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SERVI NG  THO SE AFFECTED BY A 

BLEEDI NG  O R CLO TTI NG DI SO RDER  

I N NO RTH TEXAS 

2009 TexCen Annual  
Meeting Re-Cap 
We had a wonderful time at our Annual Meeting/Family 
Day on June 13th at The Incredible Pizza Company in 
Euless.   
 
Over 250 people attended, with representatives from 16 
manufacturers and home healthcare companies.  It was 
an excellent opportunity for North Texas families in the 
bleeding and clotting disorders community to meet each 
other and learn about their choices for products and  
service providers.   
 
Adults had the opportunity to hear about chapter  
activities and initiatives, elect a new board of directors 
and attend break-out sessions.  Sessions included: Aging 
with Hemophilia, First Steps for Families, Getting on 
the Right Track as well as a Hispanic Community  
Networking Group.  The kids enjoyed the Indoor  
Go-Carts, Bowling, Bumper Cars, Mini Golf and  
Arcade.  Make your plans now to attend next year! 
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Accredo Hemophilia     
   Services (HHS)      
Baxter 
Bayer 
BioMed 
BioRx 
Cook Children’s  
   Home Healthcare 

Coram 
CSL Behring 
CVS Caremark 
Grifols 
Matrix Healthcare 
Medex BioCare 
Paragon Hemophilia  
   Solutions 

Specialty Therapeutics  
   Care 
Walgreen’s  
   OptionCare 
Wyeth 

A big “Thank You” to all our Industry Sponsors: 
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Do you have a story or photo TexCen can  
include in a future issue of  The Factor  

Connection?  How about an idea or  
suggestion? 
 
We are your organization and we are interested 
in sharing what is happening your lives.  All 
articles are subject to editing and availability of 
space per issue. Please email your stories,  
photos, thoughts and ideas to Shelley Embry  
at shelley@texcen.org. 

Send TexCen your 
stories and photos 
to share 

TexCen needs your help!  The annual Hearts for Hemophilia Gala is  
TexCen’s major fundraising event.  Money raised allows the chapter  
to further its mission to provide advocacy, education, support groups,  
consumer services and summer camp for those with bleeding and  
clotting disorders. 
 
We are reaching out to ask you to get involved now.   
Here’s how you can help: 
� Secure a corporate sponsorship 

 We have multiple opportunities available offering varying levels of recognition that many corporations 
 will find attractive. 
� Become a Table Captain 

 Commit to filling a table with 10 guests and we will reduce the ticket price to $75/person. (Available to 
 non-corporate supporters only.) 
� Support the Live and Silent Auctions 
 Create theme baskets 
 - It’s a tax deductible donation  
 - Silent auction value guidelines $50 - $250 
 - Live auction value guidelines $250 and over 
 Ask local retailers for prize donations 
 - Sample letter and donation form available online 
 - Ideas include trips, airline tickets, gift certificates, sports memorabilia, electronics, jewelry, artwork and  
   more.   
Need more info?  Complete details are included on the Texas Central Web site at www.texcen.org, or contact 
Shelley Embry at shelley@texcen.org / 972-386-3865. 
 
 

Saturday, October 3, 2009 

Omni Dallas Hotel at Park West 
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Executively Speaking  
UPCOMING 

EVENTS: 
Mark your  
Calendars 

In-Person Board Meetings 
and Conference Calls are 
open to all members.  For 
meeting dates, times and 
locations, check 
www.texcen.org or call the 
office at  972-386-3865 
 
 
July 19-24, 2009 
Camp Ailihpomeh 
 
August 1-5, 2009 
5th Annual No Limits 
Women’s Expo, 
Richardson TX 
 
August 29, 2009 
Hispanic Community 
Education Day 
 
August 14-16, 2009 
South Texas Family 
Weekend 
 
October 3, 2009 
Hearts for Hemophilia 
Gala at Omni Dallas  
Hotel at Park West 
 
October 17, 2009 
Children’s Medical  
Center HTC Education 
Day 
 
October 29-31, 2009 
NHF Annual Meeting 
San Francisco, CA 
 
 

As I look back at 2008, I am amazed at 
how far I have come.  When I  
became your Executive Director in 
May, 2008, I had no idea how much I 
had to learn!  Having lived with  
hemophilia all my life, I thought that I 
knew so much – I couldn’t have been 
more wrong!  I am so grateful to you for 
providing me with this  
opportunity to grow and learn and to 
help impact our community of those 
living with bleeding and clotting  
disorders in North Texas. 
 
