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CALENDAR OF
UPCOMING EVENTS
January
25

Walk Kick Off Party
The Nano Pub, St. Louis

February
3
28

Membership Meeting
Brunswick Zone, St. Louis
Advocacy Training
Jefferson City, MO

March
1

Missouri Advocacy Day
Jefferson City, MO
7-9
Washington Days
Washington, D.C.
23-25 Women’s Retreat
Lake Ozark, MO

April
17
World Hemophilia Day
20-21 Teen Retreat
Waterloo, IL
26-29 HFA Symposium
Cleveland, OH

May
5

Unite for Bleeding Disorders
Walk/5K, Forest Park

Like us on
Follow us on
@GatewayHemo

Missouri Advocacy Day
Join GHA in Jefferson City, MO and let your voices be heard!
Advocacy Training Dinner
When:
Where:

Wednesday, February 28, 2018 at 6:30 p.m.
Capitol Plaza Hotel
415 W. McCarty St., Jefferson City, MO 65101

Missouri Advocacy Day
When:
Where:

Thursday, March 1, 2018 at 8:30 a.m.
Missouri State Capitol
201 W. Capitol Ave., Jefferson City, MO 65101

Register for this important event at
www.gatewayhemophilia.org/events/mo-lobby-day/
Registration deadline is January 27, 2018
For our Illinois Residents: Please check the GHA website for details about
Illinois Advocacy Day. We will update this information as it becomes available.
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A Letter from the Executive Director
Greetings Friends,
GHA is a non-profit, community based
organization, dedicated to the advocacy,
education and support of families affected by
bleeding disorders. As we close out 2017, I am
so proud to talk about the passion this
community has.
Many of you have given your time to help fulfill
this mission and to make events happen. GHA
was fortunate to have over 135 volunteers and
financial donations from over 600 different
individuals to assist our mission in 2017. We
could not have done it without you.
GHA’s membership grew by 10% in 2017. As our
membership grew so did the programming with
29 trainings & educational programs spanning
over 50 days, 13 golf lessons provided at no cost
to adults and children in the community, 3
advocacy focused events, 6 fundraisers, 1 Give
Back event, 3 membership meetings, and the
highest attended annual meeting to date, which
offered 35 sessions to approximately 270
attendees. GHA’s Helping Hands program
assisted 9 families with financial support in
2017.
Some highlights from 2017 are listed below:
We welcomed Jen McNamee who joined us in
February as a part-time Communications and
Program Manager. Jen assisted with many
programs last year and looks forward to
meeting more of you in 2018.

program and GHA’s Board of Directors. GHA’s
teens applied to the council and declared their
position of interest. The Board of Directors then
chose the Council, which consists of 3 teens,
Johnny Schuppe, Gabrielle Flores, and Alyssa
Causey, and the teen program coordinator Dan
Shelton. The Teen Council meets to decide their
programming for the year, their track at the
Family Education Weekend (FEW), fundraising,
and volunteer opportunities. They also attend the
Board of Directors’ meetings. Thank you to our
Teen Council.

GHA held their largest Missouri Advocacy Day
with over 50 attendees and 37 appointments in
March, for Bleeding Disorders Awareness Month.
Members met with their Representatives to
educate them on bleeding disorders. We reached
a new level in 2017 in the energy and interest to
come together to discuss key issues impacting
access to care and putting a face on bleeding
disorders. Prior to FEW, GHA held an advocacy
pre-conference for 26 Advocacy Ambassadors
who are committed to taking part in the
democratic process and serving as liaisons
between GHA and their elected Representatives.
Each Ambassador’s efforts are crucial to the
success of GHA.

