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by Nick Cady 

 In late September, 30 mem-

bers of the bleeding disorders com-

munity gathered in Williamsburg, VA 

for the annual VHF adult retreat.  

The weekend began with a talk given 

by Mindy Nolte, from VCU medical 

center, on 

hemophilia 

and aging.  

With bet-

ter treat-

ment for 

hemophilia 

and co-

morbid-

ities like 

HIV, pa-
tients are 

now living 

long 

enough to 

deal with 

the same 

problems the general population ex-

periences while aging: heart issues, 

kidney disease, and diabetes.  I had 

never before been in a room full of 

people who felt blessed by the pros-

pect of having a heart attack, but 

even 50 years ago, many people with 

bleeding disorders did not live past 

early adulthood. 

 

We went to the historic downtown 

area that night for dinner at Shields 

Tavern, where the servers dress in 

period costumes.  As a rule, I avoid 

eating in touristy places because I like 

my food to taste good and not bank-

rupt me, but 

the meal was 

great.  My 

table dis-

cussed vari-

ous topics, 

including 

what itõs like 

to raise 

daughters 

who are car-
riers.  I am 

always struck 

by how valu-

able the un-

scripted time 

at a retreat 

like this can be.  Our community is 

full of wisdom and information that 

youõll never find in a book or a doc-

torõs office.  With such a rare disor-

der, you donõt bump into people 

every day that can offer these experi-

ences to you. 

 
(Continued on page 4) 
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CONTACT INFORMATION 

VIRGINIA HEMOPHILIA FOUNDATION 

P.O. Box 188 

Midlothian, VA 23113-0188 

Phone: (800) 266-8438 

Email:  info@vahemophilia.org 

Website:  www.vahemophilia.org 
 

Executive Director: Kelly Waters  
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Learn More At These Useful Websites:  
 

¶ National Hemophilia Foundation   www.hemophilia.org  

 

¶ Hemophilia Federation of America   www.hemophiliafed.org  

 

¶ LA Kelley Communications ña website for families of hemophilia children including 

The Parent Empowerment Newsletter.   www.kelleycom.com  

 

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

 

About FACTS Nõ FACTORS 

 

The chapter newsletter is a service to the bleeding disorder community. Feedback and comments 

will be appreciated. Contributions in the form of letters to the editor for publishing, articles or pho-

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

tion consideration. Letõs make the newsletter a two-way method of communication. 

Contact: Kathy Mortimer via email: rkmortimer@msn.com 

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

  The NHF Annual Meeting in New Or-

leans was a great opportunity to connect, 

learn, and have fun.  Highlights include Kath-

leen and Dwight George talking to hundreds 

about their experi-

ence with insur-

ance and advocat-

ing for their family, 

introducing òThe X 

Factoró to a na-

tional audience, 

winning the NHF 

Health Education 

Distinction Award 

for the òX Factoró 

Play, winning a 

PACT Foundation 

Grant for our 

2011 advocacy ef-

forts, catching up 

with old friends, meeting new friends, and in-

creasing our knowledge base about bleeding 

disorders and how to have an effective foun-

dation.  I hope you will consider joining us 

next year in Chicago. 

  

NHF Annual Meeting  

 

Learn how the Blood Buddies Fitness  

Promotion Program can help you!   
 

Go online to http://vahemophilia.org/index.php/highlighted-programs or 

 turn to page 14 of this newsletter for an application. 

http://vahemophilia.org/index.php/highlighted-programs


The next morning, we gathered in a conference 

room to listen to a program put together by Joe 

Caronna of Inalex Communications.  Joe has a son 

with hemophilia, and founded Inalex to offer educa-

tional programming to people with bleeding disor-

ders.  He introduced Ken Glickman, a public speaker 

who has been on so many television and radio 

shows I cannot list them all here.  Ken had the pol-
ish of a man who had made these presentations 

many times beforeñover a thousand times, in factñ

but the enthusiasm of someone just starting out.  He 

offered us techniques to help with our breathing, 

peppering his speech with references to one of his 

loves: karate.  He taught us to break our goals into 

smaller tasks to make them more manageable, and 

he spoke about the inner voice of doubt we all have.  

