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Camper Cooking Class
On Sunday, February 28th, Camp Notaclotamongus
campers and their families joined GHA for a yummy
cinnamon roll baking class over zoom. Guided by
“Kitchen Kevin”, campers were taken step by step
through the process of making this tasty breakfast
treat from scratch. Thank you to all of our campers
and families for joining us for some fun in the
kitchen!
Ahead of the class, participants were sent a recipe
and supply list, as well as a gift card to purchase
ingredients. Thank you to Medexus Pharma and
Paragon Healthcare for generously sponsoring this
event and to “Kitchen Kevin” for sharing his baking
skills with our group.

Pictured: (Top)
Participants show
off their creations;
(Bottom) a tray of
cinnamon rolls
(that didn’t last
long!)

Women’s Education & Painting Class
On Friday, March 12th, GHA’s women’s group got together on zoom for a girl’s night full of education,
creativity, and lots of laughs. The evening began with the educational talk “Women Who Bleed,”
presented by Jessica Lovercamp, RN, BSN, South Central Hematology Nurse Educator with Bayer.
Following the presentation, the women stayed on for a “Paint & Sip” event sponsored by ARJ Infusion
Services. Just in time for Spring, the participants learned how to paint an adorable bunny in a flower
pot. Thank you to all of the women who joined us and made this event so much fun!
Ahead of this event, participants were sent a canvas,
paints, and paint brushes to make their art. Thank
you to Bayer and ARJ Infusion Services for generously
sponsoring this event.

Pictured: GHA Women’s
Group participants show
off their works of art!

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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Washington Days Advocacy
Like many things over the past year, NHF’s Washington Days
Advocacy event, which was held the first week of March,
looked differently than in previous years. Rather than meeting
in person in Washington, D.C., the entire event, from training
to legislative meetings, was held virtually.
Though the event was different, the purpose was the same:
community members advocating for access to adequate
medical care and treatment for all bleeding disorders.
Joining this national cause was the Missouri contingent, made
up of staff and community members from GHA and MHA.
Over the course of one day, the team participated in meetings
with Representatives Vicki Hartzler and Billy Long, as well as
legislative staff from Senator Roy Blunt’s office, Senator Josh
Hawley’s office, and Representative Anne Wagner’s office.

Pictured: (Top row L-R) Emma Neely, Mgr. of Foundation Relations, NHF; Jen
McNamee, GHA staff; Angela Brown, MHA Executive Director; (Middle row L-R)
Bridget Tyrey, GHA Executive Director; Trudy Stringer, GHA Advocacy Chair; Nora
Ancel, MHA Board President; (Bottom row) Rieley Schneider, GHA community
member and NYLI member.

Community member and GHA Advocacy Chair, Trudy Stringer, shared her thoughts on Washington Days this year:
“I usually digest technology slowly, kicking and screaming all the way, but I think all the Zoom/Ring calls have truly given me a
unique opportunity to lobby the cause without leaving the kitchen. Keep in mind that I started those DC trips about 25 years ago,
and nothing really comes close to meeting in person. Happily, these group virtual meetings still brought an impact to our cause.
Legislators seemed to be more attentive, trying hard not to misunderstand and realizing our effort. I hope all of you will find time
to call or set up a virtual meeting with your representatives asap because I do feel they want to hear from their
constituents. Always ask if they will attend any or all of our events, especially our Unite Walk. If you need help setting up an
appointment, please call the office, GHA is happy to assist.”

Missouri Advocacy Day and Bleeding Disorders Awareness Month
Bleeding Disorders Awareness Month, celebrated in March every year, would not be complete without Missouri Advocacy Day. This annual
advocacy effort is a collaboration between the members of Gateway Hemophilia Association and Midwest Hemophilia Association, who
gather in numbers at the Capitol in Jefferson City to educate their legislators on bleeding disorders and the issues facing our community.
This year’s event was held virtually March 10-11, beginning with advocacy training the evening of the 10th. The training this year focused on
advocating in a virtual setting, and the bleeding disorders community’s advocacy initiative against accumulator adjuster programs. On
March 11th, our group of passionate advocates made calls from their homes to educate their legislators about bleeding disorders and the
harmful effects of accumulator adjuster programs on our community’s ability receive treatment.

