GATEWAY
CONNECTION
Spring 2020

CALENDAR OF
UPCOMING EVENTS
June
5

Camp Notaclotamongus
Virtual Campfire

July
10-11 Family Education Weekend
Doubletree Chesterfield Hotel
12

Unite for Bleeding Disorders
Walk, Doubletree Chesterfield
Hotel

August
6-8

NHF Bleeding Disorders
Conference, Atlanta, GA

14-16 Adult Retreat, Lodge of 4 Seasons
Lake Ozark, MO
20

Wine Tasting Fundraiser
Farotto’s, Rock Hill, MO

24-26 HFA Symposium, Baltimore, MD

September
14

Tee Off 4 Hemophilia Golf
Tournament, The Legends

October
16-18 FAB Conference, Margaritaville,
Osage Beach, MO

Stay up to date by following
us on social media!

@gateway
hemophilia
association

@Gateway
Hemo

@gateway
hemophilia

WWW.GATEWAYHEMOPHILIA.ORG

Gateway Connection
is published quarterly by

A Message from the Executive Director
GHA Members,

Gateway Hemophilia
Association
4976 Eichelberger St.
St. Louis, MO 63109
314-482-5973
gatewayhemophilia.org

First and foremost we wish you and your family health and safety during these
uncertain times. As we navigate the current health crisis together, our primary concern is, and
has always been, the health and wellness of individuals, families, and the community that we
serve. We have been monitoring the COVID-19 outbreak for several weeks. Like many of you,
our Board is adjusting to unprecedented circumstances. We are connecting through virtual
meetings from our home workspaces, trying to support the critical work of our organization
with new limitations.

We are following the guidelines of the CDC and local leaders with respect to the
info@gatewayhemophilia.org coronavirus (COVID-19), keeping the health and safety of our members, volunteers, and
guests as our top priority. These guidelines impact our upcoming programs and meetings. You
have heard, we are not able to hold camp in June and have planned camp activities
BOARD OF DIRECTORS may
during FEW. FEW will be our first live, in person event scheduled for July 10-12. We will
continue to follow guidelines that are in place at the national, state, and local levels. Being
President
able to hold FEW does depend on what restrictions are in place, as things seem to change
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daily. Like many of you, we are figuring this out and making adjustments as go. Thank you for
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We will continue to update GHA’s website with the latest information that we have.
Additionally, please check the Hemophilia Federation of America and National Hemophilia
Foundation websites for national updates. Both organizations have letters from drug
manufacturers regarding product availability. NHF’s Medical and Scientific Advisory Council
(MASAC) has issued a supplemental MASAC Statement regarding Home Delivery and Refill
Under State of emergency declaration. Also every Friday, NHF will be holding a town hall
meeting at 5:00 central. The links to register for these townhall meetings can be found on
GHA’s website. There’s a lot of information out there and we want you to have accurate and
reliable information. GHA created a COVID-19 resource page on our website with credible
resources that are backed by fact based scientific research sources. All the links and more can
be found at gatewayhemophilia.org/covid-19/
For all the worry and devastation COVID-19 brings, your support and love for GHA
inspires us. We remain committed to GHA’s mission and the families who depend on us no
matter what else we are facing. As it has been said, we are not alone, we are in this together.
We will end GHA’s annual meeting this year by the Unite for Bleeding Disorders Walk. We feel
more than ever we need to stay connected and united. The funds raised at our annual Unite
Walk support our vital programs and services like our Emergency Assistance Fund. If you are
reading this and are currently experiencing a hardship, we are here for you, please check out
our list of financial resources on our website. I am available by phone or email with any
questions you may have.

Bridget Tyrey
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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I know many of you are overwhelmed with
often-conflicting information on the COVID19 virus. As a doctor and researcher, the
health of the bleeding disorder community
is my highest priority. Every Friday, I will be
sending you vetted, trusted information
about the pandemic and information you
can use to keep you and your family safe.

If you have specific questions about the
COVID-19 virus, please email them
to communications@hemophilia.org and I
will try to address them in the next email.

What People With Bleeding
Disorders Should Know
We have seen no indication that people
with bleeding disorders are at an increased
risk for contracting COVID-19, and there is
no indication that people with bleeding
disorders who have no other underlying
conditions are more likely to develop severe
symptoms. However, the COVID-19 virus is
a respiratory illness that may result in
severe coughing, and that can increase risk
of head bleeds. It is more important than
ever to make sure you are adhering to your
prophylaxis regimen to decrease the
likelihood of all bleeding. Currently, all of
our pharmaceutical partners have assured
us their supply of medication is unaffected
by the outbreak. Do not ration products at
this time. Treat as your healthcare provider
has prescribed your medications, contact
your HTC or healthcare provider with any
questions or concerns and above all, stay
healthy.

