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A Message from the Executive Director,
Bridget Tyrey
As I reflect on 2019, I can say GHA had a great year, but our success is really
measured in how well we support you. GHA is dedicated to the advocacy,
education and support of families affected by bleeding disorders. Every day we
look for ways to improve our programs and services. At GHA, we value your
opinion and will be sending a needs assessment to our community members in
the first quarter of 2020. Please take this opportunity to give us your feedback.
We want to continue to create valuable resources and meaningful programs for
you.
Last year, our membership grew by 29 families and 89 individuals. We had 56
various activities and trainings, providing over 300 hours of educational
programming for the local bleeding disorder’s community. We thank and value
the support from our industry partners, Hemophilia Treatment Centers,
National Organizations, volunteers, and you!
During the many years I have been with GHA, I have been witness to amazing
acts of generosity and true philanthropy. Our members give from their heart
and expect nothing in return
except the gratification that
they have touched a life of
another, this is the true
meaning
of
unselfishness.
Regardless of the size of the
donation or amount of hours
volunteered, giving to GHA is a
wonderful way of making an
impact in the world. Never
underestimate the importance
of giving what you can.
At the Holiday Party we
acknowledged 164 volunteers
that assisted our mission,
accumulating over 2,500 hours.
According
to
Independent
Sector, the value of a volunteer
hour is $25.43 – up 3% from
the previous year. That’s a
$63,000 savings to GHA in
volunteer hours!!! This world is
a better place because you
volunteered, and we thank you
for it.
GHA Board of Directors meetings are open to the public and held the 2nd Tuesday 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 only thing constant is change. There are many
products on the market for bleeding disorders. GHA
will be offering branded product education
programs this year. Please check the list of topics on
our events page for more information. We also
advise to consult with your hematologist first. Many
in the bleeding disorders community are concerned
about the cost of healthcare and access to
treatments and products. Co-payments and out-ofpocket expenses can be devastating on a family’s
budget. Assistance programs can provide a source
of relief. Please contact GHA or visit our website for
assistance.
April 17, 2020 is the 30th anniversary of World
Hemophilia Day! The longevity of this celebration is
proof of the dedication and tight-knit nature of our
community. The theme of World Hemophilia Day is
“Get involved”. Whether you are a patient, a family
member or caregiver, a corporate partner, a
volunteer, or a healthcare provider, we want to
encourage you to help increase the awareness of
inherited bleeding disorders.