I am proud to say that this past year has 
seen many new families added to our 
chapter, more educational  
symposiums provided than ever  
before and a strengthened financial  
position for our chapter in a  
struggling economy.  We have spent 
this year focused on expanding our  
Hispanic and West Texas family groups, 
identifying women in the  
general population with bleeding  
disorders, reaching out to our  
members and providing financial  
assistance when we could.     
 
2009 brings great hope and promise for 
the future.  In a year of new  
congressional sessions, we have a voice 
that needs to be heard and I am honored 
to have carried that message to Austin 
and Washington.  We told Congress 
members of our struggles with  
insurance availability, coverage and  
premiums.  We told them what it is like 
to live with a bleeding or clotting  

disorder on a daily basis.  We urged 
them to act now to help us find a cure in 
our lifetime.  We also plan to focus our 
energies this year on bringing our group 
of East Texas families together, while 
continuing to support our Dallas and 
Fort Worth communities with several 
educational meetings and social events 
throughout the year.   
 
We are forging new ground with our 
HTC staffs and look forward to  
providing enhanced service for us all.     
You might ask, “Why should I be  
involved with the Chapter?  Why would 
I want to come to a meeting or social 
event and listen to people talk about 
bleeding disorders?  I have it, know all 
about it and don’t need to be reminded 
of what I live with daily.”  I was just 
like you several years ago.  However, I 
have learned over the past few years 
that I have a great responsibility to share 
my experiences with the families in our 
community, especially those who have 
no prior family history.  I can  
sympathize with them and share my 
stories about a spontaneous calf bleed, 
learning how to infuse at home, dealing 
with school administration and having 
major surgery, plus many other stories.  
We all have a story to tell – share yours 
with someone else.  I invite you to get 
involved this year – make your story 
heard and make it count!  
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Noteworthy 
 
Board of Directors Changes 

 
At the Annual Meeting of the members and Board of Directors on June 13, 2009, the 
Texas Central Hemophilia Association welcomed four new members to the board: 
Shannon Brush, Kristen Henry, Kristy McKenzie and Kevin Parker.  We are so  
excited to have additional members on the board who are eager to further the cause of 
TexCen!  Check out the chapter Web site, www.texcen.org, for bio information on all 
board members.  Congratulations to the new board members and a heartfelt thanks to 
those who are continuing to serve on the board – we really appreciate all your efforts 
this past year! 
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The Texas Central Hemophilia Association hosted the 18th 
Annual Tee It Up With TexCen Golf Tournament in  
memory of Greg McKinney on Monday, April 20th at  
Bridlewood Golf Club in Flower Mound.   
 
Thanks to the help of all the volunteers, board members, 
sponsors and especially event chairs Randy Smith and 
Steve Henson, the day was a big success.  Everyone agreed 
that the weather and course conditions could not have been 
better.  A field of 60 golfers participated in a fun-filled  
afternoon of golf which included contests such as closest to 
the pin, longest drive and a “pot of gold” hole.   
 
After golf, everyone enjoyed a delicious Mexican buffet 
while the prizes were announced and awarded.  Executive 
Director Shelley Embry gave an update on chapter  
activities and welcomed Greg McKinney’s parents, Bill 
and Clara McKinney. 
 
The tournament is held each year to raise funds for Camp 
Ailihpomeh, the week-long summer camp for Texas boys 
ages 7 – 14 with a bleeding disorder, as well as other  
outreach programs offered by the chapter.  This year the 
event netted over $13,000 to support these programs. 
 

Congratulations to the following winners: 
1st Place—Paragon Hemophilia Solutions 

Billy Davis, Rick Allen, Keith Rusk & Joe Brayton 

 

2nd Place—Baxter  
Randy Smith, Jeff Salantai, Mike Brooks & Doug Dopita 
 
Novo Nordisk 
Bill Streitenberger, Lawrence Embry, Lance Logan & 
Steve Gosselin 

Tee It Up with TexCen Golf Tournament 

The Lone Star Chapter is proud to announce the first 
South Texas Annual Meeting open to all families  
affected with a bleeding disorder. This weekend  
retreat is designed to connect people in our  
community and to provide information necessary to 
manage a bleeding disorder successfully.  The  
TexCen Board’s hope is to be able to build enough 
support and interest among TexCen members over 
the coming year to be able to join with the Lone Star 
Chapter in co-hosting this event in 2010.  
 
Some of the highlights of the meeting will include:  
��Sessions for Parents of Young Children and  
        Adolescents  
��Sessions for Adults with Hemophilia or von    
        Willebrands Disease 
��Sessions on Health Insurance and Employment  
        Issues 

��Exhibit Hall of Manufacturers and Home  
        Healthcare Companies  
��CEO Program for Adolescents (This program    
        helps adolescents begin to plan for their future.)  
��Onsite Childcare for the Young Ones  
 
The Texas Central chapter hopes to sponsor at least 
10 families from North Texas.  The chapter will 
cover your two night stay at the beautiful Hilton hotel 
which is minutes from SeaWorld. Some assistance 
with travel expenses may also be available.   
 