INDUSTRY ADVISORY
CHAIRS
John Carleton
Jessica Hurtig
EXECUTIVE DIRECTOR
Bridget Tyrey
COMMUNICATIONS AND
PROGRAM MANAGER
Jennifer McNamee
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GHA’s Teen Council is a new initiative that
started in April which allows teens to have peer
representation in the highest levels of the

Thank you for supporting GHA’s 8th Annual
Hemophilia Walk, our largest fundraiser. The
Hemophilia Walk is now the Unite for Bleeding
Disorders Walk! Unite for Bleeding Disorders is

GHA Board of Directors meetings are open to the public and held the 2nd Wednesday of every
odd numbered month at 6:00pm at 4976 Eichelberger 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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the largest fundraiser throughout the country that UNITES the
bleeding disorders community. All the money raised will be used to
assist our overall mission to find better treatments and cures for
bleeding disorders and to prevent the complications of these
disorders through education, awareness, advocacy, research, and
local services. The Unite for Bleeding Disorders Walk will be held
on Saturday, May 5th at Forest Park. In 2017 we had 29 teams and
300 participants! Our 2018 goal is to raise $55,0000!!!

In October, 8 teens and 4 chaperones ventured onto the trails of
Hawn State Park to strengthen teen involvement within the local
bleeding disorders community. This educational, but fun team
building hike was geared towards teens with a bleeding disorder
and their siblings. Peer to peer relationships were established by
socializing and sharing their experiences through several activities
throughout the weekend. This has strengthened the future of our
organization, providing a way of connecting and training new
leaders of the organization.

Camp Notaclotamongus was the largest yet with over 40 campers
and 45 volunteers. Everyone had the opportunity to meet new
friends and participate in a variety of traditional camp activities
while building self-confidence, learning about their treatment, and
gaining independence.
In August, I was honored to have chaired NHF’s 69th Annual
Meeting in Chicago, IL. NHF’s Annual Meeting enables our
community to come together and exchange information on a wide
variety of topics, from the basics of diagnosis to the most recent
and relevant developments in treatment and technology. It is the
premier opportunity for networking and support for individuals
and families affected by bleeding disorders. If you have interest in
attending NHF’s Annual Meeting in Orlando, FL in 2018 check out
GHA’s website for scholarship opportunities.

GHA is a non-profit organization that relies on fundraising revenues
to offer the programs and services they provide. Many assume that
all programs and services provided are funded by pharmaceutical
companies and specialty pharmacies. While we do have a strong
partnership with these companies and they have been generous to
the bleeding disorders community, their contributions are not
enough to sustain our organization. We believe it’s critical to the
long-term sustainability of GHA that we diversify our fundraising
sources. Our walk, wine tasting, trivia, and golf fundraising events
need your help to sustain GHA and create greater awareness about
bleeding disorders to the public. This is an opportunity for the
bleeding disorders community to come together and become
stronger.
There are several ways to get involved. You can attend our many
educational programs, volunteer at our events, or give back
through donations, many companies have matching contributions.
Our women, men and teen groups provide opportunities to make
connections with others who are also coping with life with a
bleeding disorder.
GHA is a community of sharing, whether it’s providing help when
you or your bleeding disorders family need it, or you’re helping
others in need. GHA is here to serve you, this is our organization.
We hope you will build a strong bond among those coping with a
bleeding disorder.
Thank you for your ongoing support of Gateway Hemophilia
Association.

A new program was introduced in the fall, a four-week adult golf
clinic. This began in September for people with a bleeding disorder
and caretakers over the age of 18 to connect, educate, and get
hands on golf instruction. Golf equipment is not required nor is
previous experience.
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Bridget Tyrey
Executive Director
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GHA’s Holiday Party
On Sunday, December 17th, the GHA community
celebrated the holidays at The Magic House in
Kirkwood, MO. The evening began with a membership
meeting led by Executive Director Bridget Tyrey and the
members of GHA’s Teen Council. Following the
meeting, GHA had exclusive use of the Magic House,
where kids of all ages could explore the museum, visit
with Santa, and enjoy delicious cookies donated by
Grandma’s Cookies and snacks donated by Frito Lay.
Thank you to everyone who made this festive evening
possible!