While I have to admit I felt a bit silly at first when 

we stood up and punched at the air, yelling òKiai,ó 

Ken knew how to keep our attention and energize 

us when we were getting tired. 

 

Iõm sure we all walked away from the weekend with 

different things.  For me, I picked up some tips on 

how to deal with procrastination.  But more than 

anything, it was the sense of community I felt at 

Shields Tavern, and how lucky I was to be sharing a 

meal with people who understand the challenges I 

face. 
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Connecting at the 

 VHF Adult Retreat 
Continued from front page. 

HemAware 

Now Online  
 HemAware, the National Hemo-

philia Foundationõs award-winning, maga-

zine is now available online. When you go 

to www.hemaware.org, you will find an 

easy-to-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 locate 
information on: Life Stages, Research & 

Treatment, Health & Wellness, Parenting 

& Family, Women's Issues, Advocacy and 

your local Community. Social networking 

is encouraged through NHF's Twitter and 

Facebook pages. Take a poll or watch a 

video--they're all there.  
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Donõt miss these upcoming events!  

February  

February 16-18 - NHF Washington Days   

February 19 - Youngblood 5K Race (Richmond, VA) 

March  

March ð Ladies Night Out  

April  

April 17 - Wine Tasting Fundraiser (Richmond, VA) 

May 

May 6-Lyman Fisher Scholarship Due 

May 7ð Ropes Course Event (Charlottesville, VA) 

May 27-29 - Family Weekend (Charlottesville, VA) 

June  

June 18 ð Annual Meeting (Richmond, VA) 
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Researchers from the Medical College of Wisconsin 

(MCW) in Milwaukee and several other institutions 

published a study in the July issue of Blood, the 

journal of the American Society of Hematology, 

suggesting a DNA-based explanation for discrepan-

cies found in certain lab tests that help diagnose von 

Willebrand disease 

(VWD) in African 

Americans.  

 

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, 

MCW. Floodôs re-

search was funded, in 

part, through a Ca-

reer Development 

Award from the National Hemophilia Foundation. 

 

VWD and its subtypes are characterized by either 

quantitative defects (decreased amount) or qualita-

tive defects (abnormal structure or function) in von 

Willebrand factor (VWF). Bleeding symptoms can 

be mild, moderate or severe, depending on the type. 

Types I and III  result from quantitative defects--

either partial VWF production or a lack of itðwhile 

type II and its subtypes result from dysfunctional 

VWF. A patient history of bleeding symptoms, plus 

the presence of other affected family members are 

part of the diagnosis criteria. In addition, a battery of 

lab tests measuring VWF quantity and function can 

confirm the diagnosis.  

 

VWF ristocetin cofactor activity (VWF:RCo) is a 

relatively simple lab test in which blood cells are 

separated from a patientôs plasma (liquid component 

of blood). Ristocetin, an antibiotic that prompts the 

binding of VWF and platelets, is then added to the 

plasma. Blood with viable 

VWF will clot, blood 

without it will not. Re-

searchers have found in 

this and prior studies that 

African Americans often 

exhibit a poorer ristocetin-

induced platelet aggrega-

tion, while showing 

higher levels of VWF, 

measure by the VWF anti-

gen (VWF:Ag) test, 

which indicates the quan-

tity of VWF in the blood.  

 

Investigators used data 

from the TS Zimmerman 

Program for the Molecular and Clinical Biology of 

VWD (ZPMCB-VWD), a large multicenter study on 

patients with VWD. Citing the ZPMCB-VWD data, 

the authors explain that this discrepancy in the 

VWF:RCo/VWF:Ag ratio, which is much more 

common among African Americans, is the result of a 

single variation in the DNA sequence known as sin-

gle nucleotide polymorphisms (SNP). The SNP in 

this instance is triggered by an amino acid substitu-

tion in the ñD1472Hò location in the DNA sequence.  

 

These contradictory results could cause problems for 

patients. ñReliance on the ristocetin cofactor activity 

assay, however, may be a source of diagnostic error 

FACTS Nõ FACTORS 

DNA Affect VWD Testing  

in African Americans  
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