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CALENDAR OF
UPCOMING EVENTS
February
12

Winter Membership Meeting
Bowlero Lakeside, Valley Park, MO

March
1-2

NHF Virtual Washington Days

7

Missouri Virtual Advocacy Training

9-10

Missouri Virtual Advocacy Days

April
20-23 HFA Symposium - San Antonio, TX
29-1

Adult Retreat - Lake Ozark, MO

May
13-15 Men’s Retreat - Osage Beach, MO
19

Taste of Tequila, Splash of Charity
Sunny’s Cantina, St. Louis, MO

June
6-8

Camp Notaclotamongus-Session 1
Camp Wyman, Eureka, MO

8-10

Camp Notaclotamongus-Session 2
Camp Wyman, Eureka, MO

Stay up to date by following
us on social media!
@gatewayhemophiliaassociation
@GatewayHemo
@gatewayhemophilia
@GHA_STL

WWW.GATEWAYHEMOPHILIA.ORG
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A Message from the Executive Director

Gateway Hemophilia
Association

It has been two years we have been navigating Covid-19. During this time, GHA’s staff
continues to research best practices and opportunities to gather as a community and
to provide the most relevant and effective resources for you. After two virtual camps,
we are so excited to be planning an in-person camp in June, but it will be in two
phases to allow for additional safety measures. Most of our camp activities, including
meals will be outside, allowing social distance. Please check our website for more
information and protocols. The theme for camp is “The Great Outdoors.” We are
looking forward to seeing our campers at Camp NotAClotAmongus again!

4976 Eichelberger St.
St. Louis, MO 63109
314-482-5973
info@gatewayhemophilia.org
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We listened and we put your request into action: we are happy to announce GHA’s
first men’s retreat this May in collaboration with MHA. We will also host an adult
retreat in the spring. The adult retreat will focus on The Path You Choose in Life. The
keynote speaker is Jim Stroker, ESQ who is a Certified Emotional Intelligence
Facilitator, Wellness Coach, Global Motivational Speaker, Certified Trainer, and
Certified Yoga Instructor. We will celebrate the 27th year for FEW during July. FEW is a
conference that brings members together for educational sessions on the treatment of
bleeding disorders, while providing an opportunity to meet and network with other
people who have the same disorder. Then we will close out the year with The Females
and Bleeding (FAB) conference in October.
GHA’s teen program is looking for new ideas and volunteers, please reach out with
your suggestions. GHA offers many ways to get involved virtually and in person, please
stay in touch and continue to connect. We are always looking for ways to strengthen
the GHA community and would love your input. Happiness researchers have found
that a way to happiness is to invest in others. Good social relationships appear to be
more important to happiness than money, occupation, intelligence, and a variety of
other variables. We hope you will stay connected and find a way to share your talents,
time, or a financial contribution. I look forward to 2022 and hope you to see you soon!

Bridget Tyrey

COMMUNICATIONS AND
PROGRAMS MANAGER
Jennifer McNamee

Board of Directors meetings
are open to the public and held
the 2nd Tuesday of every odd
numbered month at 6:00pm at
4976 Eihelberger Street, St.
Louis, MO 63109. Changes to
these dates may be necessary
due to scheduling conflicts and
will be announced at
www.gatewayhemophilia.org/
about-us/board-of-directors
as soon as they are available.
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Fall Membership Meeting
On Thursday, October 28th, GHA member families gathered for a membership
meeting at Camp Wyman in Eureka, MO. The evening began with dinner,
community, and exhibit booth visits, and concluded with a special viewing party
of the Hemophilia Federation of America’s Symposium Final Night Event.

Holiday Membership Meeting

Thank You Sponsors
CSL Behring
ARJ Infusion Services, Hema Biologics,
Medexus, Novo Nordisk, Sanofi Genzyme,
Superior Biologics, Takeda