Holiday Party Sponsors
Silver Sponsors
Aptevo Therapeutics, CVS/Specialty,
Novo Nordisk

Bronze Sponsor
ARJ Infusion Services, Inc.,

Stocking Sponsors
Accurate Rx, ARJ Infusion Services, Inc.,
CVS/Specialty, GHA, Superior Biologics, NCHS

Accepting
Applications!
GHA was proud to award $9,000 in scholarships to
college students in the GHA community for the 2017-18
academic year. The application period is now open for
the college students enrolling in the 2018-19 academic
year. Visit www.gatewayhemophilia.org/our-programs/
scholarship-program/ to fill out your application. The
deadline to apply is March 31, 2018.
A number of additional scholarships offered to students
with a bleeding disorder can also be found on the GHA
website. Check the website for more information about
deadlines to apply for the 2018-19 academic year.
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At NHF’s annual meeting WFH USA President Mark
Skinner shared the challenges of those living with a
bleeding disorder, but who have no access to treatment,
face every day. The WFH is working to change their
reality. With the support of GHA and other NHF Chapter
supporters, WFH diagnosed over 9,000 new patients in
2016, many in countries that lacked the capacity to do so
prior to their arrival.
You can learn more at www.wfhusa.org.
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Become an
Advocacy Ambassador!

Advocacy Update
On Tuesday, November 14, 2017, Chapter staff from the Gateway Hemophilia
Association (GHA) and Midwest Hemophilia Association (MHA), members
from Missouri Hemophilia Treatment Centers (HTCs), the National
Hemophilia Foundation (NHF), the Hemophilia Federation of America (HFA),
Industry Government Relations representatives and community advocacy
experts for the Missouri Bleeding Disorders (MOBD) Coalition met to identify
advocacy issues for 2018.

If you are interested in becoming an
Advocacy Ambassador, learning more
about the program, or subscribing to
the Advocacy Ambassador newsletter,
contact Jen McNamee at 636-675-4911
or jmnamee@gatewayhemophilia.org.

After the stakeholder meeting, Bridget Tyrey, Executive Director of GHA,
Mark Cox, Executive Director of MHA, and Brendan Hayes, Government
Relations Specialist at NHF, met with Stephen Calloway, Director of Pharmacy
for MO HealthNet to discuss Medicaid coverage.
GHA looks forward to continuing our advocacy efforts in 2018, with the help
of our MOBD Coalition partners and our Advocacy Ambassadors.

Spotlight on Our Community

GHA Teen
accepted to
NYLI
GHA Gives Back!
Each year GHA makes a commitment to give back to another
nonprofit in our area. Thank you to our GHA members who
donated their time to the Arnold Food Pantry on Saturday,
November 18th. Just under 2,000,000 items were donated in
the St. Louis region through the Boy Scouts of America’s
Scouting for Food campaign that day, with over 21,000 of
those items going to the Arnold Food Pantry. Thank you to
Danielle Flores for getting us in touch with the Arnold Food
Pantry.

GHA is proud to announce that
Teen Group member Rieley
Schneider was recently accepted
into NHF’s National Youth
Leadership Institute.
As stated on the NHF website, “The National Youth
Leadership Institute (NYLI) at the National Hemophilia
Foundation (NHF) exists to provide youth (18-24 years old) in
the bleeding disorders community with leadership
opportunities to encourage personal growth, effect change,
and positively influence others.
When asked what she hopes to get out of this experience,
Rieley stated, “NYLI is a once in a lifetime experience and I
couldn't be happier to be a new member. There are many
things to look forward to in the next 3 years. I hope to gain the
skills to educate our community about all bleeding disorders
and to ultimately give back to GHA and other chapters across
the country.”

Congratulations Rieley!
WINTER 2018
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2018 GHA Events to be Excited About!

You are invited to Come Join the fun!
12th ANNUAL GATEWAY HEMOPHILIA ASSOCIATION
Membership Meeting & Bowling Party!
February 3, 2018

When?