In total, 9 advocates met with 18 legislators that day. As a result of these efforts, we have identified
potential champions for a bill addressing the threat of accumulator adjusters in the next legislative
session, and are working to schedule strategic appointments between key legislators and their
constituents in our community.
There is still time to lend your voice to this important cause. If you are a Missouri resident, please
consider doing one of the following:
•

•

•

Contact your legislators: Share your story and educate your legislators about bleeding
disorders and accumulator adjuster programs. Contact Bridget at (314) 482-5973 or
bridgettyrey@gatewayhemophilia.org for more information.
Sign up for the Advocacy Ambassador Newsletter: Stay up to date on the latest
advocacy news, tips, and ways to take action with the monthly Advocacy Ambassador
Newsletter. Email Jen at jmcnamee@gatewayhemophilia.org to sign up.
Become a Mobile Advocate: Text MOBDADVOCATE to 52886 to receive legislative alerts,
calls to action, and easily advocate with your legislators right from your fingertips.
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Should People with Bleeding Disorders
Get the COVID-19 Vaccine?
Answers for the bleeding disorders community to frequently asked questions about the vaccine
Author: Donna Behen
When the Pfizer-BioNTech and Moderna COVID-19 vaccines
became publicly available in December 2020, healthcare
professionals around the country called them an important tool
toward ending a pandemic that has caused more than 400,000
deaths and sickened millions of Americans.

Does having a bleeding disorder put someone in the
high priority group for getting the vaccine?

But many people in the bleeding disorders community have
questions about the vaccine, including whether it’s safe to take if
you have hemophilia or another type of bleeding disorder. Below,
answers to some of the most common questions about the COVID19 vaccine.

No, people with bleeding disorders are not at greater risk of
contracting COVID-19 or developing a severe form of the disease,
so they are not considered a priority group for vaccination.
However, one argument for encouraging vaccination in the
bleeding disorders community is that people who have COVID-19
can sometimes develop blood clots that require treatment with
blood thinners, and this treatment would need to be carefully
managed if someone also has a bleeding disorder.

Is the COVID-19 vaccine safe for people with bleeding
disorders?

Do people with bleeding disorders need to follow any
special precautions when getting vaccinated?

If you have a bleeding disorder, there are no contraindications to
being vaccinated with either the Pfizer-BioNTech or the Moderna
vaccine. Immune tolerance therapy, treatment for hepatitis C, and
HIV and other conditions that require the use of
immunosuppressive drugs also do not preclude a person from
receiving either COVID-19 vaccine. If someone is taking part in a
clinical trial, they should report their vaccination to the study
investigators.

If possible, the smallest gauge needle should be used (25 to 27
gauge) to administer the intramuscular vaccine. However, the use
of an alternative needle is not always possible because some
vaccines must be administered using the accompanying needlesyringe combination.
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Pressure should be applied to the site for at least 10 minutes postinjection to reduce bleeding and swelling. Additionally, checking the
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injection area for two to four hours after vaccination is
recommended to ensure that there is no delayed hematoma. Arm
discomfort for one or two days after injection is normal, unless it
worsens and is accompanied by swelling.
If you experience an allergic reaction to the vaccine (fever, warmth,
redness, itchy skin rash, shortness of breath, or swelling of the face
and tongue) you should contact your physician immediately or go
to the nearest hospital emergency room right away, as these
allergic reactions can be life-threatening. Patients with a history of
allergic reactions to extended half-life clotting factor concentrates
containing polyethylene glycol (PEG) should discuss vaccine choice
with their physician because some vaccines contain PEG.

Should some people with hemophilia infuse before
getting a vaccine?
Yes, if someone has severe or moderate hemophilia, the vaccine
should be given after a factor VIII (FVIII) or factor IX (FIX) injection.
But for patients with a basal FVIII or FIX level above 10%, no
hemostatic precautions are required. Patients on emicizumab (with
or without inhibitor) can be vaccinated by intramuscular injection
at any time without hemostatic precautions and without receiving a
dose of FVIII.
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Are there any special precautions for people with von
Willebrand disease?
Depending on their baseline von Willebrand factor (VWF) ristocetin
cofactor (RiCof) activity levels, patients with type 1 or 2 von
Willebrand disease (VWD) should use therapies (such as DDAVP or
tranexamic acid) in consultation with their hemophilia treatment
center. Patients with type 3 VWD should be given a VWF-containing
injection.