SPRING 2020

Risk to Pregnant Women and
Infants

how to conduct these necessary tasks in a
safe manner.

A small study in Wuhan, China found that
pregnant women who tested positive for
COVID-19 did not pass the virus to their
newborn children.

https://www.cdc.gov/coronavirus/2019ncov/daily-life-coping/essential-goodsservices.html

Why You Should Be Following
Social Distancing Advice
A study has found that people who are
infected with the COVID-19 virus but have
no symptoms can transmit the infection to
others. The study, although based on early
data, has found that “the findings indicate
the
presence
of
pre-symptomatic
transmission in more than 10% of cases.”

How Social Distancing Works to
Halt the Rapid Spread of Infection
This animated simulation of transmission
and recovery shows how social distancing
can help contain the spread of the virus.
https://www.washingtonpost.com/
graphics/2020/world/corona-simulator/?
itid=pm_pop

Coronavirus Precautions for Daily
Living
While public health officials are urging
Americans who are not essential workers
to stay home as much as possible, it is still
necessary to get groceries, visit
pharmacies, and perform other necessary
tasks. The CDC has issued guidelines on

Health and Exercise
It is important for people with bleeding
disorders of all ages to stay active to
maintain joint and emotional health.
Remember, even during this pandemic it is
safe to:
•
•

•
•

Let your kids play outside (just no playdates)
Go for a family bike ride or walk (put
those helmets on!)
Have a family game night
Exercise as a family

Mental Health
Coping with stress and managing your
mental health is extremely important during
these uncertain times. Here is some helpful
information:
https://www.cdc.gov/coronavirus/2019ncov/daily-life-coping/managing-stressanxiety.html
https://www.psychologytoday.com/ca/
blog/the-future-brain/202003/how-covid19-may-impact-mental-health
For links to additional information, visit
https://www.hemophilia.org/
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Bleeding Disorders Awareness Month
A Day on the Hill
On
February
27th
465
advocates
representing 45 states descended on
Washington to push for the passage of
House Bill 5952 and twin bill in the Senate:
S 3233. Both bills already have sponsors,
but we were looking for more sponsors and
support. You can find the text of the bills
online. In essence the bleeding disorder
community is asking for Medicare to allow
Skilled Nursing Facilities (SNF) (nursing
homes and rehabilitation facilities) to bill
separately for clotting factor. Currently SNFs
only receive a set amount daily for patients
and there is no exception for factor.
Consequently, SNFs will not accept patients
with bleeding disorders. SNFs are unable to
absorb the cost of factor without facing
serious financial loss. There are already
three exceptions SNFs are allowed to bill
Medicare separately for and we just want to
be added to that list.

L to R: Pam & John Carleton, GHA ED Bridget
Tyrey, Rieley Schneider, MHA ED Angela
Brown, Kim Rosenfelt & Nora Ancel

Missouri Advocacy Day
On March 4-5, 32 GHA and MHA community
members from across the State of Missouri
came together in Jefferson City for Missouri
Advocacy Day. On Wednesday night,
everyone gathered for dinner, an advocacy
update provided by ED Bridget Tyrey, and
training provided by April Shaw of Takeda.
We were also joined by Rep. Greg Razer (D25) who spoke to the group about
advocating with their legislators. We also
received a Proclamation from the Governor
declaring March Bleeding Disorders
Awareness Month in the State of Missouri.
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By John Carleton
(My wife) Pam and I were on a team of
seven representing both Gateway and
Midwest Hemophilia Associations. At each
of our six visits we had roles in telling our
story. My role was to relate the experience
of my brother. Twice he was denied the
care and rehabilitation he needed after a
stroke and later open-heart surgery. I
went last at each visit to put a personal
story on the need for the bill. An added
bonus to our bill is that shorter stays in the
hospital would offset the financial cost of
the bill…giving the bill no additional cost to
the
government.
Senators
and
Representatives like bills that have no net
cost!
The next morning after our day on the Hill
we were in a meeting training for
advocacy at the state level. Pam’s phone
lit up and it showed a call was coming in
from Washington DC. She was worried it
was a scam, but I urged her to step out
and see who was calling. Moments later
she came back in and told me Senator
Blunt’s office was on the line and wanted
to speak with me! We were able to get a
few moments on Thursday with the
Senator, but ended up speaking with an
Aide. At this point he would like me to
make a trip back to Washington to speak
with him concerning our bill. I am working
on setting a date as soon as possible.
Senator Blunt is a key senator and a major
force on the Health Committee. Having