Thank You Sponsors
Gold Sponsor: Novo Nordisk

On Sunday, December 20th, GHA members and volunteers came together for a
membership meeting and holiday party at the Magic House Children’s Museum
in Kirkwood, MO. GHA’s Executive Director Bridget Tyrey and Board President
Mike Miller thanked the many volunteers who gave their time and talent to GHA
in 2021 and discussed GHA’s plans for 2022. After the meeting, attendees
enjoyed exclusive access to The Magic House, including a visit from Santa,
stockings for the children, and delicious cookies donated by Grandma’s Cookies.
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Bronze Sponsors: BioMarin, Octapharma,
Sanofi Genzyme
Snack Sponsor: Grandma’s Cookies
Stocking Stuffer Sponsors: ARJ Infusion Services,
BioMarin, CSL Behring, GHA, Grifols, Novo Nordisk,
Octapharma
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“It’s A Disaster” Trivia Night Fundraiser
On November 6th, 24 teams participated in GHA’s Trivia
Night Fundraiser at The Pavilion at Lemay. Attendees enjoyed
a night of challenging trivia, fun games, and a silent auction.
This year’s theme was “It’s A Disaster” and the costumes and
table decorations did not disappoint. Thank you to all of our
participants, volunteers, and sponsors for helping to make
this event a success!

Congratulations to the Winning Tables!

Trivia Winners!

1st Place:
Tied for 2nd Place:

Team Wilson
Team Edler & Team Stringer

Thank you Sponsors
Platinum Sponsor: Takeda
Event Sponsors: Bayer, CSL Behring, Great Southern
Bank, Octapharma, Paragon Hemophilia
Snack Sponsor: ARJ Infusion Services

Thank you Volunteers
Trivia Chair
Trudy Stringer
Auction Committee
Judy Bagato, Joan McGovern
Event Volunteers
James Addie, Sandy Addie,
Tina Charpentier, Laura
Herman, Jamie Knight, Mia
Korte, Paige Korte, Nick Love,
Chris McGovern, Joan
McGovern, Janet Mohler,
Judy Rone, Emily Sampson,
Dirk Stringer, Cody York,
Sarah Zolezzi
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Clinical Study and New Website to Focus on von Willebrand Disease and Pregnancy
The onset of childbirth and the postpartum period are times when
women with von Willebrand disease (VWD) are at an increased risk
for excessive bleeding, exposing them to further, and in some
instances, serious complications. While there exist therapies with
VWD-specific indications, it is not uncommon for these patients to
still experience excessive bleeding while receiving treatment. These
scenarios are challenging as there is sparce clinical data and a
subsequent lack of clear guidance on the optimal management of
bleeding in these particular settings.
The von Willebrand factor in pregnancy (VIP) study (vipstudy.com)
was therefore developed to enhance understanding of how best to
manage bleeding during delivery and the postpartum period in
women with VWD. Investigators for this prospective, multicenter
trial will focus on maintaining von Willebrand factor (VWF) levels at
a specific target level using VWF replacement therapy, and
assessing the impact on bleeding rates during and after childbirth.

The VIP study is being stewarded by a trio of experienced principal
investigators including Drs. Jill Johnsen (Bloodworks and University
of Washington), Barbara Konkle (University of Washington), and Dr.
Peter Kouides (Mary M. Gooley Hemophilia Center and University
of Rochester). The VIP Study is currently recruiting pregnant
women in the U.S. above 18 years of age with VWD of any type.
An exciting component of the VIP is a new companion website,
created to keep patients and healthcare professionals informed
about the study. It will provide information on VIP’s design, patient
eligibility, and locations of participating centers. The site was
officially launched on December 10th during an educational webinar
that preceded the American Society of Hematology Annual
Meeting.
Source: PR Newswire/The VIP Study, November 28, 2021

New Data Analysis Sheds Light on Bleeding Patterns in Young vWD Patients
Historically, data on infants and toddlers (ITs) with von Willebrand
disease (VWD), particularly relevant to bleeding patterns, has been
lacking. To address this absence of data, a team of researchers from
the U.S. Hemophilia Treatment Center Network (USHTCN) and the
Centers for Disease Control and Prevention conducted a
retrospective analysis of HTC patients with VWD who are less than
two years of age. The data were obtained through the USHTCN. The
results were published in the journal Blood Advances.
A total of 105 VWD patients two years of age or less were
ultimately included in the analysis: of those, 63% were type I VWD,
28% were type II VWD, and 9% were type III VWD. Investigators
focused primarily on birth characteristics, bleeding episodes, and
complications.
A review of birth and delivery data showed that 86% were delivered
at full term, 82% were of normal weight, and 89% were considered
to be of normal length. 63% of the births were done vaginally, while
elective cesarean sections were utilized more often with mothers
who were known carriers of VWD.
An examination of diagnosis data showed that patients with type 2
VWD were identified sooner, on average, than types 1 and 3.
Patients had a mean age at diagnosis of seven months, with little
variation by sex. A family history of VWD was also associated with
an earlier diagnosis, occurring approximately four months earlier
than in those without such a history. In all, family history of a
bleeding disorder prompted diagnostic testing for 68% of this
population.