What about people with rare bleeding disorders?
All people with rare bleeding disorders (including those with
thrombocytopenia and/or platelet function disorders) should be
vaccinated. Patients on anticoagulants should have prothrombin
time testing performed within 72 hours prior to injection to
determine international normalized ratio (INR); if results are stable
and within therapeutic range, they can be vaccinated
intramuscularly.
Source: Hemaware.org/research-treatment/should-peoplehemophilia-get-covid-19-vaccine
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The federally funded hemophilia treatment center (HTC)
network, with its model of a multidisciplinary care team (MDT)
and regional infrastructure, has proven itself, over several
decades, to be well suited to deliver quality, integrated
healthcare to bleeding disorders patients across the U.S. While
this system has allowed for various surveillance and data
collection projects focused on patient demographics, clinical
status, and mortality, it has not, until recently, been leveraged
to gauge patient satisfaction on a national level.

nationally consistent administration. In February-March 2014
the survey was disseminated to an estimated 28,289 households
of patients with which the HTC had a “significant clinical
interaction” that same year. The subsequent data collection
period through June of 2015, with the University of Colorado
serving as coordinating institution for all data collection and
aggregation. To make possible comparisons to other
populations, regions were collapsed from eight to four standard
regions including West, Midwest, South, and Northeast.

The authors of a new paper published in the journal
Haemophilia posit that patient satisfaction with the delivery of
care is an important metric that is associated with treatment
adherence and better overall health outcomes. Therefore, a first
-of-its kind nationally uniform and comprehensive patient
satisfaction survey (PSS) was conducted and made possible via
the coordination of the HTC network’s robust regional
infrastructure. A steering committee made up of three of the
network’s regional coordinators initiated and managed the PSS.
They were guided by performance standards of the hemophilia
program of the U.S. Health Resources and Services
Administration (HRSA); the agency provides limited funding to
support the eight designated regions that make up the HTC
network.

The overall participation rate for HTCs was high as 133 or 138
centers (96.4%) opted into the survey. In sum, 5006 individuals
who received care from a center in 2014 completed the PSS,
representing a 17.7% national response rate. At 29.2%, females
represented almost a third of the participants, the majority of
which were White, non-Hispanic. A look at participants grouped
by age shows a fairly even breakdown amongst the groups,
while there were significant differences in participation levels
amongst the four geographic regions with 42.1% (2109) from
the Midwest, 27.9% (1398) from the Northeast, 19.0% (952)
from the West and 10.9% (547) from the Southeast. The
majority of the respondents, 3,106 (62%) had hemophilia, 1299
(25.9%) had von Willebrand disease (VWD), and 601 (12.0%)
reported diagnosis as “other,” “unknown” or did not specify.
Overall, those with a severe hemophilia and type 3 severe von
Willebrand disease represented 29.4%, of respondents, while
those with a moderate bleeding disorder, including VWD type 2
or moderate hemophilia accounted for 17.8% of participants.
Those with a mild bleeding disorder (VWD type 1 or mild
hemophilia) comprised the largest group at 32.8%.