Pam & John Carleton

him in our corner could be critical for
passage of the bill.
To say we had a successful trip would be an
understatement. I hope to have to write
another article about my second trip and
passage of the bill. On a related note, it had
been several years since I had been to
Washington as a tourist. Both of my
previous visits were one day whirlwind
trips. Pam and I stayed and extra two days
and made the most of it. If you have not
been to our nation’s capital it is an
incredible place and worth the visit.
Arlington National Cemetery and the war
memorials are solemn reminders that
freedom isn’t free!

Update: Our thanks to John for sharing his
story. We are delighted to announce that
since the writing of this article, GHA was
informed that Congressman Lacy Clay (DMO 1st District) has signed on as a cosponsor of HR 5952.

Pictured right: Missouri Bleeding
Disorders Advocacy Day attendees
The following morning, our advocates
donned their red ties and walked to the
Capitol to attend meetings with their
legislators.
The
Missouri
Bleeding
Disorders (MOBD) Coalition had an
information table where passers-by could
ask questions and pick up literature about
bleeding disorders. By the end of our visit,
the group had met with 26 legislators and
were introduced on the House Floor by
Rep. Razer. After a great morning of
meetings, we met back at our hotel for
lunch and a debrief.

Thank you to all of our advocates who
shared their stories with their legislators
and raised awareness of bleeding disorders
in Jefferson City. And our thanks to Takeda
for sponsoring the training dinner on
Wednesday night and Octapharma for
sponsoring lunch on Thursday.
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BD Awareness Month Proclamations
In addition to the Proclamation from the State of Missouri, GHA and
advocates in our community worked with local municipalities to declare
March Bleeding Disorders Awareness Month.
Thank you to Barb and Nick Love for requesting a Proclamation from the
City of Eureka and Trudy Stringer for requesting a Proclamation from the
City of Fenton. GHA has also received Proclamations from the City of St.
Louis, the City of Pacific, and the City of Wildwood.
How did you spread awareness during Bleeding Disorders Awareness
month? We’d love to hear your stories! Please email them to Jen at
jmcnamee@gatewayhemophilia.org

Stay Engaged in 2020
2020 is going to be an important year to stay engaged and informed as
advocates for the bleeding disorders community. Make sure your voice is
heard by researching the candidates and issues that will be on your
November ballot and casting your vote; and make sure you are counted by
completing the 2020 Census.

2020 Elections

Pictured above clockwise: St. Louis Alderwoman Carol Howard,
GHA ED Bridget Tyrey, Lewis Reed, President, St. Louis Board of
Aldermen; Nick Love; Jen McNamee, Trudy Stringer, Bob Brasses,
Mayor of Fenton.

This year, the country will be casting their votes for a President of the
United States. In Missouri, elections will be held for a Governor; Illinois will
be electing a U.S. Senator; and both states will be electing legislators to the
U.S. of the House of Representatives. Each state will also vote for a number
of state and local legislators, propositions, and ballot measures.
For answers to your voting questions, visit:
MISSOURI: www.sos.mo.gov/elections/goVoteMissouri
ILLINOIS: www.elections.il.gov/

MO Medicaid Expansion
One item that may be on the Missouri ballot in November is Medicaid
Expansion. A group called Healthcare for Missouri has collected the more
than 172,000 signatures needed to get Medicaid expansion on the Missouri
ballot in November. To learn more about what Medicaid Expansion would
mean for Missouri, visit: www.healthcareformissouri.org

2020 CENSUS
Every 10 years, the U.S. Government counts the population in all 50 states,
the District of Columbia, and 5 U.S. Territories.
The Census is our chance to make sure our hard-earned tax dollars make
their way back to our state and local communities. For every adult and
every child not counted in the census, a state will lose $1,300 in federal
dollars every year. The results of the census also determines the number of
seats each state will have in the U.S. House of Representatives, and they are
used to draw congressional and state legislative districts.
For more information, visit 2020census.gov/