Initial bleeds most often occurred in the oral mucosa (mucous
membrane lining the inside of the mouth), with 32% of patients
experiencing this symptom. The second and third most common
bleeds were circumcision-related (12%) and intracranial/
extracranial bleeding (10%), respectively. Approximately 5% of
patients suffered an intracranial hemorrhage, though none was
associated with delivery at birth.
Treatment with bleeding disorder therapies was utilized in
approximately 64% of the patients in the study, with nearly half
(47%) of these receiving plasma-derived von Willebrand factor VIII
concentrates. Aminocaproic acid was used in 32% of patients, while
14% received intravenous or intranasal desmopressin.
The authors highlight the central role HTCs play in mitigating risk
and ensuring the best possible outcomes for these patients.
“Other studies have recommended a multidisciplinary care
approach to provide early diagnosis and optimal care for this
population. Specialized HTCs are uniquely positioned to offer such
multidisciplinary care, including genetic counselors throughout the
prepartum period who work to increase expectant mothers’
understanding of the risks associated with having a child with VWD,
and adult and pediatric hematologists, obstetrician-gynecologists,
genetic counselors, nurses, and social workers throughout the preand postpartum period who seek to optimize outcomes and disease
management,” conclude the authors.
Source: Hematology Advisor, October 4, 2021

The majority of the patients (70%) experienced a bleeding event,
with 68% of those having their initial bleed in the first year of life.
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GHA Programs & Events
Educational Scholarships

Due March 31st

GHA is proud to award educational scholarships annually to GHA members with a bleeding disorder entering or
attending a community college, junior college, four-year college, university, or vocational school. Applications are now
available at gatewayhemophilia.org/our-programs/scholarship-program.

Conference Participant Grant
HFA’s Symposium is an annual community-centered educational event that draws hundreds
of members from the bleeding disorders community together to share information, learn new
advancements, and build a network of support.
GHA is offering an educational participant grant for GHA members with a bleeding disorder
within GHA’s service area who are attending HFA’s Symposium. Applications are available at
gatewayhemophilia.org/events.

Adult Retreat

April 29th - May 1st

Date: April 20-23, 2022
Location: San Antonio, TX
Grant Application Deadline:
February 18th

Margaritaville, Lake Ozark, MO

GHA’s Adult Retreat is for adults with a bleeding disorder age 20+. Each adult with a
bleeding disorder may bring one significant other. This retreat allows you to connect
with other adults living with a bleeding disorder. You will learn something new and
leave feeling empowered to be a better advocate. Connect during fellowship, food,
education, and FUN!
Use the QR code, or visit gatewayhemophilia.org/adult-retreat to register.
Registration deadline is April 1st.

Men’s Retreat

May 13th - May 15th

Margaritaville, Lake Ozark, MO

The Men’s Retreat is for men age 21+ that live in GHA or MHA’s service area
and have a bleeding disorder, are the spouse of someone with a bleeding
disorder, and/or are the parent of someone with a bleeding disorder. Enjoy
this opportunity to connect with other men during fellowship, food, education,
and FUN!
Use the QR code, or visit gatewayhemophilia.org/mens-retreat to register.
Registration deadline is April 8th.

Family Education Weekend
July 8-10th DoubleTree Chesterfield Hotel
GHA’s Annual Meeting provides an opportunity for GHA members to attend
educational sessions focused on living with a bleeding disorder, meet and
network with others facing the same challenges, and have a lot of fun. This
weekend-long conference also includes a Teen Track, Children’s Program for
kids age 5-11, and daycare for kids age 4 and under.