The survey was designed to assess patient demographics, their
satisfaction with the HTC’s core MDT, plus affiliated clinicians,
services, and care processes. The MDT core includes the
hematologist, nurse, nurse practitioner, social worker, and the
physical therapist. In addition, three fundamental HTC services
were rated, including shared decision making and care
coordination with both the primary doctor and with other
specialists/providers. Lastly, five key HTC processes were
evaluated for patient satisfaction: timeliness of care, ease of
getting needed information, ease of understanding how the HTC
clinic staff explained things, time spent with clinic staff, and
being treated with respect.
All 138 HTCs that were operating in 2014 were invited to
participate in the PSS. The eight regional coordinators of the
Network helped facilitate the promotion and dissemination of
the survey to HTCs and provided technical assistance to ensure a
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By virtually all measures, results of the PSS suggest consistently
high levels of satisfaction with HTCs amongst the more than
5,000 respondents. Overall, 94.2%-97.9% reporting responded
that they were ‘always’ or ‘usually’ (A/U) satisfied with the
overall care they received at their center. Participants also rated
highly their satisfaction with members of their HTC’s core MDT,
including the hematologist, nurses, nurse practitioners, social
workers, and physical therapists (PTs). A national breakdown by
member showed that 97.3% of respondents were A/U satisfied
with the hematologist, 97.0% with the HTC nurse and nurse
practitioner (combined), 95.1% with the social worker and
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95.6% with the PT.
HTC care processes considered integral to PSS also scored very
well nationally, with more than 95% of respondent’s A/U
satisfied with each of the five processes. These included
timeliness of care (94.9%); ease of getting needed information
(95.0%); ease of understanding how the HTC clinic staff
explained things (97.3%); time spent with clinic staff (97.0%);
and being treated with respect (98.0%). On a regional level, A/U
satisfaction for each of the five care processes was at least
91.2%.
The survey also reflected well on transition issues nationally. Of
respondents aged 12-17 years, 90.2% reported being A/U
satisfied with how their HTC talked about how to care for their
bleeding disorder as they became adults. Similarly, 92.8% of
adolescents were A/U satisfied with how their HTC encouraged
them to become more independent in managing their bleeding
disorder.
The authors point to this initiative’s success as a “proof of
concept” in the far-reaching utility of a regional infrastructure to
deliver meaning and impactful national assessments now and in
the future.
“This HTC PSS initiative provides new national data, reducing
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evidence gaps in quantifying the extent to which patients value
the different healthcare professionals on the integrated HTC
team, HTC services, processes and overall care. These high levels
of patient satisfaction were articulated regardless of patient
diagnoses, severity of disease, gender, race or ethnicity, or
geographic location, and pose several implications, “explained
the authors. “First, these data indicate that patients highly value
the HTC multidisciplinary team approach.”
While the authors do acknowledge limitations, including an
imbalance in regional representation, the take home message
remains the same; there exists a strong correlation between
patient satisfaction and quality of care. Further, such PSS data
may be employed in various advocacy efforts, to engage payers,
and ensure the viability of the HTC Network.

“The high level of patient satisfaction documented in this
inaugural national survey of the US HTC Network’s ambulatory
services has several important policy implications. Specifically, in
the United States, access to HTC care must be guaranteed,”
conclude the authors. “All payers must include HTCs in their
networks to maintain high-quality patient care.”
Riske B, Shearer R, Baker J. Patient Satisfaction with US
Hemophilia Treatment Center Care, Teams and Services: The
First National Survey. Haemophilia. 23 October 2020.
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Treatments for Rare Diseases at Risk
Due to the Decline of Plasma Donations
Representatives of patient advocacy groups, expert physicians,
thought leaders, and representatives from the U.S. Food and Drug
Administration (FDA) Centers for Biologics Evaluation and Research
came together on December 9 at a roundtable sponsored by the
Plasma Protein Therapeutics Association (PPTA) to discuss the
impacts on people with rare diseases if not enough plasma is
available to manufacture lifesaving plasma-derived therapies. These
therapies are often the only treatments available for people with
primary immune deficiencies, bleeding disorders, Alpha-1
Antitypsin deficiency, hereditary angioedema, and certain
neurological conditions.

Efantis went on to stress that individuals can help ensure patients
continue accessing their therapies - first and foremost, all eligible
and healthy adults should consider donating plasma and spread the
word about the need for plasma via social media. Additionally,
PPTA is asking individuals to contact their local policymakers about
the need for plasma donation and to support calls for the
coexistence of public and private plasma collection programs.

Roundtable participants stressed the continued urgent need for
plasma donations. Reports vary, but plasma collectors experienced
significant declines in collections due, in part, to the impacts of
social distancing measures and other mobility restrictions caused by
the COVID-19 pandemic. Considering the complex manufacturing of
plasma-derived therapies can take 7-12 months, any decline in
plasma donations could impact patients’ ability to access their
lifesaving therapies. This sharp decline in plasma collections could
cause more significant challenges in coming months.

Collection of source plasma for the development of plasmaderived therapies

“Imagine enduring this year while living with a rare disease whose
treatment is dependent on raw material that has declined precisely
because of the pandemic,” said Amy Efantis, PPTA’s President and
CEO. “Source plasma is essential, so our concern for meeting clinical
need is not based on reimbursement or supply chain disruption, but
raw material.