We hope you will join us on April 17, the St. Louis
Wheel and the St. Louis Planetarium will be lit in
red in honor of World Hemophilia Day. The event
will include an educational program, dinner, and an
interactive activity.
The Unite for Bleeding Disorders Walk and 5K will
be on May 2 at Forest Park. This is a great way to
bring awareness to bleeding disorders and support
your local organization. I hope we can count on you
to join or create a walk fundraising team. The walk
is our largest fundraiser, which allows us 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 and research.
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Camp Notaclotamongus will be held in June at
Camp Wyman, in Eureka, MO. Camp engages,
empowers, and helps kids build skills, develop a
sense of self, and connect to others with a bleeding
disorder. We are looking forward to making a
difference in the lives of today’s campers and
tomorrow’s leaders.
We look forward to you joining us July 10-12, at
Family Education Weekend (FEW), the only
program of its kind in the Greater St. Louis area.
This is a place where members gather to meet, talk,
and share with other members in the community
and healthcare professionals. This conference
provides
terrific
educational
opportunities,
engaging roundtable topics and breakout sessions.
From
catalyzing
programs,
educational
scholarships, to influencing policy change at the
state and federal level, GHA is committed to
collective action because we know that our bleeding
disorder is not a one size fits all. With so much
more to accomplish, I want to be sure that we all
take a moment to reflect on all that has been
achieved. Celebrating the gains – big or small – and
using that to fuel us into the next decade. We will
continue to work in meaningful partnership and
truly align our efforts to support the people of our
community.
I could not be more proud to have this opportunity
to continue the work of GHA; to build on existing
relationships and cultivate new ones. I truly believe
everyone is born with a desire to help others and to
make a difference in any way they can. It takes all of
us. Thank you to GHA’s Board of Directors,
committee members, and all of you, for the hard
work and dedication that makes GHA’s mission
possible. Make 2020 your year to connect, learn,
and grow. Thank you for your continued support!
Here’s to an even brighter 2020!
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Hemlibra Update by John Puetz, MD
It seems with every new sports season comes hype about how
great the new player will be. Other than Michael Jordan or Tiger
Woods the player usually does not meet expectations. The same
is true with medicine. Numerous medications have been hyped
as the next great thing, and rarely does this occur. Hemlibra may
be the exception.
Hemlibra is a medication approved to treat people with
hemophilia A. It is not a factor replacement medication but
mimics how factor VIII works in the body. Because it is not factor
it can be given as a subcutaneous (subq) injection and is
approved to be given once weekly, every 2 weeks or even every
4 weeks. Subq injections are given under the skin like an insulin
shot or vaccine.
Initial studies were in adults with inhibitors. There was a
dramatic reduction in treated bleeds in people receiving
Hemlibra. Roughly half of people receiving Hemlibra did not
have a treated bleed over the course of a year. Studies also
showed that taking Hemlibra in combination with high dose
FEIBA could lead to blood clots. This did not happen in people
taking Hemlibra and factor VII. Based on these results, Hemlibra
was approved for use in people with inhibitors in November
2017.
Studies were also done in adults with severe hemophilia A who
did not have inhibitors, and in children with inhibitors. The noninhibitor results were similar to the adult inhibitor studies, and
the pediatric inhibitor study showed an even lower bleed rate
(75% had no bleeds while on study). No additional clotting issues
were raised in these studies. Follow up studies suggests that the
bleeding rate continues to improve over time. Hemlibra was
approved for use in all people with hemophilia A in October
2018.
Our treatment center has been offering Hemlibra as a treatment
option for our severe and moderate hemophilia A patients with
and without inhibitors for a little over a year. Thus far 20 people
have switched to Hemlibra. Some have been taking it for a year
and some for a few months. All together they’ve been on
Hemlibra for about 11 years. In that time, we’ve seen 4 soft
tissue bleeds and only 1 (iffy) joint bleed! No one has switched
back to factor. Two patients have had their ports removed. They
only received a single dose of factor VIII prior to surgery and did
not have bleeding issues. In patients who are not on Hemlibra
we typically have our patients infuse for several days in a row
following a port removal. One patient had a tooth extraction
and did not receive any factor replacement – he just took his
usual dose of Hemlibra and Amicar. Hemlibra seems to be living
up to the hype.
None of our patients have experienced any significant side
effects. This does not mean that Hemlibra is completely safe and
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we don’t need to monitor it. The ATHN7 study is designed to
monitor for side effects of Hemlibra. We’ve already enrolled 6
people from our center in this study and plan on enrolling more.
Social media is full of reports of issues regarding Hemlibra, even
patient deaths. As always, don’t believe everything you read on
social media. However, reliable sources have confirmed that a
small number of patients taking Hemlibra have died or
developed a blood clot. Keep in mind that people receiving
factor VIII have also died or developed a blood clot. The
question is did Hemlibra cause or contribute to anyone’s death?
At the time of this writing there are no reliable reports of
Hemlibra causing or contributing to anyone’s death. Obviously,
this needs to be monitored, and again, the ATHN7 study is
designed to do just that.
Another issue that has arisen is the presence of small particles in
the Hemlibra vial. It is related to silicon oil used to manufacture
vial stoppers. This is a common occurrence with many
medications, including factor concentrates. No safety issues
have been reported related to the particles.
Does this mean everyone should switch to Hemlibra? Obviously
if you don’t have hemophilia A the answer is no. Hemlibra only
works for people with hemophilia A, and has only really been
studied for people with severe hemophilia A. We don’t know if
people with mild hemophilia A will benefit from taking
Hemlibra. If you are of the mindset of “if it ain’t broke don’t fix
it” and your current treatment regimen is working well then
Hemlibra may not be right for you. Other people may want to
see more safety data before switching. Some people have life
circumstances where the timing is not right to switch medicines.
There are reasons to switch to Hemlibra and reasons to stay the
course. This is an individual decision that should be discussed
with your provider.