Please contact Shelley Embry at 972-386-3865/
shelley@texcen.org for a program and registration 
form.  Sponsorship will be available on a first come, 
first served basis. 

Be a part of the first South Texas  
Annual Meeting 
Hilton San Antonio Hill Country Hotel & Spa  - August 14-16, 2009 

First place winners from the Paragon Hemophilia Solutions team 



 5 

Hemophilia Federation Adds State Policy Expert 

Washington DC:  Hemophilia Federation of America 
(HFA) is proud to welcome Stephen May in the newly 
created leadership position of Public Policy, State Affairs.   
 
The position was created to ramp up state-level advocacy 
diligence in response to community concerns of an  
ever-changing, turbulent healthcare landscape. The  
position’s responsibility includes pro-active public policy 
monitoring by collaborating and offering support to HFA 
member organizations. 
 
Before joining the HFA, May provided advocacy for the 
bleeding disorder community at the New England  
Hemophilia Association. His previous experience includes  
extensive work in organized labor, public policy and state 
political campaigns. 

Mr. May holds a Master’s degree in Social Work from the 
University of Vermont and an MA in Political Science 
from the University of Rhode Island,  in addition to a 
Bachelor’s degree in Politics from Ithaca College. 
 
The Hemophilia Federation of America is a national  
501 (c) (3) organization consisting of 30 member  
organizations and numerous individual members who offer 
assistance and grassroots advocacy on behalf of the  
bleeding disorders community.  Incorporated in 1994, the 
HFA provides programs and services to improve the  
quality of life for persons with hemophilia and  
von Willebrand disease (VWD). 

Just a Reminder  
 
Help TexCen when you 
Shop or Search the  
Internet 
Tom Thumb offers their customers a 
way to direct their donation dollars to 
their favorite non-profit  
organization.  You can link your  
Reward Card to our account, and earn 
donations for TexCen each time you 
buy groceries!  Go to 
www.tomthumb.com, click on 
“Community Caring” then click on 
“Good Neighbor Program.”  Click on 
the link at the top of the page that 
says, “Customer’s Good Neighbor 
Charity Addition/Deletion Form.”  
 TexCen’s Good Neighbor  
# is 827.  Once you fill out the form,  
 
 
 

 
 
 
simply turn it in at your Tom Thumb 
Courtesy Booth and start earning  
donations. 
 
What if you helped TexCen earn a 
penny every time you searched the 
internet or shopped online?  Well, 
now you can!  GoodSearch.com is a 
search engine that donates half its 
revenue, about a penny per search, to 
the charities its users designate.  You 
use it as you would any search  
engine, and it’s powered by Yahoo! 
so you get great results. In addition, 
use GoodShop to find coupons and  
discounts at more than 1,000 stores. 
Up to 30% of every purchase will also 
go to your favorite charity or school! 
Just go to www.goodsearch.com and  
 
 

 
 
 
be sure to enter Texas Central  
Hemophilia Association as the charity 
you want to support.  And, be sure to 
spread the word among your friends 
and family! 

 
Infusion Supplies Needed  
At any one time, approximately 15 
men have no other option but to rely 
on Parkland Hospital for clotting  
Factor.  Unfortunately, the Parkland 
HealthPlus program does not provide 
the butterfly needles, syringes,  
alcohol wipes and gauze pads needed 
to infuse the factor.  If you can help 
by donating these supplies, please  
contact the TexCen office. 
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Women with Bleeding and  
Clotting Disorders  
2009 Retreat Recap 

Camp Ailihpomeh 
Save the Date—July 19-24, 2009 

Camp Ailihpomeh is a fantastic experience for all boys ages 7 – 14 with he-
mophilia or von Willebrands in the state of Texas. Each year about 135 boys 
gather at Camp John Marc for a week of fellowship and camp activities. The 
lessons learned and the friendships made at this camp last a life time. The 
boys learn about their condition and are taught to self infuse by the dedicated 
medical staffs from of our hemophilia treatment centers (HTCs). Camp 
Ailihpomeh is a must for any boy with a bleeding disorder. Applications will 
be sent out shortly by the HTCs.  
 
Volunteers are needed to ride the buses to and from camp and to serve as 
camp counselors (as long as your child is not a camper.)  For more  
information, contact the staff at your local HTC. 
 