Source: https://www.pptaglobal.org/media-and-information/pressreleases/1094-treatments-for-rare-diseases-at-risk-due-to-the-decline-ofplasma-donations

Source Plasma donation is an option available to any health person
who meets donor eligibility criteria. Past COVID infection does not
preclude individuals from donating Source Plasma if donors
continue to meet all eligibility criteria. Source Plasma collected via a
process called plasmapheresis at more than 900 Source Plasma
donation centers in the U.S. and EU is never used for transfusion.
Instead, Source Plasma donations undergo a complex
manufacturing process that can take 7-12 months to become
lifesaving plasma protein therapies for patients living with a range
of rare, serious, and sometimes life-threatening conditions.
Source: https://www.pptaglobal.org/media-and-information/pptastatements/1101-human-plasma-donations-remain-important-during-covid
-19-pandemic

How You Can Help
Visit donatingplasma.org for more
information on:
•
•
•
•
•
•

The need for Source Plasma
Donor eligibility requirements
What to expect when you donate
plasma
Plasma collection safety and
quality standards
The therapeutic uses of plasma
protein therapies
Plasma donation centers near
you
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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 2022 with
general donations, Honorariums, and Memorials.

$12,000 - $12,999
Novo Nordisk
$4,000 - $4,999
Washington University
$3,000 - $3,999
Colburn Keenan Foundation
$2,000 - $2,999
Octapharma
Pfizer
$1,000 - $1,999
ARJ Infusion Services
Brothers Healthcare
CSL Behring
$500 - $999
Bayer
Bleeding & Clotting
Disorders Institute
Fast Access
Genentech
Paragon Hemophilia
St. Louis County Parks
$100 - $499
Bieller, Terry
Boeing
Deiters, Amy
Johannes, Stephen
Kennedy, Vicki
Klein, BJ
Klein, Kristina & Mike
Lewis, Andrea & Mike
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Medexus Pharma
Milhauser, Timothy
Miller, Diane
Miller, Kate & Mike
Sanofi Genzyme
Smith, Christopher
Tyrey, Bridget
UMB Bank
Walls, Ashly & Luke
$50 - 99
Allison, Anita
Amazon Smile
Brockmeyer, Ramona
Burns, Emily
Gindling, Judy
Halter, Courtney
Howard, Vicky
Hurt, Irene
Johannes, Dan & Charla
LaFlamme, Elizabeth
Lirette, Steve & Cathy
Litrette, Janet
Miller, Rick
Nanney, Diane
Oakley, Terri
Parrett, Lori
Peipert, Shelly
Pellerito, Gina
Saputo, Mary
Schmitz, Julie
Sims, Janet & Bryan
Sledd, Makenzie
Thompson, Janet
Vogelweid, Andy
Wigge, Dennis & Mary

Woodrum, Rebecca
$1 - $49
Baker, Mady
Burton, Laura
Carleton, John & Pam
Clark, Andrea
Crawford, M.J.
Daley, Sarah
Earll, Tracy
Eisenbeis, Katie
Elliot, Brandon
Emde, Monica
Escrip
Foerster, Janeen
Foulks, Theresa
Gann, Jill
Garcia, Veronica
Gilbert, Kahla
Hammack, Jaquelyn
Heller, Melissa
Hubbman, Sharon
Johannes, Heather
Love, Nick
Miller, Ricky
Network for Good
Nicole, Cara
Noel, Christine
PayPal Giving
Pieske, Nicole
Pleban, Sarah
Powers, Jennifer
Rieken, Kathleen
Robertson, Robin
Sansegraw, Kimberly
Shelton, Dan & Kristin

Smith, Jessica
Stafford, Brandy
United Health Group
Vaughn, David
Watson, Shannon
Welsch, Jennifer
Willis
In Memory of
Rhoda Fleisher
Anita Allison
Thank You
FACEBOOK FUNDRAISERS!
Kahla Gilbert
Anne Parrott
Jennifer Powers
Bridget Tyrey

Facebook Fundraisers are
an easy way to not only
raise critical funds to
support the programs and
services GHA provides for
the bleeding disorders
community, but they are
also a great way to raise
awareness of bleeding
disorders! Even better,
Facebook takes no fees
from the money you raise,
so all dollars go to GHA!
GATEWAY CONNECTIONS 15

Presort Standard
US Postage
PAID
St. Louis, MO
Permit No.

4976 Eichelberger Street
St. Louis, Missouri 63109
314.482.5973
www.gatewayhemophilia.org

Email us at: info@gatewayhemophilia.org

