth Hormone 
   (Related Disorders)
• Multiple Sclerosis
• Short bowel Syndrome
• Congenital Angioedema

Is someone in your family pursing higher education and could 
benefit from a scholarship or financial aid?  There are so 
many educational scholarships available for individuals in the 
bleeding disorders community, each with different criteria 
and requirements. It can be overwhelming to search through 
all the resources available, which is why we will once again 
this year be partnering with Biogen Idec to host a series of 

“Navigating the Financial Aid & Scholarship Process” Educational 
Programs throughout the beginning of 2015. Don’t miss out on 
an opportunity to hear more! 

If you are interested 
in having a dinner 
near you, please let us 
know by email – info@
hemophilia-nc.org – 
and we will do our 
best to choose locations 
where there is a need 
for this information.
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Navigating Educational Scholarships/Financial Aid 
Programs Coming Soon!. 

Traficanti wins award at CLS 
Behring  “Getting in the Game”  
Golf  Tournament     Continued  from page 15
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ON THE HEALTH FRONT

On November 5, 2014, the US Food and Drug Administration 
(FDA) approved the combination use of two previously approved 
separate oral therapies, Simeprevir (Olysio™) and sofosbuvir 
(Sovaldi™), for the treatment of chronic hepatitis C viral (HCV) 
infection. It is a ribavirin- and interferon-free regimen, both of 
which were notorious for causing debilitating side effects.

Simeprevir, manufactured by Janssen Therapeutics, is a protease 
inhibitor that halts the progression of HCV, thus preventing it 
from reproducing. Sofosbuvir, manufactured by Gilead Sciences, 
is a daily oral nucleotide analogue inhibitor composed of a small 
molecule compound that blocks HCV’s ability to replicate. The 
FDA approval encompasses the combination use of simeprevir/
sofosbuvir for both treatment-naive and treatment-experienced 
patients. Trial regimens included a 24-week duration for patients 
with cirrhosis (scarring of the liver) and 12 weeks for those without 

cirrhosis, both of which excluded the use of either ribavirin or 
interferon.

The new FDA approval is based on results of the COSMOS study, 
a phase II trial that included patients with HCV genotype 1. Rates 
of sustained virologic response (SVR, meaning they no longer had 
detectable virus in their blood) measured 12 weeks after treatment 
ended were 93% among those treated with the combination for 
12 weeks, and 97% among those treated for 24 weeks. The most 
common adverse reactions reported by more than 10% of treated 
patients during 12 weeks of combination treatment were fatigue 
in 25%, headache (21%), nausea (21%), insomnia (14%), itching 
(11%), rash (11%), and sensitivity to light (7%). Dizziness (16%) 
and diarrhea (16%) were the most commonly reported among 
those patients treated for 24 weeks.

Source: Family Practice News, November 6, 2014.

FDA Approves Oral HCV Combination  
Therapy Free of Ribavirin and Interferon

For information on Bayer’s Educational Patient and 
Community Resources, contact your Hematology 
Account Executive by calling 1-888-79-BAYER.

BAYER HEALTHCARE AND THE HEMOPHILIA COMMUNITY

commitment, 
leadership & 
innovation

©2014 Bayer HealthCare Pharmaceuticals Inc. All rights reserved. BAYER and the Bayer 
Cross are registered trademarks of Bayer. Printed in USA 03/14 KN10000614B



Baxter and We’ve got you covered are trademarks of Baxter International Inc. 
November 2014  USBS/MG155/14-0044a

     B A X T E R ’ S  C O P A Y  A S S I S T A N C E  P R O G R A M

Are you eligible to save up to 
$12,000 every 12 months?
Introducing CoPay assistance designed for you.

Let us help pay for your medication in 3 simple steps.

1.   Call us at 1-888-BAXTER-9 (1-888-229-8379).
2.   Answer a few simple questions, and let Baxter handle the rest.
3.   Receive eligibility information in the mail.
*Full terms and conditions apply

We’ve got you covered.
Call 1-888-BAXTER9 (1-888-229-8379) or visit www.hemophiliasupport.com.
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On September 22nd, the US Food and Drug Administration 
(FDA) held a meeting devoted to hearing directly from people 
with bleeding disorders about their lives and treatment needs.  
The meeting was part of the FDA’s Patient-Focused Drug 
Development Initiative, a series of 20 disease-specific meetings 
providing the FDA with input from people affected by a condition 
and also their caregivers.  FDA wants to better understand how 
people affected by a condition think about the risks and benefits of 
potential treatments and cures.

At the meeting, people affected by hemophilia, von Willebrand 
disease (VWD) and rare bleeding disorders told their own stories 
and explained how their daily lives are affected by having a bleeding 
disorder, how their disorder and treatments have changed over 
time, and what they desire from the ideal treatment.  Participants 
told powerful stories of fear of developing inhibitors (antibodies 
to infused factor product), living with chronic pain, and dealing 
with depression and anxiety.  There were also hopeful stories of 

the freedom that has come from home treatment, prophylaxis and 
the new longer-lasting products.  There was a discussion of what 
“normal” is and should be for people with bleeding disorders.

The good news is that there’s still time for you to share your input. 
The FDA accepted written comments on the questions discussed 
at the meeting until November 28, 2014.  Further, the National 
Hemophilia Foundation (NHF) is finalizing a survey on the same 
questions, which will be distributed to the community.  The 
meeting was recorded and will be posted on the FDA website 
shortly. To learn more please visit www.fda.gov.  To submit 
electronic comments, please visit www.regulations.gov.  You can 
submit written comments to the Division of Dockets Management 
(HFA-305), Food and Drug Administration, 5630 Fishers Lane, 
Rm. 1061, Rockville, MD 20852.

Source: www.hemophilia.org, Advocacy and Legislative New

Editor’s Note: this article’s last paragraph was changed to reflect the end of the data collection.

FDA Holds Novel Patient-Focused  
Meeting on Bleeding Disorders



19THE CONCENTRATE

Winter 2015

DONATION INFORMATION

How Can YOU Support HNC?
Let Us Count the Ways!

• If you shop online, consider using AmazonSmile. 
AmazonSmile works just like Amazon, but in addition 
they donate 0.5% of your purchase to the organization 
of your choice! Consider HNC when making your next 
purchase!

• Host a garage sale – you can clean out those unused 
items, and help HNC at the same time!

• Ask for a company match – many companies will work 
with their employees to match their donations to a 
charitable organization.

• Serve a meal fundraiser at your local church or  
community center

• Talk to a local school or business about hosting a raffle

Y our support makes it possible for Hemophilia of North Carolina to continue its many programs and services
        to the bleeding disorders community. It means education for young parents, scholarship opportunities, 
 �nancial assistance to families in crisis, and much more. Your dollars make a di�erence.

NAME: 

ADDRESS: 

CITY: STATE:  ZIP: 

HOME PHONE:  CELL PHONE: 

COMMENTS: 

AMOUNT: 

Donate to HNC

Please make checks payable to Hemophilia of North Carolina. We are a 501c(3) non-pro�t organization, so your 
donation will be tax deductible to the extent allowed by law. We will send you a receipt for tax purposes.

You may also donate online at www.hemophilia-nc.org with your credit card. Thank you!
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See You in the New Year!