The annual Region VI Women’s  
Retreat for women with bleeding and 
clotting disorders was held April  
30 - May 3rd at Camp Allen outside of 
Houston.  Over 60 women attended 
from the four states making up Region 
VI:  TX, AR, OK and LA.  Historically 
held in the fall, the 2008 retreat had to 
be cancelled and rescheduled due to the 
hurricane.  Thanks to the efforts of  
retreat coordinators from the Gulf 
States Hemophilia and Thrombophilia 
Treatment Center, everything came 
together this spring at a new location 
for a wonderful weekend. 
 
Camp Allen provided a beautiful  
setting and excellent accommodations.  
Activities included trail riding on 
horseback, a guided nature walk,  
canoeing, arts and crafts, reiki  
treatments and information on chakras.  
Early morning walks around the lake 
were a highlight. Evening activities 
included hay rides to a chuck wagon 

dinner and campfire and a pajama party 
casino night. 
 
Educational components of the retreat 
included sessions on nutrition,  
financial planning and understanding 
clotting disorders.  Breakout sessions 
were divided by age groups covering 
issues pertinent to teens, young 
women, parents and older women.  
Individual groups discussed living with 
your disease and learning to be an  
advocate.  This included learning how 
to tell your story using a template and a 
partner for feedback. 
 
This retreat is offered free of charge to 
women and girls with a bleeding or 
clotting disorder.  To receive  
information about next year’s retreat, 
contact Ed Kuebler, Senior Social 
Worker, Gulf States Hemophilia and 
Thrombophilia Treatment Center at 
713-500-8360. 

� Get News Flashes in Real Time 

Here’s how you can set up a news flash to receive emails automatically about hemophilia, von Willebrand  
Disease, bleeding disorders, etc.  Go to http://www.google.com/alerts and fill out the information as requested.  
For type, use comprehensive if you want any data that is broadcast.  Enter a keyword, (i.e., “hemophilia”) and  
select a frequency to be alerted and your email address. 

 
COMMUNITY 
SPOTLIGHT 

Please join us in  
congratulating  
TexCen member and 
first-time author  
Shannon Brush for 
making a difference in 
our community by 
writing My First Factor 
Words, the world’s 
first toddler book for 
children with  
hemophilia, ages 18m 
to 3 years.   
 
This “chunky” board 
book has beautiful  
illustrations and a  
simple theme.  This 
should be your child’s 
first hemophilia book!   
 
The book was  
sponsored by Factor 
Support Network and 
is available free from 
LA Kelley  
Communications, Inc., 
www.kelleycom.com. 
 
Shannon and her  
husband Alan are the 
parents of three boys 
and live in Southlake, 
TX. 
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Research Update 

New Study Will Monitor 
Postpartum Bleeding in 
VWD Patients  
 
A new multi-site study will measure 
postpartum von Willebrand factor 
(VWF) levels in women with von 
Willebrand disease (VWD) to provide 
clinical data for physicians who, until 
now, have had to rely on anecdotal 
evidence.  Andra James, MD, Duke 
University Medical Center in  
Durham, NC, is the principal  
investigator of the study.  Other sites 
that will participate include the Mary 
M. Gooley Hemophilia Center in 
Rochester, NY, and the Robert Wood 
Johnson University Hospital in New 
Brunswick NJ.  Two additional  
locations will be added later.  James 
and her colleagues will assess how 
VWF levels fluctuate during the  
postpartum period and whether  
decreases in these levels can be linked 

to hemorrhaging. 
 Virtually all women  
experience a rise in their VWF and 
factor VIII (FVIII) levels during the 
third trimester of pregnancy.   
However, within one month  
postpartum there can be a gradual 
decrease to baseline levels.   
According to investigators, this  
situation contrasts significantly 
among women with VWD who may 
experience precariously low drops in 
the VWF and FVIII levels – below 
the baseline – during the postpartum 
phase.  While this condition  
seemingly exposes VWD women to a 
significantly greater risk for excessive 
bleeding, the evidence until now has 
been mostly anecdotal. 
 The prospective cohort study 
is designed to compare changes in 
blood levels of VWF postpartum in 
an equal number of women with and 
without VWD.  Tests to determine 
patients’ VWF levels will be  

conducted at periodic intervals in the 
immediate postpartum period.   
Investigators will assess how quickly, 
to what levels, and for long VWF  
levels drop in the days post delivery.  
The data will help establish optimal 
clinical protocols. 
 “While we know that  
decreasing VWF levels following 
childbirth can result in serious  
complications for women with VWD, 
there are very little clinical data  
available to guide physicians in  
treating these patients,” said Peter 
Kouides, MD, a principal investigator 
of the study.  He is the Medical and 
Research Director of the Mary M. 
Gooley Hemophilia Center.  “By 
studying the patterns in declining 
VWF levels, we hope to learn 
whether treatment following birth is 
needed and the optimum duration of 
therapy.” 
 