What about people with other bleeding disorders. Is there a
subq medicine for them? The answer is yes and no. Different
types of subq medicines are currently in clinical trials, but they
are only being tested in people with hemophilia A and B.
However, they might also help people with other bleeding
disorders, but will need to be studied first. And, don’t forget
DDAVP can be given as a subq injection and has been used for
years to treat Von Willebrand disease and platelet disorders.

Dr. Puetz is Medical Director of The John Bouhasin Center for
Children with Bleeding Disorders, SSM Health Cardinal Glennon
Children’s Hospital, St. Louis University School of Medicine.

*This article is written by Dr. John Puetz. GHA does not endorse
or recommend any products.
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Outreach for Women with Bleeding Disorders
GHA has continued its commitment to spreading awareness of women with bleeding disorders by hosting two outreach events
in the last quarter. Our hope is that by educating medical professionals and women in the community about the signs and
symptoms of bleeding disorders, more women with bleeding symptoms will be diagnosed and have the opportunity to receive
appropriate treatment. We look forward to expanding this outreach in 2020.

“Lunch & Learn” at St. Louis University
On October 23rd, GHA hosted a “Lunch & Learn” for OB/GYN medical
students at St. Louis University School of Medicine. Sue Pardeshi, RN,
BSN, Nurse Coordinator at the Washington University Center for
Bleeding & Blood Clotting Disorders gave a presentation to 30 students
on bleeding disorders with the focus on women with bleeding
disorders.