12:15 – Exhibits, Membership Meeting & Bowling
LAKESIDE LANES
1254 DOUGHERTY FERRY ROAD ST. LOUIS, MO.

Where?

All bowlers will enjoy TWO FREE hours of bowling,
shoe rental, and light refreshments.
*This program is for consumers and caretakers of people with a bleeding disorder.
Space is limited, bowling will be distributed on a first come first serve basis.

Attendees must attend the membership meeting to receive two hours of complimentary bowling

RSVP by January 29th
to info@gatewayhemophilia.org or (314) 482-5973

Title Event sponsor:
8 GATEWAY CONNECTIONS
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When:

March 23-25, 2018

Where:

The Lodge of Four Seasons
Lake Ozark, Missouri

Who:

Women 18 and older that are
caregivers of a person with a
bleeding disorder or have a
bleeding disorder themselves

Why:

Women deserve a weekend
that’s all about them! The focus
of the conference will be
education, personal growth and
networking. Sessions will focus
on bleeding disorders, treatment
options, and most importantly,
RELAXATION!

Visit www.gatewayhemophilia.org/events
to register by March 1, 2018

When:

April 20-21, 2018

Where:

Camp Wartburg
Waterloo, Illinois

Who:

Teens with a bleeding disorder
and their siblings age 13-18

Why:

Because our teens are our
future leaders! Teens will enjoy a
fun weekend of camp activities,
team building and leadership
with our guest facilitator from
Gutmonkey

Visit www.gatewayhemophilia.org/events
to register by March 1, 2018
WINTER 2018
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2018 GHA Events to be Excited About!
GHA’s Unite for Bleeding Disorders Walk/5K
The Unite Walk is GHA’s largest fundraiser!
Help us make this year’s walk a success!
Whether you’re a first time fundraiser or a seasoned
pro, we’re here to help you! Contact Jen McNamee at
jmcnamee@gatewayhemophilia.org or 636-675-4911
for support and tips on easy ways to fundraise!

To register or create a team, visit
http://bit.ly/GHAWalk
When:

May 5, 2018

Where:

Forest Park - Lower Muny Lot
St. Louis, Missouri

Who:

Anyone who cares about the
bleeding disorders community!

Camp Notaclotamongus!
Celebrating our 10th year of Camp
2018 Theme: Top 10!
When:

June 6-9, 2018

Where:

Living Well Village
Imperial, MO

Who:

Children and teens age 7-18 with a
bleeding disorder

Why:

Thank you

!
MIDSCI was recognized on January 5, 2018
as GHA’s Corporate Sponsor of 2017!

MIDSCI, based in Valley Park, MO, distributes a wide
range of laboratory equipment and supplies, plastics,
kits, reagents and tissue culture supplies for the
biotechnology, microbiology, tissue culture and
Friendships, independence and fun! molecular biology industries.
MIDSCI has provided volunteers at the Walk, Family
Education Weekend, and the Tee Off for Hemophilia
Golf Tournament. As one of last year’s major donors,
they contributed to golf and had one of the top walk
teams. Their employees have gone above and beyond.
Thank you to MIDSCI and their employees for their
dedication and support of GHA.

10 GATEWAY CONNECTIONS

WINTER 2018

Family Education
Weekend!

When:

July 13-15, 2018

Where:

The DoubleTree Hotel
Chesterfield, Missouri

Who:

Families affected by bleeding
disorders

Why:

FEW is an opportunity for
families to come together to
meet and network with fellow
community members, attend
valuable education sessions,
and have fun!