SPRING 2020

GATEWAY CONNECTIONS 9

10 GATEWAY CONNECTIONS

SPRING 2020

SPRING 2020

GATEWAY CONNECTIONS 11

Holiday Membership Meeting
On January 12th, the community gathered for GHA’s Holiday Membership Meeting at The
Magic House in Kirkwood, Missouri. GHA ED Bridget Tyrey began the evening by thanking
all of the amazing volunteers that gave their time and talents to GHA in 2019. We would
not be able to accomplish the work we do for the bleeding disorders community without
them. Following the membership meeting, families had exclusive access to the Magic
House, ate delicious cookies from Grandma’s Cookies, and enjoyed a visit from Billy the
Blood Drop who handed out stockings to all of
Pictured Clockwise: Raj P., Lucas C.,
the children.
Joey G., Davi P., Billy the Blood Drop,
Trenton M., Jack P.

Thank you Sponsors!
Silver Sponsors
Novo Nordisk & Octapharma
Bronze Sponsors
Aptevo & Factor One Source Pharmacy
Snack Sponsor
Grandma’s Cookies
Stocking Sponsors
ARJ Infusion Services, Factor One
Source Pharmacy, Gateway Hemophilia
Association, & Octapharma
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Winter Membership Meeting
On February 1st, GHA’s Annual Winter
Membership Meeting and Bowling Party
found a new home this year at Concord
Bowl in South St. Louis County. Community
members visited with exhibitors, enjoyed a
membership meeting and pizza party,
followed by a fun afternoon of bowling.
Pictured Right Clockwise: Emily, Sheri,
& Jordan Sampson, Sharon Lewis,
Kristina Klein & sons, Drew.

Thank you Sponsors!
Title Sponsor
Bayer
Sponsors
ARJ Infusion Services, BioMarin,
CSL Behring, CVS Specialty,
Genentech, Novo Nordisk
Octapharma, Takeda,
Sanofi Genzyme,
Superior Biologics

Working Women’s
Survival Show
On February 21-23, GHA hosted an exhibit booth
at the St. Louis Working Women’s Survival Show.
Held at the St. Charles Convention Center, the
Show saw more than 8,000 attendees a day. The
goal of the exhibit was to spread awareness to
women who may be experiencing symptoms of a
bleeding disorder, and help them find resources
for support and diagnosis.
Thank you to our volunteers who helped us spread
awareness: Bill Berger, MS, MSW, Lydia Johnson,
RN, BSN, Sue Pardeshi, RN, BSN, Dr. John Puetz,
Sheri & Jordan Sampson, and Trudy Stringer.

Men’s Group
On March 7th, GHA’s Men’s Group
gathered for a Bourbon & Cigar Tasting at
66 Cigar in St. Louis. GHA Board Member
Mike Miller, who helped organize this
event, shared his experience.
“What a great night it was! The night
started out with a lesson from James from
the St Louis Bourbon Society, and his
partner for the night, Jessica, that works
at WoodHat distillery. They walked us
through 5 different types and proofs of
bourbon, starting with an unaged
bourbon, all the way up to (my personal
favorite) a 12 year old Knob Creek!
Pictured: GHA Men’s Group at 66 Cigar

We paused our bourbon tasting for
some great eats from Salt and Smoke
and light conversation, then back to
finishing the tastings.
After the presentation was all said and
done we enjoyed some cigars from
Route 66, where Jay was available to
answer any questions on how strong or
light, or even how long of a burn we
were looking for!
Any ideas are welcome for the next
men’s event!! Please contact GHA for
more information about the Men’s
Group or to share your ideas.”

Thank you Sponsors!
Event Sponsors
Sands Rx & 66 Cigar

Bourbon Sponsor
St. Louis Bourbon Society
SPRING 2020
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DONATIONS, HONORARIUMS, AND MEMORIALS
GHA gratefully acknowledges our donors who so generously contributed to the Chapter in the first quarter of 2020 with
general donations, Honorariums, and Memorials.
$7,000+
Novo Nordisk
$5,000 - $6,999
CVS Specialty
Genentech
Hemophilia Alliance
Foundation
$3,000 - $4,999
BioMarin
Octapharma
Takeda
Washington University
$1,000 - $2,999
Brothers Healthcare, Inc.
CSL Behring
Eschbacher, Bob & Gina
National Hemophilia
Foundation
Pfizer, Inc.
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Sanofi Genzyme
$500 - $999
ARJ Infusion Services
SandsRx
Superior Biologics
UMB Bank