Information Table at Fontbonne University
On October 28th, GHA hosted an information table about women with
bleeding disorders at Fontbonne University. This opportunity was
organized by community member and Fontbonne student, Jordan
Sampson, who also volunteered that day.
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NHF’s 71st Bleeding Disorders Conference
The National Hemophilia Foundation’s 71st Annual Bleeding
Disorders Conference (BDC) was held in Anaheim, CA from October
3-5. The 3-day event brought together thousands of people in the
bleeding disorders community from across the country to catch up
with old friends and make new ones, attend educational breakouts
and networking opportunities, and explore the exhibit hall.
The conference began with the opening
session where outgoing CEO Val Bias
was thanked for his years of dedication
to the bleeding disorders community.
Mr. Bias served as CEO of NHF for the
past 11 years. On January 17th, it was
announced that Dr. Leonard Valentino
has been named President and CEO of
NHF. For more information about Dr.
Valentino, please visit NHF’s website at
hemophilia.org
The conference consisted of separate
tracks for Women, Adult Men, Teens,
vWD, Spouses & Partners, Rare Bleeding
Disorders, and Spanish speakers. At the NHF CEO Val Bias with GHA
Awards Ceremony on the final night, staff member Jen McNamee and
GHA was presented with a Chapter of Executive Director Bridget Tyrey
Excellence Award for Board Governance.
Every year, GHA offers travel grants to its members with a bleeding
disorder to attend NHF’s BDC. This year, GHA was able to send
James Snarey with his two sons, and Steve Kreher.
When asked about this experience, Steve shared the following:
“I recently had the wonderful opportunity to attend the National
Hemophilia Foundation's 71st Bleeding Disorder Conference in
Anaheim, CA thanks to Gateway Hemophilia Association's travel
grant. I've attended national events before, but none were as
impressive as this. Not to mention, I've always wanted to go to
California! It was great to see old friends from all around the
country, as well as make new ones who I know I'll maintain contact
with. I learned about many great alternative pain management
techniques, was educated on how to determine whether or not an
injury was actually a bleed, and gained a lot of useful information
on resources I needed to take better care of myself.
A little bit about me; I've been a mild hemophiliac my entire life with
very few problems growing up. Being a member of the bleeding
disorder community, I had always heard from bleeders who are
older than me that they failed to take proper care of themselves,
resulting in permanent joint damage. I think it was no coincidence
that my knee had started acting up just before I left for the trip, and
became a bit of an issue, to the point that I had a bit of a limp by
the end of the weekend. Luckily, I was exactly where a young adult
who had neglected to properly take care of his body needed to be to
gain the information needed to better myself. Many of the breakout
sessions I attended helped me acquire the tools I needed to set
myself on the right track to taking care of myself, and I'm glad to
say that I have now self-infused myself more times in the last two
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months than I have been infused the entire rest of my life. Of
course, this is also in part thanks to what I've learned at Camp
Notaclotamongus. Yes, even some of us counselors are learning
when we let the campers stick us!
One of the sessions I attended was called Silver Linings: A Feel-Good
Discussion, in which the speakers shared how their experiences with
hemophilia have positively affected their lives. This is something I've
always felt, as I've had so many opportunities to attend events like
camps, educational weekends, and conferences like this, letting me
forge some of the closest friendships I have, even though some of
those friends live across the country. One of the speakers at this
event mentioned perspective being a huge motivator on how he
viewed his bleeding disorder. Once he changed his perspective from
negative to a more positive one, his entire outlook on his hemophilia
changed as well. As a young adult who is becoming more
symptomatic, this is something that really resonated with me, and I
hope to be able to instill these values in younger generations of
people with bleeding disorders so that they may also see things in a
more positive light.
I wanted to thank GHA again for the incredible opportunity to
attend this national event. Had it not been for the travel grant, I
wouldn't have been able to make it all the way out to California,
and I really want to encourage others to apply for the grants in the
future so they may also have an awesome experience like I did!”
We also asked James to share a bit about his family’s experience:
“Anaheim is a great place to visit. It’s even better with your family,
attending the National Hemophilia Foundation’s Annual Meeting.
Here’s why:
We had opportunities to meet and
network with families from across the
United States. Hearing their perspectives
on care, experiences with hospitals, etc.,
and to be able to share our own
experiences with them was amazing.
Bleeding Disorders bind us together in
friendships unlike any others, even when
we live thousands of miles apart.
The content of the sessions is superb. James and his sons at NHF’s BDC
One of my favorites was on Advocacy. We’ve attended Advocacy
Days in Missouri the last couple years, and this meeting gave me
more insights into how to talk with representatives and speak up for
our community. Since my boys were in that session with me, they
also learned some skills they will use throughout their lives.
Attending the NHF Annual Meeting was an amazing experience. If
that’s something you would like to enjoy as well, consider applying
next year for the GHA grant that helps families or individuals travel
and attend the meetings.”
This year’s conference will be held in Atlanta, Georgia from August
6-8, 2020. You can find the application for GHA’s travel grant at
gatewayhemophilia.org/events.
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MOBD Coalition

Gettin’ in the Game

On November 13th, the Missouri Bleeding Disorders (MOBD)
Coalition, of which GHA is a member, hosted a panel discussion in
St. Louis about the impact of barriers to care for individuals with
bleeding disorders at skilled nursing facilities. In attendance were
stakeholders in the bleeding disorders community and
congressional aides from the offices of Senator Josh Hawley and
Congressman Lacy Clay. Following the presentation, the MOBD
Coalition stakeholders held a meeting to discuss their advocacy
strategy for 2020.

On November 8-10, community members Luke O. and Reid M.
attended CSL Behring’s Gettin’ in the Game Junior National
Championship with their families. This annual event brings together
kids with bleeding disorders and their families for education and
friendly competition in the sports of baseball, swimming, and golf.
Luke’s mom, Barb, shared the following about their experience:
“We had such a great time connecting with other families and Luke
just loved getting to meet other children with bleeding disorders. It
was just so great to watch kids that had never met before connect
so quickly.”

GHA Gives Back
Each year during the month of November, GHA celebrates the
season of giving by volunteering with a local non-profit. On
November 16th, GHA staff and community members returned to
the Arnold Food Pantry for the 3rd year in a row to help sort food
donations collected through the Boy Scouts of America’s Scouting
for Food campaign. The Arnold Food Pantry was one of many area
foodbanks that received some of the nearly 2 million food
donations collected across the St. Louis Metro Area that day. Thank
you to our members who volunteered with us that day, and to all in
the community who donated food to this important cause.
Food insecurity can happen to anyone. If you or anyone you know is
in need of assistance from a foodbank, a list of resources can be
found at gatewayhemophilia.org/our-programs/helping-hands/
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Wild West Trivia Night Fundraiser
On November 2, over 230 individuals 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 “Wild West” and the
costumes and table decorations were exceptional. Thank you
to all of our participants, volunteers, and sponsors for helping
to make this event a success!

