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Connecting at the
VHF Adult Retreat

by Nick Cady
In late September, 30 mem- We went to the historic downtown
bers of the bleeding disorders com- area that night for dinner at Shields
munity gathered in Williamsburg, VATavern, where the servers dress in
for the annual VHF adult retreat.  period costumes. As a rule, | avoid
The weekend began with a talk givepating in touristy places because | lik
by Mindy Nolte, from VCU medical my food to taste good and not bank-

U

center, on rupt me, but
hemophilid the meal was
and aging. great. My
With bet- | table dis-

ter treat- cussed vari-
ment for ous topics,
hemophilie including

and co what it
morbid- s to raise

ities like daughters
HIV, pa- who are car-
tients are § riers. 1am
now living always struck
long by how valu-
enough to able the un-
deal with scripted time
the same at a retreat

problems the general population ex-like this can be. Our community is
periences while aging: heart issues, full of wisdom and information that
kidney disease, and diabetes. I hady o u & | | never fing
never before beeninaroomfullof t or 6s of fi ce. Wi
people who felt blessed by theprosder , you dondt b
pect of having a heart attack, but  every day that can offer these experi-
even 50 years ago, many people witGnces to you.
bleeding disorders did not live past

early adulthood. (Continued on padp
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Learn More At These Useful Websites:

T National Hemophilia Foundation www.hemophilia.org

1 Hemophilia Federation of America www.hemophiliafed.org

1 LA Kelley Communications i a website for families of hemophilia children including
The Parent Empowerment Newsletter. www.kelleycom.com

1 Families USA. The Voice for Healthcare consumers www.familiesusa.org

About FACTS NO6 FACTORS

The chapter newsletter is a service to the bleeding disorder community. Feedback and commse
will be appreciated. Contributions in the form of letters to the editor for publishing, articles or p

tographs related to, or of interest to, the bleeding disorder community can be submitted for publica

tion consideration. L evaydnrethaa af koenmunicagionn e ws | e t
Contact: Kathy Mortimer via email: rkmortimer@msn.com

nts
10-

t

e I



mailto:info@vahemophilia.org
http://www.vahemophilia.org/
http://www.hemophilia.org
http://www.hemophiliafed.org
http://www.kelleycom.com
http://www.familiesusa.org

FACTS NO FACTOR Pages

NHF Annual Meeting

By Kelly Watersyith old friends, meeting new friends, and i
creasing our knowledge base about bleedi
disorders and how to have an effective fou
dation. | hope you will consider joining us
Qext year in Chicago.

The NHF Annual Meeting in New Or-
leans was a great opportunity to connect,
learn, and have furHighlights include Kath-
leen and Dwight George talking to hundred
about their experi-
ence with insur- ,%
ance and advocat
ing for their family,
i ntroduc
Factor o
tional audience,
winning the NHF
Health Education
Distinction Award
for the
Play, winning a
PACT Foundation
Grant for our
2011 advocacy ef
forts, catching up

Learn how the Blood Buddies Fitness
Promotion Program can help you!

Go online tohttp://vahemophilia.org/index.php/highlighfrdgramsor
turn to page 14 of this newsletter for an application.
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Continued from front page.

room to listen to a program put together by Joe  While | have to admit | felt a bit silly at first when
Caronna of Inalex Communications. Joe hasasowe st ood up and punche

tional programming to people with bleeding disor- ys when we were getting tired.
ders. He introduced Ken Glickman, a public speaker

who has been on so many television and radio

shows | cannot list them all here. Kenhad the poll M sur e ked

we al | wa l

many times befor@ over a thousand times, in fact hOW to deal with procrastination. But more than
but the enthusiasm of someone just starting out. i§8Ything, it was the sense of community | felt at
offered us techniques to help with our breathing, Shields Tavern, and how lucky | was to be sharin
peppering his speech with references to one of hign€al with people who understand the challenges
loves: karate. He taught us to break our goals intdace.

smaller tasks to make them more manageable, and

with hemophilia, and founded Inalex to offer educa<en knew how to keep our attention and energizg

ish of a man who had made these presentations different things. For me, | picked up some tips on

The next morning, we gathered in a conference he spoke about the inner voice of doubt we all haye.
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HemAware
Now Online

HemAwarehe National Hemo-
phil i a Founvwnaihginowagadé|s
zine is now available online. When you ¢o
to www.hemaware.org, you will find an
easyto-navigate, interactive Web site
planned with you in mind. Articles from
the quarterly magazine, along with Web
only features, will rotate frequently. The
navigation is designed to help you locat
information on: Life Stages, Research &
Treatment, Health & Wellness, Parentin
& Family, Women's Issues, Advocacy a
your local Community. Social networking
is encouraged through NHF's Twitter and
Facebook pages. Take a poll or watch g
video-they're all there.

U

=5 Q
o

‘/\‘IE
NATIONAL HEMOPHILIA FOUNDATION
ders

for all bleeding and clotting disor

e Y

DO THE

YOU CAN PREVENT OR REDUCE
MANY OF THE COMPLICATIONS OF
BLEEDING DISORDERS THANKS TO
MEDICAL ADVANCES IN TREATMENT
AND PREVENTION.

Do the 5 and live a longer
and heatlthier life.