Registration is open at gatewayhemophilia.org/family-education-weekend
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Camp Notaclotamongus

Registration Deadline: April 30th

2022 Theme

The purpose of Camp is to learn about bleeding disorders, develop skills to care for bleeding disorders,
and to have fun! Campers will have the opportunity to meet new friends and participate in a variety of
traditional camp activities.
We invite children within GHA’s service area between the ages of 7-17 to attend. To be eligible for camp,
the child must meet one of the following criteria:
• Diagnosed with hemophilia, vWD, platelet disorder, or an inheritable bleeding disorder;
• Diagnosed as a carrier of hemophilia or an inheritable bleeding disorder.
To ensure the safest camp experience for all involved, Camp will be divided into 2 sessions:
• Session 1: June 6-8, for children ages 7-10
• Session 2: June 8-10, for children and teens age 11-17
Use the QR code, or visit gatewayhemophilia.org/events/camp-notaclotamongus to register.
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Unite for Bleeding Disorders Walk & 5K
GHA’s annual Unite for Bleeding Disorders Walk & 5K brings families affected by bleeding
disorders together with friends, neighbors, coworkers, and community members under
the common cause of raising awareness and critical funds to support the bleeding
disorders community.

July 10, 2022
Registration: 8:30 am
Walk/5K begins: 9:30 am

Please consider joining us by starting a team, joining an existing team, or making a
donation. Every dollar counts, every dollar stays in the local community, and every dollar
makes a difference. For more information, or to register for GHA’s 2022 Unite Walk & 5K,
follow the QR Code.

DoubleTree Hotel
16625 Swingley Ridge Rd.
Chesterfield, MO 63017

The event will include breakfast, a DJ, a bubble bus, face painting, a pet hydration
station, and fun for the whole family! We hope to see you there!
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In Memoriam: Remembering Val Bias
NHF is deeply saddened to announce that former NHF CEO and
community member, Val Bias, passed away suddenly on Thursday,
Dec. 30.
NHF will forever honor Val’s legacy and all that he accomplished for
the inheritable blood disorders community in the United States and
internationally. Most remarkably, Val was a uniquely skilled
community builder, building bridges, coalitions and cultivating
champions for our community. Prior to his tenure as CEO of NHF,
Val served as Chairman of The Board of Directors of NHF from Jan
1992 - Jan 1994. He also served in multiple capacities on the global
stage working closely with the World Federation of Hemophilia,
including advancing the International Twinning Program.

Val transformed the NHF chapter network unifying and
strengthening our voice and impact from the statehouse to the halls
of Congress. His many notable contributions included establishing
the first NHF Washington Days and championing the National AIDS
Memorial’s Hemophilia Circle. As CEO he led NHF into a new era of
growth and service, he stabilized NHF funding and built programs to
serve those who had been left behind. His lifelong commitment to
families and youth was no more evident than through his
commitment as a summer camp counselor and innovative summer
camp programming in his service as Camp Founder and Staff
Director of Camp Hemotion: Camp for Children with Bleeding
Disorders. He began his career with NHF in Washington
championing the passage and funding of the Ricky Ray Act and
working to transform the regulatory framework to ensure the
tragedy of HIV/AIDS would not repeat. His impact and the effect of
his forceful advocacy will long be felt, from the halls of power at the
U.S. Capitol Building, to the arts and crafts room at local summer
camps. “The reason NHF and the inheritable blood disorders
community has come so far is because of what Val was able to
accomplish,” said NHF President and CEO Len Valentino. “I had the
honor to walk alongside Val both professionally and personally and
can say with certainty that what he has done throughout his life
inspired change. His legacy will live on forever, and he will be
greatly missed.”

“When I think of Val, the word advocate comes to mind. He
was a mentor, a friend, and a voice for the bleeding
disorders community. I will remember him most for his
dedication and perseverance in holding the government
accountable when thousands were infected with HIV in the
80s. He continued to have a positive impact on camps
across the country, on chapter leaders, and encouraging
women with bleeding disorders to get diagnosed with his
My Life, Our Future initiative. He will forever be missed,
but his smile and impact will not be forgotten.”
- Bridget Tyrey

Pictured L to R: GHA Executive Director Bridget Tyrey, former HFA CEO
Kimberly Haugstad, Val Bias, and GHA member Danielle Flores at the
National AIDS Memorial Hemophilia Circle in San Francisco, CA.