Congratulations to the Winning Tables!

Thank You Volunteers!
Trivia Committee
Chair: Trudy Stringer
Auction Committee: Judy Bagato &
Joan McGovern

Event Volunteers:
Peggy Bauer, Ellie Borders, Tina Charpentier, Laura Herman,
Carter Inion, Barb Love, Jim Love, Nick Love, Jimmy Love, Deb
McNamee, Jules O’Bryant, Brian Rodgers, Emily Sampson,
Dirk Stringer, Cody York

Trivia Winners!

1st Place:
Tied for 2nd Place:

Team Octapharma
Team CSL Behring &
Team Kory & Juli Kleppe

Platinum Sponsors
CVS Specialty, Novo Nordisk, Takeda, Factor One Source
Pharmacy

Event Sponsors
Aptevo Therapeutics, Bayer, CSL Behring, Octapharma

Snack Sponsors
Diplomat Specialty Infusion Group, Great Southern Bank,
Washington University
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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 2019 with
general donations, Honorariums, and Memorials.

$9,000+
Octapharma
$3,000 - $4,999
Genentech
$2,000 - $2,999
CVS Specialty
Takeda
$1,000 - $1,999
Bayer
Colburn-Keenan Foundation
Factor One Source
Pharmacy
National Hemophilia
Foundation
Sanofi Genzyme
Superior Biologics, Inc.
$500 - $999
Aptevo Therapeutics
ARJ Infusion Services
Pfizer
Sands Rx
Washington University
$100 - $499
Antonakis, Angie
BioMatrix
Card, Theresa
Carleton, John & Pam
Coulson, Sara
Craven, Vicki
Crider, Vicki
Eschbacher, Bob & Gina
Gindling, Judy
Great Southern Bank
Gute, Pat & Cathy
Hanse, Austin & Maria
Hopkins, Jenny
Hurster, Bob & Donna
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Jaacks, Jim & Lisa
Johannes, Dan & Charla
Ketterling, Nicki
Kleppe, Kory & Juli
Kuhn, Dana
LaFlamme, Liz
Lawless, Mike
Love, Barb & Jim
Miller, Mike & Kate Addie
Moellenhoff, Kari
Nassif, Pat
Pratt, Will & Rachel
Pruitt, Cheryl & Don
Pustinger, Kim
Rodgers, Brian
Schneider, Chris & Abby
Schneider, Mike
Shrout, Jeff
Sims, Janet & Bryan
Sledd, Makenzie & Mike
Sternberg, Denyse
Stringer, Dirk & Trudy
Tyrey, Bridget
$50 - $99
Addie, James & Sandy
Anderson, Scott & Barb
Charpentier, Tina
Cornwall Ledbetter,
Sharon
Cox, Nena
Daube, Todd & Sharon
Davis, Tom
Ellebrecht, Kevin & Lee
Hoernig Johnson, Linda
Hurster, James & Jessica
Klein, Betty Jane
Magee, Brian & Carly
McNamee, Jennifer
Miller, Byford & Stephanie
Moore, Lori & Chad

Moore, Randy
Oberkrom, Vicki
Pahl, Ryan
Rodgers, Mark
Shaffer, Angie
Soell, Julie
Stotler, Jen
Tischler, Ricki
Tucker, Melissa & Robert
Wigge, Mary & Dennis
Williams, Hilary
Wilson, James
$1 - $49
Alexander, Bill
Amazon Smile
Andersen, Chad
Barket, Ken & Doris
Baumann, Chris
Bell, Jill
Belschner, Austin
Benevity Fund
Berger, Bill & Julie
Berger, Brian
Bernhardt, Terri
Blinder, Dr. Morey & Amy
Bonte, Timothy
Cable Price, Diane
Calderon, Holly
Callahan, Kevin
Candido, Steve
Chaudet, Brenda
Conran, Taylor
Cook, Jessica
Cottet, Kristyn
Davis, Andy
Degenhardt, Tammy
Dilport Wise, Becky
Disser, Mike
Edler, Tracey
Eggemeyer, Will & Karen