Get an annual comprehensive checkup
at a hemophilia treatment center.

Get vaccinated—Hepatitis A and B
are preventable.

Treat bleeds early and adequately.

Exercise and maintain a healthy weight
to protect your joints.

Get tested regularly for blood-borne
infections.
NHF NATIONAL PREVENTION PROGRAM
Five key steps today for giant strides tomorrow

PROC
Center
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AL Dondt miss these
O February
ol g

February 1618 - NHF Washington Days
~ | February 19 Youngblood 5K Race (Richmond,VA)
March
Marchd Ladies Night Out
April
April 17 -Wine Tasting Fundraiser (Richmond,VA)
May
May 6Lyman Fisher Scholarship Due
May ® Ropes Course Event (Charlottesville,VA)
May 2729 - Family Weekend (Charlottesville,VA)
June
June 18 Annual Meeting (Richmond,VA)

LapJo

It's never been easier
to try ADVATE

FREEDOM OF

trial program
Receive 6 FREE doses of ADVATE’

Visit www.advate.com or call 1-888-4ADVATE for more information.

[Antihemophilic Factor (Recombinant),
Plasma/Albumin-Free Method]

*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.

Baxter
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DNA Affect VWD Testing
In African Americans

confirm the diagnosis.
Researchers from the Medical College of Wisconsin
(MCW) in Milwaukee and several other institution®WF ristocetin cofactor activity (VWF:RCo) is a
published a study in the July issueBdbod,the relatively simple lab test in which blood cells are
journal of the American Society of Hematology, separ ated from a patie

cies found in certain lab tests that help diagnose \wmnding of VWF and platelets, is then added to th
Willebrand disease plasma. Blood with viabl
(VWD) in African ) ‘ VWEF will clot, blood
Americans. . without it will not. Re-

/ searchers have found in

The lead author of
the study was Veron
ica Flood, MD, pedi-
atric hematologist/ | &~
oncologist and assis
tant professor, Divi-
sion of Hematology/
Oncology, Depart- | ~~
ment of Pediatrics, N\
MCW. Fl oo |a |55 tity of VWF in the blood.
search was funded,

I~ A2 e Xe) Investigators used data

part, through a Ca-
reer Development from the TS Zimmerman

African Americans often

tion, while showing

\ higher levels of VWF,

/ measure by the VWF an
gen (VWF:Aq) test,

VWD and its subtypes are characterized by eitherpatients with VWD. Citing the ZPMCE/WD data,
guantitative defects (decreased amount) or qualitdhe authors explain that this discrepancy in the
tive defects (abnormal structure or function) in vovWF:RCo/VWEF:Ag ratio, which is much more
Willebrand factor (VWF). Bleeding symptoms cancommon among African Americans, is the result

either partial VWF production or a lack oditvhile this instance is triggered by an amino acid substi
type Il and its subtypes result from dysfunctional t i on i n the AD1472H0 |
VWE. A patient history of bleeding symptoms, plus

part of the diagnosis criteria. In addition, a batterympfat i ent s. fARel i ance on

N
suggesting a DNAased explanation for discrepanef blood). Ristocetin, an antibiotic that prompts the

Y, this and prior studies thaj

f \\ exhibit a poorer ristoceti]
Il induced platelet aggrega

which indicates the quan

Award from the National Hemophilia Foundation. Program for the Molecular and Clinical Biology of
VWD (ZPMCB-VWD), a large multicenter study gp

be mild, moderate or severe, depending on the tygangle variation in the DNA sequence known as g|n-
Types | and Ill result from quantitative defeets  gle nucleotide polymorphisms (SNP). The SNP if

the presence of other affected family members ard@hese contradictory results could cause problemf

lab tests measuring VWF quantity and function camssay, however, may be a source of diagnostic gfror

|
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CSL Behring

I joined FactorPlussV, the Helixate® FS free trial program, because...

I'm Unique. Like Everyone Else.

Ask your doctor if you should join the FactorPlus program

Everyone has unique needs. If you or your child are currently using another product, you may want to consider Helixate FS. With FactorPlus, the
Helixate FS free trial program, you can receive a supply of 6 doses, or up to 20,000 IU, of Helixate FS shipped directly to you. You'll also receive a
Welcome Kit that includes helpful advice, patient resources, and ways to connect with others like you.

Just 3 easy steps to enroll

1. Print a product request form at www.FactorPlusprogram.com or call 1-866-767-4883.
2. Share the form with your doctor and discuss whether Helixate FS is right for you or your child.
3. Ask your doctor to complete the form and send it in for processing.

For more information and to get started, visit www.FactorPlusprogram.com. H

You are encouraged to report negative side effects of prescription drugs
to the FDA. Visit www.fda.gov/medwatch, or call 1-800-FDA-1088.

' e -
Helixate FS is a registered trademark and FactorPlus is a service mark of CSL Behring AG. HelIXO e E’g FOCTorPLUS
Helixate FS is manufactured by Bayer HealthCare LLC for CSL Behring LLC. Antinemophilic Fctor (Recombinar)
©2010 CSL Behring LLC 1020 First Avenue, PO Box 61501, King of Prussia, PA 19406-0901 USA Formulated with Sucrose
www.CSLBehring-us.com  www.HelixateFS.com 09-HEL-004B 1/2010



