Registration will open May 1, 2018
Visit www.gatewayhemophilia.org/events
for more information

An Update from Washington University Center for the Treatment of Bleeding Disorders
By Dr. Elaine Majerus

Washington

University Center for the Treatment of
Bleeding Disorders serves both pediatric and adult
patients with bleeding disorders. We have boardcertified adult and pediatric providers, experienced
nurses, physical therapists, and social workers who
understand the problems of those who have bleeding
problems. We also work closely with dentistry and
orthopedic surgery to facilitate care.
We are a member of Region VI of the federally-funded
hemophilia treatment centers and do actively participate
in clinical trials through the Center for Disease Control
and the Maternal and Child Health Bureau. We also were
active in the My Life Our Future genotyping and research
repository project and did provide results to all patients
that were interested in knowing the change that led to
hemophilia in their family. We will also participate in the
BioMarin gene therapy trial for those with severe
hemophilia A without inhibitors.

location on Kingshighway. We are excited to announce that
we will start seeing patients twice a year in Perryville, MO in
2018 where there is a pocket of patients with hemophilia B.
We also hope to expand care further west of the St. Louis
region to fill the needs of those in outlying area.
Washington University has a long history of research in
coagulation and bleeding disorders. Scientists here have
been involved in understanding the coagulation cascade and
the role of platelets. They have also been the first to purify
several clotting factors and have cloned the genes for
different clotting factors and regulators including von
Willebrand Factor.
We enthusiastically welcome all patients with bleeding and
blood clotting disorders to our center! For questions, please
contact Bill Berger at 314-362-9996.

For adults, we do see patients with bleeding disorders at
the Barnes-Jewish West County location, the South
County Mid-America Drive location, and at the main

WINTER 2018
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Aging Well With a Bleeding Disorder:
What Women Should Know
Tackling the challenges of menopause, osteoporosis and
other issues
Author: Emily Rogan

Having

a bleeding disorder
means you need to pay closer
attention to your lifestyle and selfcare as you grow older. “We want
you to live well as you age,” says
Tammuella Chrisentery Singleton,
MD, a hematologist at the
Louisiana Center for Bleeding and
Clotting Disorders at Tulane
University School of Medicine who
is passionate about women and
girls with bleeding disorders. “It’s
especially important to be informed
and
aware
of
additional
complications to make good
decisions.”
While there hasn’t been ample

WINTER 2018

research focused on how aging
affects women with bleeding
disorders, Singleton says it’s good
news that the issue is a matter of
discussion today. “Ten years ago,
we didn’t have this topic,” she
says. And she expects the
conversations
to
push
researchers to address the issue.
“I think we will see a paradigm
shift.
Hematologists
and
gynecologists
are
coming
together to look specifically at
women with bleeding disorders.”

Menopause and bleeding
disorders

There are three common issues
facing women with bleeding
disorders.

It’s also important to continue to
see a gynecologist even when
menses ends, says Jeanette Cesta,
54, a national bleeding disorders

Singleton suggests talking with
your gynecologist and hematologist
about options to make the transition
through menopause smoother.
After an overall health evaluation,
hormone therapy or birth control
pills might be considerations, she
adds. “It’s a different conversation
than for a woman who doesn’t have
a bleeding disorder,” Singleton
says.
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educator who has von Willebrand
disease. “Just because monthly
menstrual bleeding is no longer an
issue, we need to remember there
are other reasons to see a
gynecologist
regularly,”
Cesta
says. “Pap smears, mammograms
and other gynecological health
monitoring is still critical and
shouldn’t be ignored.”
Concerns about osteoporosis
Loss of bone density and
increased risk of fractures are a
concern for all women as they age.
However, there is an additional risk
for women with bleeding disorders
if surgery is necessary as a result
of a fracture, says Singleton.
Typically, preventive measures
include weight-bearing exercises,
spending
time
outdoors
in
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sunshine and taking oral vitamin
D supplements. However, it’s
important to talk with your doctor
before you take any supplements,
as they may affect your bleeding
disorder.
Grace defined
Along with regular exercise and
eating a well-balanced diet, a
positive mental outlook is critical.
“I believe attitude has a major
impact on our health,” says Cesta.
“By continuing to work toward
personal
goals
and
being
supportive to the people in our
lives, we will thrive.”
Questions
remain
regarding
typical
recommendations
for
aging women and how they might
affect
those
with
bleeding
disorders. For example, “natural