Elizabeth, Mary
Ellebrecht, Bill
Ellebrecht, Garrett
Eschbacher, Katie & Adam
E-Scrip
Fitzmaurice, Sally
Fitzpatrick, Joseph
Flores, Tony & Danielle
Friel, Kathy
Gammon, Bill
Gammon, Norm & Becky
Grant, Michelle
Gravitz, Beth
Gravitz, Ken
Guasto, Jim
Heller, Melissa
Heller, Todd
Herman, Laura
Herndon, Gina
Hileman, Kisha
Hoernig, Natalie
Horrell, Linda
Horton, Lori
Hubbman, Sharon
Huff, John & Carolyn
Huff, Karen
Joe
Johns, Richard
Johnson, Harris
Juergens, Debbie
Kelly & Jake
Klemmer, Karen
Kleppe, Max
Knibb, Matt
Kogos
Kos, Joey
Kraemer, Eva
Kreher, Steve
LaFlamme, Gary
Lamp, Cory
Lasister, Stephanie
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Lilly-Schlenker, Beth
Love, Andy
Marquez, Charity
Martin, Susan
Martinez, Edgar
May, Robert & Sandra
McCormack, Mike
McCormack, Tina
McNamee, Tim & Deb
Mohler, Janet
Mohler, John & Ellen
Molnar, Elizabeth
Moore, Denny
Nash, Rush
Newman, Judy
Newman, Jr., John
Oakley, Terri
Paypal Giving Fund
Penilla, Elizabeth
Price, Karen & Mike
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Rakers, Juli
Ray, Shawn
Reinecke, Maggie
Rethmeyer, Kevin
Rogers, Kate
Roggi, Joseph
Rone, Judy
Sam
Schmidt, Gary
Schneider, Linda
Schulze, Jamie
Schuppe, Johnny
Seematter, Sara
Senger, Therese & Scott
Shaughnessy, Kevin
Shelley
Shippey, Dean
Schroff, Alec
Silveira, Fernanda
Sipp, Christy

Soell, Kurt
Stafford, Brandy
Sullivan, Marci
Taras, Lisa
Terry, Will
Thrower, David
Thrower, Marykay
Thurston, Myles
Trollinger, Amelia
United Health Group
Vanko, Steve
Watson, Sharon &
Michael
Waxman, Syma
Welch, Teresa
Werner, Helen
Williams Staley, Connie
Wood-Daggett, Caleb
Ye, Meihua
Yoey, Kirsten

IN MEMORY OF
Richard Shroat
Sara Coulson
Will & Karen Eggemeyer
Helen Werner
Thank You
FACEBOOK FUNDRAISERS
Sharon Cornwall Ledbetter
Gabi Flores
Jennifer McNamee
Stephanie Miller
Janet Sims
Trudy Stringer
Bridget Tyrey
Kristian Zack
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3 Easy Ways to Support GHA!
Schnucks Escrip Card
GHA gets $$ every time you shop!
1. Pick up a free Escrip card at your local Schnucks
2. Visit escrip.com to enroll and select Gateway
Hemophilia Association as
your charity
3. Give the cashier your Escrip
card at checkout

Amazon Smile
Amazon donates 0.5% of the price of
your eligible AmazonSmile purchases to GHA!
1. Visit smile.amazon.com
2. Sign in to your regular amazon account
(or create an account for free)
3. Select Gateway Hemophilia Association as your
charitable organization
4. Start shopping!

Fresh Thyme Giving Bags
$1 from the sale of each Giving Bag will be donated to GHA!
1.
2.
3.
4.

Visit any Fresh Thyme Farmer’s Market location
Purchase a reusable Giving Bag featuring a Giving Tag
Direct your donation to Gateway Hemophilia Association!
Use your Giving Bag when you shop and help the environment!