Moellenhoff, Kari
Mokriakow, Bill & Betty
Parrott, Anne
Sargent, Debra
Smith, Christopher
Thrivent
Witt, Jeff

$100 - $499
3 Margaritas
Bagato, Judy & Ray
Bieller, Terry
Blair, Patti
Carleton, John & Pam
Edler, Tracey
Holtgrieve, James
Klein, BJ
Lewis, Andrea & Mike
Marema, Kristin & Brian
Michalik, Virginia
Milhauser, Timothy
Millheim, Dan

$50-99
Allgire, Shannon
Anderson, Dawn
Berberich, Tim
Clark, Erin
Deiters, Amy
Donnelly, Kimberly
Frein, Jill
Gorczyca, Nicole
Hawk, Katherine
Hemmann, Jessica
Hiatt, Susan
Johnson, Chrissy
Kaltenbach, Colleen

Klein, Jane
LaFlamme, Liz & Mike
Magee, Brian & Carly
Mogelnicki, Nancy
Moyer, Meredith
Neifert, Nancy & Alan
Nightingale, John
Norman, Todd
O’Brien, Kathy
Pratt, Rachel
Pulley, Adam
Reinecke, Maggie
Renkoski, Julie
Ricciardi, Julie
Schwartz, Lindsay
Scott, Regina
Shrout, Jeff
Sledd, Makenzie & Mike
Spalding, Dan
Starr, Ryan
Thomas, Dawn
Walls, Ashly
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Waxelman, Roger
Webster, Mary
Zack, Barbara
$1 - $49
Addie, James & Sandy
Amazon Smile
Arnold, Nancy
Bailey, Ellen
Bell, Emma
Bernstein, Kim
Colvin, Amee
Curtis, Randy
Daube, Todd & Sharon
Ellebrecht, Kevin & Lee
Ellis, Holly
E-Scrip
Flanigan, Matthew
Fletcher, Missy
Flores, Anjelica
Foulks, Teresa
Gassiraro, Joe & Diane
Gibbs, Katie
Gindling, Judy
Gravitz, Beth
Guasto, Jim
Gugdel, Kathy
Heck, Rani
Heet, Tim
Hepburn
Hilty, Kirstie & Brian
Horton, Amanda
Huff, Laura
Hummel, Terri
Hyatt, Lucinda
Ilko, Angie
Jayne, Beverly
Johannes, Dan & Charla
Keenan, Robert
Klein, Kristina & Mike
Krull, Linda
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Krystoff, Cheryl
Laughlin, Patrick
Law, Mimi & Mark
Lewis, Sharon
Love, Tracy
Marquez, Charity
Martinez, John
Meier, Deb
Miller, Nick
Mitchell, Victoria
Mueller, Gary
Newbury, Jennifer
Nickelson, Pat
Oberkrom, Vicki & Dave
Olenyik-Kraft, Biz
Orrick, David
Paul, John
Paypal Giving Fund
Peeples, Carrie
Peters, Michele
Powers, Jennifer
Powers, Marie
Price, Matt
Price, Mary
Prives, Nancy
Rackley, Angela
Rhymer, Donna
Rohlmann, Jacob
Rost, Andrew
Salls, Alicia
Sampson, Sheri & Steve
Scheperle, Mark
Schlereth, Lynne
Schmoll, Mendi
Schneider, Chris & Abby
Scholl, Sue
Schwentker-Taylor, Lavonne
Sims, Janet & Bryan
Stafford, Brandy
Stringer, Trudy & Dirk
Tharp, Sue

Thornburgh, Jamie
Tyrey, Bridget
Underwood Walls, Colleen
United Health Group
Vaughn, Jill
Vonderheide, Chris
Williams Pieske, Nicole
Williamson, Don
Zack, Kristian & Ryan
Zittel, Chris
IN HONOR OF
The Wigge Family
Jill Vaughn
IN MEMORY OF
Richard Shroat
Rhymer, Donna

IN MEMORY OF
Judith Putnam
Katherine Hawk
Virginia Michalik
Nancy & Alan Neifert
Putnam, Barbara
Webster, Mary
Thank You
FACEBOOK FUNDRAISERS
Kate Addie
Amanda Dees
Liz LaFlamme
Sara Porter
Jennifer Powers
Rachel Pratt
Janet Sims
Kristian Zack
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