remedies such as antioxidants
might be heart-healthy for others,
but will they interfere with bleeding
or platelets?” says Cesta.
Despite
such
lingering
uncertainties, Cesta says she is
encouraged by the progress so far.
“I
love
watching
the
next
generations of women coming up
and seeing them have betterquality healthcare for their bleeding
disorder,” she says. And alongside
hope for the next generation is an
admiration for her own. “I feel pride
for my generation of women, who
have endured so many challenges
yet have succeeded in lighting the
path for women coming behind
them.”
Source: https://hemaware.org/
womens-health/womens-bleedingdisorders
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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 2017 with
general donations, Honorariums, and Memorials.
$7,000 - $9,999
Shire
$1,000 - $3,999
Bayer Pharmaceuticals Inc.
Cottrill’s Pharmacy, Inc.
Genentech
Pfizer
Wingmen Foundation Inc.
$500 - $999
Eschbacher, Bob & Gina
Hemophilia Federation of
America
Icon Mechanical
Novo Nordisk
Staats, Steve & Jennifer
Superior Biologics
Washington University
$100 - $499
American Service and
Product, Inc.
Arbini, Kathryn
Bagato, Judy & Ray
Barkett, Ken & Doris
Bauman, Jake & Stephanie
Boeing
Bollinger, Anne
Buske, Jill & Keith
Carleton, John & Pam
Flores, Danielle & Tony
Geno, Kirk
Harris, Dan
Huff, John & Caroline
Jaachs, Jim
Johannes, Charla & Cyril
Ketterling, Nikki
LaFlamme, Liz & Brian

WINTER 2018

Matrix Health
McNamee, Tim & Deb
Metcalf, Andrea
Parrott, Anne
Pearman, Matt
Putnam, Scott
Rodgers, Brian
Rodgers, Mark
Sampson, Jordan
Shroat, David
Stringer, Dirk & Trudy
Thrower, David
Wigge, Mary & Dennis
$50 - $99
Boyd, Karen
Escrip
Garmen, Bob
Hanse, Austin
Klein, Michael & Kristina
Matoushek, Geraldine
Metcalf, Christopher
Sims, Janet & Bryan
Sipole, Nancy
Tyrey, Bridget
Vassolo, Julia
Wagner, Deborah
Welch, Terry
Wilson, Dr. David

$1 - $49
Addie, James & Sandy
Amazon Smile
Anderson, Stephanie
Bauman, Jane
Casey, Kristin & Corey
Crider, Vicki
Daube, Todd
Green, Debbie

Herman, Laura
Hurster, Jim & Jessica
Martin, Jennifer
McNamee, Jen
Metcalf, Jenna
Mohler, Maria
Perrault, Diana
Plut, Mary Ellen
Prewitt, Keith
Rentschler, Jen
Reynolds, Marcia

Sansegraw, Kim
Schneider, Chris & Abby
Schneider, Linda
Thrower, Mary Kay
Williams, Brittany & Rocky
Willman, Martin
Wilson, Kevin

In Honor of Austin Hanse
Icon Mechanical

1. Pick up a free Escrip card at your local Schnucks
2. Visit escrip.com to enroll
and select GHA as your
charity
3. Give the cashier your
Escrip card at checkout

1. Visit smile.amazon.com
2. Sign in to your regular amazon account
(or create an account for free)
3. Select the Gateway Hemophilia Association
as your charitable organization
4. Start shopping!
Amazon donates 0.5% of the price of your eligible
AmazonSmile purchases to GHA!
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With the uncertainty of healthcare, many in the bleeding disorders community are
concerned about the future of cost and access to factor products. Co-payments and
out-of-pocket expenses can be devastating on a family’s budget. Assistance programs
can provide a source of relief.
Visit www.gatewayhemophilia.org/resources/healthcare-industry/ for a link to patient
assistance resources and see if you qualify.