Mother of Ryan White, Jeanne-White Ginder said in tribute “I am
most grateful to Val for including me in the hemophilia community
and widening the circle to make sure everyone’s voice was heard.
He made sure our losses were not forgotten, especially through his
efforts to include the hemophilia community in the National AIDS
Memorial Grove. Val knew the hemophilia community because he
lived hemophilia alongside all of us. In spite of his own health
battles and personal losses, he carried on with courage and strength
that inspired us all, making him not only an accomplished leader but
a role model that will never be forgotten.”
NHF and the community are heartbroken over this sudden loss. Val
served as NHF’s CEO for over a decade and carved the path for the
organization's continued growth and sustainability. NHF extends
sincere condolences to Val’s beloved son Langston, his loving wife
of twenty years, Robin, and his entire family.
Source: NHF Press Release 12/31/21
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DONATIONS, HONORARIUMS, AND MEMORIALS
GHA gratefully acknowledges our donors who so generously contributed to the Chapter in the fourth quarter of 2021 with
general donations, Honorariums, and Memorials.
$10,000+
Octapharma
$5,000 - $6,999
Carney’s Kids Foundation
P.A.I.G.E. Foundation
$3,000 - $4,999
Bayer
CVS Health
Takeda
$2,000 - $2,999
National Hemophilia
Foundation
Sanofi Genzyme
$1,000 - $1,999
CSL Behring
$500 - $999
ARJ Infusion Services
Great Southern Bank
HEMA Biologics
Medexus
Paragon Healthcare
Superior Biologics
$250 - $499
BioMarin
Duvall, Joseph
Herbig, Lauren
Love, Jim & Barb
Miller, Mike & Kate
Sampson, Steve & Sheri
Schneider, Chris & Abby
Schultz, Ed & Leslie
Stringer, Lori & Gerry Rosen
$100 - $249
Bagato, Judy
Belsham, Grant
Boeing
Burns, Ben
Carleton, John & Pam
Craven, Vicki
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Edler, Tracey
Flores, Tony & Danielle
Gindling, Judy
Johannes, Dan & Charla
Kleppe, Kory & Juli
Kuntz, Derek & Robyn
LaFlamme, Liz
Lewis, Mike & Andrea
Morales, Carmen
Nassif, Pat
Pruitt, Don & Cheryl
Roland, Geoff
Schneider, Mike & Melissa
Schnyder, Eric
Shaffer, Angie
Stringer, Drew & Kaley
White, Lizzie
Wilson, Kerry
Witte, Anthony
$50 - 99
Amazon Smile
Burns, Emily
Conran, Taylor
First National Bank in Carlyle
Gibbs, Kelley
Horvath, Molly
Howard, Zach
Johnson, Amber
Metcalf, Christopher
Nahm, Timothy
Noel, Rob & Chris
Ratchford, John
Schneider, Linda
Shrout, Jeff
Sims, Bryan & Janet
Tyrey, Bridget
UMB Bank
Wilson, Dana
Zangaro, Martin & Monica
$1 - $49
Addie, James & Sandy
Allen, Lisa
Bartnick, Lisa
Bartnick, Julie

Berger, Bill & Julie
Berger, Bryan
Biggs, Ed
Biggs, Beth
Blinder, Amy
Bowen, Tina
Callahan, Kevin
Carleton, Brian
Casey, Corey & Kristin
Chris
Church, Robert & Tina Bell
Davis, Colby
Donovan
Dunahee, Katie
Franklin, Sandra
Gravitz, Beth
Harris, Michelle
Hennessy
Hermach, Cheryl
Hermach, Kate
Hermach, Steve
Hurster, Jim
Hurster, Robert
Knight, Julie
Kreher, Steve
Kroupa, Daniel
Lindsay, Ryan
Lindsay, Adam
Love, Nick
Marema, Brian & Kristin
McArthur, Ian
McCarthy, Becki
McNamee, Jen
Molly
Muckler, Diane
Nash, Rush & Sharmin
Newman, John
Oliver, David & Deborah
P., Dean
Paul
Paypal Giving
Prewitt, Keith & Kim
Ray, Shawn
Roland, Kelly
Sadler, Christine
Schroeder, Nikole

Searcy, Melinda
Sergio
Sledd, Mike & Makenzie
Smith, Ben
Taras, Lisa
Theriot, Jean Paul
Thrower, David
Townsend, Melissa
Tucker, Melissa
UKOGF Foundation
Vaughn, David
Walker, Stephanie
Watson, Mike
Wecker, Courtney
Wecker, Morgan
Wilson, Randy
Yoey, John
Thank You
FACEBOOK FUNDRAISERS!
Samantha Blacklidge
Tonya England
Janet Sims
Bunny VanDyken

Facebook Fundraisers are
an easy way to not only
raise funds to support
the many programs and
services GHA provides to
the bleeding disorders
community, but to raise
awareness of bleeding
disorders! Even better,
Facebook takes no fees
from the money you
raise, so all dollars go to
GHA!
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